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WITNESS 
DAVID  CRIPPENS,  AMERICA'S  PUBLIC  TELEVISION  STATIONS 

Mr.  Natcher.  The  committee  will  come  to  order. 

As  you  ladies  and  gentlemen  know,  this  morning  the  subcommit- 
tee begins  preliminary  hearings  on  the  fiscal  year  1995  appropria- 
tions bill.  During  the  next  two  weeks  we  will  hear  from  approxi- 
mately 150  public  witnesses  about  issues  related  to  the  Depart- 
ments of  Labor,  Health  and  Human  Services  and  Education  and 
the  15  related  agencies  under  this  subcommittee's  jurisdiction. 

After  the  President's  budget  is  officially  submitted  on  the  7th,  we 
will  hear  from  each  of  the  Cabinet  Secretaries  and  their  agency 
and  bureau  directors.  In  all,  the  subcommittee  has  scheduled  40 
days  of  hearings  to  be  completed  by  May  5th.  We  have  started  with 
our  public  testimony  today  so  that  we  can  hear  from  all  of  these 
individuals  and  still  meet  our  deadline  to  pass  the  bill  in  June. 

I  want  all  of  you  to  know  that  we  are  very  much  concerned  about 
how  you  feel  about  this  bill.  A  number  of  you  have  helped  me  on 
many  occasions.  If  you  take  care  of  the  health  of  your  people,  edu- 
cate your  children,  you  will  continue  living  in  the  strongest  country 
in  the  world.  We  believe  that  on  this  subcommittee. 

The  Members  here  will  tell  you  when  we  started  out,  for  in- 
stance, with  the  National  Institutes  of  Health,  we  had  $73  million. 
Now  we  are  up  to  about  $10,981  billion.  We  know  that.  We  are 
proud  of  it. 

The  Labor,  Health  and  Human  Services  and  Education  bill  at  the 
present  time  is  the  largest  of  the  13  appropriations  bills,  with  fund- 
ing which  is  expected  to  exceed  $260  billion  in  1995.  The  budget 
caps  enacted  last  year  mean  that  1995  will  be  a  year  of  very  dif- 
ficult decisions.  Increases  or  investments  in  one  area  will  have  to 
be  financed  with  reductions  in  other  deserving  programs. 

You  have  read  and  heard  that  the  President  has  indicated  that 
he  wants  this  bill  brought  down  in  about  100  programs.  He  wants 
it  increased  accordingly.  He  wants  it  increased  at  about  300  pro- 
CD 


grams.  The  subcommittee  plans  to  conduct  a  detailed  and  thorough 
review  as  we  always  do  so  we  can  bring  out  the  type  of  bill  which 
both  the  House  and  the  American  public  will  support. 

The  public  witnesses  here  today  and  during  the  next  two  weeks 
travel  hundreds  of  miles  to  give  us  their  testimony.  We  want  you 
to  know  that  your  statements  are  important  to  us  and  we  appre- 
ciate your  appearance.  We  want  all  of  you  to  stay  within  your  allo- 
cated time  so  we  can  move  on.  With  your  help,  this  subcommittee 
will  produce  a  good  bill. 

On  this  subcommittee  we  have  some  of  the  ablest  Members  of 
the  full  Committee  on  Appropriations.  One  of  them  is  my  friend 
John  Porter.  We  have  Mr.  Bonilla,  as  you  know.  We  have  Mr. 
Stokes  and  all  of  the  others. 

At  this  time,  I  yield  to  you,  Mr.  Porter. 

Mr.  Porter.  Mr.  Chairman,  I  have  no  statement  to  make  except 
to  say  that  I  am  delighted  that  I  start  another  year  working  with 
you  and  under  your  leadership  on  the  subcommittee.  I  think  it  is 
the  best  subcommittee  in  all  of  Congress. 

I  do  want  to  emphasis  something  that  the  Chairman  just  said. 
This  is  going  to  be  a  very  difficult  year.  We  are  going  to  have  a 
very  hard  time  in  crafting  our  bill  because  of  competing  priorities. 
We  are  going  to  have  some  very  difficult  decisions  to  make  as  to 
what  are  the  highest  priorities.  That  is,  after  all,  what  our  job  is. 

We  will  remain  within  our  budget  allocations.  We  will  make 
those  judgments  as  best  we  can  and  we  appreciate  all  of  you  being 
here  today  to  testify  and  giving  us  your  view  of  what  those  prior- 
ities ought  to  be. 

I  also  appreciate  the  Members  of  this  subcommittee  who  do  such 
a  fine  job  and  appreciate  their  attendance  at  the  hearings,  and 
working  with  you  also. 

Mr.  Natcher.  Thank  you,  Mr.  Porter. 

Do  any  of  the  other  subcommittee  Members  wish  to  make  a 
statement  at  this  time?  How  about  you,  Mr.  Stokes? 

Mr.  Stokes.  Mr.  Chairman,  I  don't  have  any  statement  as  such. 
I  would  just  like  to  echo  the  sentiments  of  my  colleague  Mr.  Porter 
to  say  that  it  is  an  honor  to  serve  on  this  subcommittee  and  it  is 
an  even  greater  honor  to  serve  under  your  chairmanship  where  I 
have  had  the  pleasure  of  serving  now  for  many  years. 

I  look  forward  as  a  Member  of  this  subcommittee  to  participating 
in  the  hearings  and  also  the  markup  and  production  of  what  I 
agree  with  you  is  the  finest  bill  turned  out  by  any  subcommittee 
in  the  Congress.  So  it  is  a  pleasure  to  once  again  start  a  new  term 
with  you,  Mr.  Chairman. 

Mr.  Natcher.  Thank  you,  Mr.  Stokes. 

Mr.  Bonilla,  I  yield  to  you. 

Mr.  Bonilla.  Thank  you,  Mr.  Chairman. 

It  is  nice  to  see  familiar  faces.  It  is  the  second  time  around,  at 
least  for  me.  Every  time  you  all  testify,  it  helps  us  make  the  deci- 
sions that  are  very  tough  to  make.  You  help  by  providing  us  the 
information  we  need. 

I  am  a  new  Member  of  Congress,  but  in  my  brief  observation,  I 
have  never  seen  a  committee  that  works  so  well  together  to  try  to 
look  at  the  projects  many  of  you  are  involved  in. 


This  is  a  very  bipartisan  committee.  I  personally  have  gained  a 
lot  from  working  with  the  members  and  have  learned  from  the 
Chairman  my  first  year  in  Congress.  I  look  forward  to  another  good 
year. 

Mr.  Natcher.  Thank  you,  Mr.  Bonilla. 

As  I  have  said,  all  13  of  our  subcommittees  have  outstanding 
staff  members.  We  on  this  committee  do  and  that  helps  us  and  we 
appreciate  it. 

Our  first  witness  this  morning  is  Mr.  Crippens. 

Mr.  Crippens.  Good  morning,  Mr.  Chairman  and  Members  of  the 
committee.  I  am  David  Cribbens,  Senior  Vice  President  of  Edu- 
cational Enterprises  at  KCET  a  public  station  in  Los  Angeles,  Cali- 
fornia. I  am  testifying  this  morning  on  behalf  of  the  America's  Pub- 
lic Television  Stations. 

I  also  have  a  written  statement,  I  believe,  which  makes  the  case 
for  continued  federal  investment  in  educational  programming  and 
the  use  of  technology  in  education.  I  would  like  to  have  that  in- 
serted in  the  record  if  I  may. 

Mr.  Natcher.  Without  objection,  it  is  so  ordered. 

Mr.  CRIPPENS.  I  am  from  California  and  we  all  know  what  has 
happened  there  in  the  last  couple  of  years.  My  mother  is  a  retired 
math  teacher  and  my  father  is  a  retired  professor  of  education. 
Both  live  in  Nashville,  Tennessee. 

Education  has  always  been  a  part  of  me.  I  have  always  believed 
in  it  strongly  and  continue  to  do  so.  I  see  that  what  is  occurring 
now  with  public  broadcasting  and  education  is  something  which  is 
absolutely  important  for  the  furtherance  of  the  education  for  all  our 
young  people  in  the  United  States. 

I  have  seen  that  federal  investment,  even  though  there  are  rel- 
atively few  dollars  for  all  the  public  broadcasting,  is  of  absolute  im- 
portance for  the  continuance  of  education  in  all  our  young  people 
in  this  country.  This  was  never  seen  more  than  in  the  recent  quake 
we  had  in  California,  and  I  understand  we  even  had  tremors  today. 
We  saw  in  the  last  earthquake  two  weeks  ago  that  a  lot  of  devasta- 
tion occurred,  especially  with  the  public  school  system. 

One  way  that  we  were  able  to  deal  with  this  at  our  station  in 
conjunction  with  the  teachers'  union  and  with  the  school  system, 
was  to  put  together  a  program  that  dealt  with  teachers  and  how 
they  were  reacting  to  the  quake  and  what  they  had  to  do  with  their 
young  people.  That  program  was  called  "Teacher  to  Teacher,  Cop- 
ing With  the  Quake."  It  was  very  popular  in  the  area  and  really 
served  a  necessary  need. 

Also,  we  have  run  spots  for  parents  to  watch  in  terms  of  how  to 
deal  with  their  young  people  and  what  they  need  to  know  in  terms 
of  bringing  their  young  people  back  into  a  routine.  This  really 
brought  out  the  importance  of  telecommunication  and  public  broad- 
casting in  education.  It  became  very  clear  that  there  are  going  to 
be  unmet  educational  needs  which  telecommunication  may  be  able 
to  help  in  the  Southern  California  area. 

Even  beyond  that,  I  want  to  go  into  what  we  are  planning  to  do 
and  what  public  broadcasting  is  planning  to  do  nationally  in  terms 
of  telecommunication.  We  are  going  to  start  next  September  a 
project  dealing  with  mathematics  and  the  training  of  middle  school 
mathematics  teachers  on  new  mathematics  reform.  We  are  doing 


that  in  conjunction  with  the  school  districts.  We  will  probably  be 
working  with  a  major  business  in  L.A.  to  bring  that  about. 

All  that  we  are  about  in  public  broadcasting  and  really  us  in 
Southern  California,  is  that  we  partner  with  businesses,  and  with 
public  educational  entities  as  well.  We  are  also  involved  with 
"Ready  to  Learn"  which  the  Congress  has  appropriated  money  for. 

We  are  very  anxious  to  do  that.  In  fact,  I  fly  back  here  next  week 
to  deal  with  "Ready  to  Learn."  As  I  mentioned,  all  of  this  is  done 
with  educational  partnerships. 

We  are  very  fortunate  to  be  a  part  of  the  New  American  Schools 
Development  Corporation  project  in  Los  Angeles.  We  are  part  of 
the  major  design  team.  Something  that  is  very  important  to  me  is 
that  we  are  involved  with  "Tech-Prep"  or  "School-to-Work"  transi- 
tion. It  is  something  that  I  have  personally  been  involved  in  for  the 
last  seven  years. 

I  believe  this  is  absolutely  essential  to  the  learning  of  all  of  our 
young  people,  that  they  will  become  fruitful  citizens  in  this  coun- 
try. All  this  has  been  made  possible  with  the  federal  investment, 
even  though  it  may  be  small,  it  is  absolutely  essential. 

As  I  said,  I  am  the  son  of  teachers.  I  fervently  believe  in  edu- 
cation and  I  fervently  believe  in  what  we  have  to  do.  I  fervently 
believe  that  telecommunications  is  the  key  to  where  we  are  going, 
whether  it  is  computers,  interactive  media,  or  whatever  it  may  be. 

America's  Public  Television  Stations  are  requesting  an  appropria- 
tion of  $345  million  for  the  Corporation  for  Public  Broadcasting  for 
fiscal  year  1995.  This  amount  will  ensure  current  services  and 
modestly  expand  the  "Ready  to  Learn"  service  that  I  mentioned, 
and  programs  like  adult  learning,  community  outreach,  job  training 
and  math  and  science  literacy.  Thank  you  for  your  time. 

Mr.  Natcher.  Thank  you  very  much.  You  have  given  us  an  ex- 
cellent statement.  We  want  you  to  know  we  appreciate  your  attend- 
ance. 

[The  prepared  statement  follows:] 
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PUBLIC  TELEVISION: 
UNIVERSAL  ACCESS  TO  LIFELONG  LEARNING. 


Educating  and  Informing  the  public  in  sciences,  geography,  literature,  math, 

public  affairs,  the  arts  and  culture 

Preparing  children  to  learn 

Contributing  to  math  and  science  competency 

Contributing  to  adult  literacy 

Providing  job  training,  especially  teacher  training 


UNIQUE  OPPORTUNITIES  FROM  USING  PUBLIC  TELEVISION 


Public  television  represents  the  first  stage  of  a  national  information  infrastructure  that  is 
committed  to  the  national  education  goals.  It  is  in  place  and  in  operation  today. 

Public  television  is  more  than  the  wide  array  of  television  programs  seen  on  your 
local  PBS  station.  It  is  an  institution  consisting  of  350  local,  community-based 
telecommunications  centers,  many  organized  into  state  networks.  These  centers,  financed 
largely  by  their  local  communities,  possess  the  expertise  to  use  the  most  appropriate 
technology  to  serve  their  respective  community's  educational  and  informational  needs. 

Public  television  can  reach  out  to  all  Americans,  offering  equal  access  to  lifelong  learning. 
Ninety-nine  percent  of  U.S.  television  households  receive  free,  educational  programming;  160 
million  people  watch  each  month;  30  million  K-12  students  in  2  out  of  3  schools  have  access  to 
instructional  programming;  and  2  out  of  3  colleges  enroll  a  total  of  300,000  college  students 
per  semester  in  telecourses  for  credit  through  their  local  stations. 

Educational  Services  of  Public  Television 

♦   Educational  programming  is  more  than  instructional  video  for  the  classroom.  It 

may  consist  of  primetime  programming  watched  by  an  entire  family  in  the  home, 
interactive  programming  used  in  a  business  or  community  center  setting,  or  instructional 
programming  to  be  used  in  the  classroom  with  special  materials  to  assist  teacher,  parent 
and  student.  The  programming  may  be  watched  by  single  viewers  or  in  groups.  It  may 
have  formal  instructional  structure  to  it  or  it  may  achieve  an  informal  learning 
experience. 


Educational  programming  services  include  passive  and  active  video  programming;  the 
supporting  materials  which  attract  audiences  to  use  the  programming;  and  those  print  or 
computer  materials  which  help  teachers,  parents  and  learners  to  use  the  programming 
more  effectively.  They  also  include  community  service  support — like  town  meetings  or 
support  groups — and  consulting  on  the  use  of  video  and  audio  for  education. 

Example:  Maryland  Public  Television  (MPT)  partnered  with  WETA,  Washington, 

D.C.,  local  ABC  affiliate  WJZ  and  local  radio  stations  in  a  telethon  to  raise 
1 .38  million  hours  of  time  volunteered  for  area  schools.  The  governor  of 
Maryland,  mayor  of  Baltimore,  members  of  Congress  and  educators  joined 
guest  star  Rita  Moreno,  along  with  MPT  and  WETA  executives  in  an 
outpouring  of  support  for  education. 

Partnerships  and  community  involvement 

♦  Public  television's  local  public-private  partnerships  with  community  and  business 
groups  use  public  television  as  a  centerpiece  for  community  action  on  problems  such  as 
drug  abuse,  illiteracy,  and  child  abuse. 

Example:  Student  Voices,  Iowa  Public  Television's  teen  discussion  program  recently 

began  its  sixth  season  with  the  topic  of  AIDS.  Other  discussion  topics  this 
season  will  include  sexuality,  abstinence,  drug  use,  contraception,  coping  and 
the  future.  Students  from  around  the  state  will  be  members  of  the  studio 
audience  participating  in  a  game  show  and  discussion.  Phone  centers  also  are 
set  up  around  the  state  for  students  to  participate  in  the  program.  Iowa  PTV 
also  produced  a  unique  anti-substance  abuse  television  special.  "You  Can 
Too!  Iowa  Kids  Fight  Drugs  and  Alcohol"  was  a  first-of-its-kind  program  to 
be  simulcast  on  every  commercial  and  public  television  station  statewide. 
This  program,  the  most  widely  distributed  in  the  network's  history,  also  was 
seen  in  Rock  Island  and  Moline,  Illinois. 

Public  television  involves  and  serves  the  diverse  communities  of  our  nation.  Public 
television  is  inclusive — it  seeks  out  diverse  points  of  view  through  independent 
producers  and  its  related  multicultural  minority  consortia  as  well  as  through  its  station- 
based  activities. 

Public  television  programming  provides  context  for  social  and  cultural  issues,  so  that  all 
Americans  can  understand  different  perspectives  better.  Television  can  be  a  constructive 
force  in  addressing  the  pressing  needs  of  our  nation,  many  of  which  demand  a  better 
understanding  of  the  differences  between  ethnic  and  cultural  communities,  as  well  as 
geographic  differences.  Public  television's  educational  programming  can  serve  the 
needs  of  the  growing  minority  workforce  and  minority  youth. 

Example:  Recording  artist  M  C  Lyte  joined  five  New  York  and  New  Jersey  teenagers  to 

explore  ethnic,  racial  and  cultural  bias  in  "Ethical  Choices:  Dealing  with 
Diversity,"  a  video  produced  by  Thirteen/  WNET,  New  York.  The  video 
was  distributed  to  over  1 ,500  New  York  and  New  Jersey  schools,  reaching 
more  than  1.5  million  students.  It  also  aired  as  part  of  Thirteen/ WNET's 
Instructional  Television  broadcast  schedule,  taped  by  teachers  throughout 
the  tri-state  area  for  use  in  the  classroom. 
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OUTCOMES  FROM  FEDERAL  FUNDING 


Maintaining  public  television's  current  service:  universal  access  to 
lifelong  learning  through  local  community  institutions 

Public  television  currently  provides  a  programming  service  which  is  used  by  81 
percent  of  all  American  households — a  service  which  the  American  public  values,  in 
survey  after  survey,  stating  that  it  is  more  "important,"  "informative,"  "interesting"  and 
"educational"  than  other  media  choices. 

Federal  support  remains  essential  to  preserving  universal  access  to  the  opportunity 
for  lifelong  learning  through  a  high  quality  noncommercial  television  service.  Public 
television  stations  match  every  federal  dollar  with  five  to  six  dollars  from  other 
sources,  yet  federal  dollars  remain  critical  in  challenging  other  segments  of  the  community 
to  support  this  public  service.  Federal  funding  also  provides  unrestricted  seed  money  which 
can  allow  local  institutions  to  gain  access  to  the  best  that  the  nation,  rather  than  just  the 
community,  has  to  offer.  The  unrestricted  nature  of  federal  funding  is  particularly  important 
among  the  many  public  television  stations  licensed  to  educational  institutions,  where  the 
institution  can  provide  facilities  and  staff,  but  may  not  have  the  discretionary  resources 
necessary  for  programming. 

Federal  funding  also  assures  programs  reach  their  full  educational  potential —  through 
"multiversioning"  (finding  new  ways  to  package  existing  materials  so  they  are  most  useful  to 
different  age  groups)  and  through  adapting  new  technologies  to  achieve  educational 
purposes.  Appropriate  levels  of  funding  will  offer  the  opportunity  for  stations  serving  all 
communities — from  inner  city  to  rural  areas — to  become  actively  involved  in  making  their 
communities  aware  of  programming,  in  working  with  them  to  use  the  programming  in 
educational  ways  and  to  assist  teachers  in  extending  their  use  effectively  in  the  classroom. 

Contributing  further  to  national  educational  goals  and  competitiveness 

The  most  critical  need  is  to  sustain  the  national-local  partnership  which  allows  local 
communities  to  use  telecommunications  to  address  their  own  educational,  cultural  and 
information  needs. 

In  addition,  public  television  already  addresses  pressing  national  educational  challenges 
which  are  beyond  its  financial  resources.  Public  television  is  prepared  to  embark  on  targeted 
activities  in  support  of  the  national  educational  agenda  articulated  by  Congress,  the 
Administration  and  the  nation's  governors. 

None  of  these  opportunities  can  be  pursued,  however,  without  the  essential  basic  funding  for 
current  services. 


♦   Preparing  children  to  learn.  Public  television  can  develop  programming  for 

preschoolers  and  training  daycare  providers  through  Head  Start  programs  and  "Ready 
to  Learn"  initiatives,  particularly  since  there  has  been  a  33  percent  increase  in  the  past 


year  in  preschool  viewing  of  public  television  programming.  The  work  initiated  by  CPB, 
PBS,  South  Carolina  ETV,  Sesame  Street  and  Mister  Rogers'  Neighborhood  would  be 
expanded  to  reach  every  child  with  access  to  a  television. 

Example:  Last  summer,  Maryland  Public  Television  became  "The  Children's 

Channel"  in  the  mornings,  seven  days  a  week,  with  over  forty  hours  weekly 
of  educational  programming  for  children.  The  children's  programming  is 
presented  without  long  breaks  to  make  it  more  "kid-friendly." 

♦  Contributing  to  math  and  science  competency.  Additional  funds  will  allow  public 
television  to  develop  new  instructional  television  programming  for  elementary  and 
secondary  schools  to  use  in  meeting  national  educational  goals,  both  for  use  in  the 
schools  and  at  home,  as  Where  in  the  World  is  Carmen  Sandiego?  did  for  geography.  PBS 
has  also  developed  with  Mathline — a  full  schedule  of  programming  and  support 
materials  for  teaching  and  learning  mathematics. 

Example:  Teachers  from  more  than  250  New  York,  New  Jersey  and  Connecticut  schools 

converged  in  New  York  City  last  July  to  participate  in  workshops  of  the 
fourth  annual  Thirteen /Texaco  National  Teacher  Training  Institute  for  Math, 
Science  and  Technology.  Since  Thirteen/  WNET  launched  the  Teacher 
Training  Institute  in  1990,  public  television  has  enabled  more  than  30,000 
teachers  in  21  states  to  be  trained,  reaching  about  4  million  students 
nationwide. 

♦  Contributing  to  adult  literacy.  With  increased  funds,  public  television  can  expand 
efforts  to  encourage  and  motivate  adults  to  learn  to  read  and  then,  through  televised 
classes,  provide  the  necessary  instruction  in  the  privacy  of  their  own  homes.  Also  using 
public  television,  local  stations  can  mobilize  volunteers  to  assist  in  the  personal 
mentoring  which  is  so  important  to  adult  literacy  training.  Project  Literacy  US,  (PLUS),  in 
its  eighth  year,  has  made  a  measurable  difference  in  assisting  those  needing  literacy 
training. 

Example:  Connecticut  Public  Television  manages  a  Prison  Channel  that  offers 

literacy  training  and  educational  coursework  to  inmates  across  the  state  so 
they  may  be  more  productive  citizens  when  they  are  released.  The  network's 
stations  are  hooked  to  eight  of  the  state's  25  correctional  facilities  and  will  be 
hooked  to  all  others  by  early  1995.  The  Prison  Channel  provides  GED 
coursework,  English  as  a  second  language,  and  basic  literacy  courses  for  the 
inmates. 

♦  Providing  job  training  and  sharing  information  to  find  new  opportunities  in  the 
workforce.  Public  television's  cooperative  work  with  business  and  education  leaders  to 
use  video-based  vocational  and  instructional  courses  to  train  workers,  teachers  and 
demobilized  military  personnel  can  be  expanded  with  additional  funds.  Training  can  be 
conveyed  directly  to  the  workplace  or  other  sites,  as  PBS  and  stations  are  already  doing 
in  selected  cities  through  The  Business  Channel. 
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Example:  WHMM,  Washington,  D.C.'S  Student  Training  Program,  which  began  in 

1980,  is  designed  to  give  Howard  University  students  a  chance  to  gain 
practical  experience  as  interns  in  broadcast  management,  technical 
operations,  maintenance  engineering,  fundraising,  marketing  and 
development,  programming  and  production. 

♦   Enhancing  educational  use  of  technologies.  Public  television  adapts  new 

technologies  for  educational  use;  makes  them  accessible  to  schools,  teachers  and  learners; 
creates  programs  that  expand  the  use  of  interactive  educational  technologies;  and  trains 
teachers  to  use  these  new  technologies  effectively.  Technological  advances  have  had  a 
major  impact  in  increasing  the  educational  effect  of  television.  Merely  one  example  is 
the  intriguing  interactive  version  of  The  MacNeiljLehrer  News  Hour  which  has  been 
developed  in  conjunction  with  Apple  Computers.  Learners  can  watch  full  frame  video 
and  then  explore  topics  raised  in  the  news  program  through  interactive  video  and 
databases. 

Example:  Learning  Link,  WVIZ,  Cleveland's  educational  on-line  computer  service  for 

educators,  has  improved  its  services  with  a  move  to  the  Ohio  State  Centrex 
phone  system.  This  move  means  improved  service  and  reduced  telephone 
bills,  thus  increasing  on-line  possibilities  for  Ohio  educators.  In  partnership 
with  Saginaw  Valley  State  University  (Michigan)  and  the  Cleveland  Public 
Schools,  the  station  also  is  in  the  process  of  developing  Earthvisicn,  a  high 
tech  way  of  studying  our  environment  through  the  use  of  computational 
science  and  super  computers.  The  project  will  find  teams  of  Cleveland 
students  and  teachers  investigating  and  solving  environmental  issues  and 
problems  by  working  on  Silicon  Graphics  computers  which  have  access  to  a 
Cray  super  computer  in  Michigan. 

WHA,  Madison  has  managed  a  second,  cable  channel  for  about  thirteen 
years.  WHA  uses  the  cable  channel  as  an  alternative  to  the  over-the-air 
schedule  and  features  primarily  how-to,  foreign-language  and  adult- 
education  courses  produced  inexpensively  at  the  University  of  Wisconsin's 
Madison  campus. 


PUBLIC  TELEVISION'S  FUNDING  REQUESTS 


America's  Public  Television  Stations  are  requesting  an  appropriation  of  $345  million 
for  the  Corporation  for  Public  Broadcasting  for  FY  1997,  which  is  necessary  to  maintain 
current  services,  to  sustain  an  important  beginning  in  addressing  the  challenge  of  preparing 
children  to  enter  school  ready-to-leam,  and  to  begin  to  make  contributions  in  the  other 
identified  areas  of  pressing  national  concern.  Of  this  request,  about  $15  million  would  be 
committed  to  extending  the  demonstration  of  a  Ready-to-Learn  service  to  sites  nationwide. 

In  the  Department  of  Education  appropriations,  America's  Public  Television  Stations  are 
requesting: 


an  appropriation  of  $32  million  for  the  Star  Schools  program 

for  FY  1995; 

appropriation  of  the  full  authorized  amount  for  the  Ready  to 

Learn  Act  for  FY  1995;  and 

full  support  for  the  Administration's  request  for  new  initiatives 

for  educational  technology. 
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Mr.  Natcher.  Mr.  Porter. 

Mr.  Porter.  Mr.  Crippens,  we  seem  to  be  entering  a  new  era  of 
technology  where  interactive  technologies  are  going  to  be  at  the 
forefront.  How  does  public  television  fit  into  that  in  the  education 
sense? 

Mr.  Crippens.  It  is  sort  of  the  keystone.  If  you  look  at  the  mis- 
sion statement  of  my  station  KCET,  it  says  we  wish  to  be  a  leading 
telecommunications  entity,  not  just  a  broadcast  station.  We  believe 
we  must  be  part  of  the  information  highway  to  help  all  young  peo- 
ple learn. 

As  you  all  know,  we  will  all  be  in  the  process  of  lifelong  learning. 
Telecommunications  is  a  major  key  in  that.  We  believe  that  a 
major  part  of  the  public  broadcasting  key  in  the  future  is  tied  in 
with  telecommunications.  I  can  see  no  other  greater  need  than 
that. 

I  think  we  are  trying  to  make  a  major  effort  in  that.  That  is  one 
of  the  things  I  spend  a  lot  of  my  time  in.  How  do  we  make  it  in 
that  telecommunications  field? 

Mr.  Porter.  Is  that  going  to  require  a  large  new  capital  invest- 
ment? 

Mr.  CRIPPENS.  It  will  require  some  investment  and  it  will  require 
that  the  partnerships  be  involved  in  the  private-public  partnership 
we  all  talked  about. 

Mr.  PORTER.  Thank  you,  Mr.  Chairman. 


Tuesday,  February  1,  1994. 

WITNESS 

DR.  ELIZABETH  O'BRIEN,  COUNCIL  OF  ORGANIZATIONAL  REPRESENT- 
ATIVES OF  AND  FOR  DEAF  PERSONS 

Mr.  Natcher.  Our  next  witness  is  Dr.  Elizabeth  O'Brien. 

Dr.  O'Brien.  I  am  Elizabeth  O'Brien.  I  am  Legislative  Chair  of 
the  Convention  of  American  Instructors  of  the  Deaf.  With  me  is 
Lee  Mclntyre  who  is  Chairperson  of  the  Council  of  Organizational 
Representatives  of  and  for  Deaf  Persons.  We  are  here  this  morning 
to  discuss  our  concerns  regarding  continuing  and  increasing  fund- 
ing for  educational  and  vocational  rehab  training  programs  for  deaf 
children  and  deaf  adults. 

By  way  of  background,  the  Council  of  Organizational  Representa- 
tives is  a  coalition  of  14  organizations  of  and  for  people  who  are 
deaf  and  hard-of-hearing.  Our  purpose  is  to  support  one  another  in 
assuring  access  to  education,  employment,  and  social  support  for 
children  and  adults  who  are  deaf  or  hard-of-hearing.  COR  supports 
an  appropriation  of  $2.9  billion  for  Individuals  with  Disabilities 
Education  Act,  State  and  Local  Grant  Programs,  Public  Law  94- 
142. 

Approximately,  80  percent  of  students  who  are  deaf  or  hard-of- 
hearing  in  the  United  States  are  educated  in  mainstream  pro- 
grams. This  form  of  education  has  proven  useful  to  deaf  and  hard- 
of-hearing  students  with  strong  family  support  and  communication, 
access  to  deaf  culture  through  noneducational  settings,  like  social 
and  support  groups,  and  sufficient  communication  skills  to  enable 
them  to  socialize  adequately  with  their  hearing  peers. 
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The  IDEA  constitutes  the  central  vehicle  through  which  the  fed- 
eral government  maintains  a  partnership  with  the  States  and  local- 
ities to  provide  an  appropriate  education  for  deaf  and  hard-of-hear- 
ing  children  requiring  special  education  and  related  services.  COR 
very  strongly  believes  that  all  children  have  the  right  to  be  edu- 
cated to  their  full  potential.  In  order  to  even  begin  to  approach  this 
long-term  ideal,  IDEA  must  be  fully  funded. 

Secondly,  COR  supports  an  appropriation  of  $175  million  for 
Education  of  Children  With  Disabilities,  State-Operated  Programs, 
Public  Law  89-313.  Public  Law  89-313  is  important  for  maintain- 
ing a  full  spectrum  of  opportunities  for  education  of  children  who 
are  deaf.  The  vast  majority  of  deaf  people  hold  jobs,  get  promoted, 
marry,  raise  children,  own  property,  and  pay  taxes.  Deaf  people  do, 
however,  need  considerable  educational  accommodation  in  order  to 
meet  these  goals. 

This  complex  and  delicate  social,  economic,  and  cultural  network 
among  deaf  people  is  endangered  by  any  weakening  of  State-oper- 
ated and  State-supported  schools,  which  are,  like  educational  insti- 
tutions everywhere,  the  very  heart  of  the  deaf  community.  While 
mainstream  education  is  excellent  for  many  students  who  are  deaf 
or  hard-of-hearing,  mainstream  settings  may  not  provide  the  oppor- 
tunity for  students  who  are  deaf  to  interact  meaningfully  with  their 
peers. 

Such  schools  are  cost-effective  deliverers  of  services  as  long  as 
they  maintain  a  critical  mass  of  students,  and  they  also  serve  as 
center  schools — the  premier  providers  of  information  and  profes- 
sional assistance  to  nearby  mainstream  programs. 

From  a  personal  perspective,  my  parents  were  deaf.  They  grad- 
uated from  the  Iowa  School  for  the  Deaf  and  my  mother  from  the 
California  School  for  the  Deaf.  They  went  to  Gallaudet  University 
and  they  were  teachers. 

The  state  schools  for  the  deaf  are  a  very  important  part  of  the 
educational  spectrum  for  deaf  children.  They  are  not,  as  you  have 
been  told,  or  as  myths  say,  asylums  or  these  bleak  institutes.  They 
are  energized,  productive,  innovative  programs  and  they  must  be 
maintained. 

Further,  COR  recommends  an  appropriation  of  $2.5  billion  for 
Rehabilitation  Services,  Vocational  Rehabilitation  State  Grants. 
These  grants  have  been  the  cornerstone  of  our  Nation's  efforts  to 
assist  Americans  who  are  deaf  or  hard-of-hearing  to  become  gain- 
fully employed. 

Further,  the  Individuals  with  Disabilities  Education  Act,  Special 
Education  Personnel  Development  funding  needs  to  be  continued. 
Students  who  are  deaf  or  hard-of-hearing  should  have  full  access 
to  qualified  special  service  personnel  trained  specifically  to  work 
with  deaf  or  hard-of-hearing  children,  including  but  not  limited  to 
consulting  teachers  of  the  deaf,  educational  interpreters,  speech- 
language  pathologists,  audiologists,  note-takers,  tutors,  specially 
trained  resource-room  teachers,  and  teachers  of  American  sign  lan- 
guage. 

Further,  additional  monies,  $14  million  in  fiscal  year  1995  is 
needed  for  the  Individuals  with  Disabilities  Education  Act,  Special 
Education  Technology.  This  is  very,  very  critical  for  deaf  children 
because  you  have  all  these  children  in  the  mainstream  program 
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with  all  these  hearing  people  who  do  not  sign.  These  children  have 
to  have  access  to  assisting  devices,  computer  technologies,  tele- 
vision closed  captioning,  all  of  these  resources  help  these  children 
to  be  facilitated  in  the  mainstream  environment. 

As  a  teacher  of  the  deaf,  a  professor  at  the  National  Techno- 
logical Institute  for  the  Deaf,  I  cannot  emphasize  the  importance 
of  these  technologies  enough,  especially  in  mainstream  classrooms 
where  they  have  been  generally  underutilized. 

Further,  we  are  recommending  an  appropriation  $15  million  in 
fiscal  year  1995  for  the  IDEA  Act,  Centers  and  Services  for  Deaf- 
Blind  Children.  There  are  approximately  6,400  deaf-blind  children 
in  America  who  need  highly  specialized  assistance  due  to  their 
dual-sensory  disability. 

The  COR  supports  an  appropriation  of  $231  million  for  Bio- 
medical and  Behavioral  Research,  National  Institute  on  Deafness 
and  Other  Communication  Disorders,  NIDCD.  COR  supports  fund- 
ing for  the  NIDCD  related  to: 

A.  Self-determination  for  people  who  are  deaf  or  hard-of-hearing. 
The  COR  wishes  to  point  out  the  critical  need  for  training  of  bio- 
medical researchers  in  general,  and  of  researchers  who  are  them- 
selves deaf  or  hard-of-hearing,  or  members  of  other  protected  class- 
es. 

B.  Etiology  causes  of  deafness.  The  largest  present  cause  of  in- 
fant deafness  is  maternal  substance  abuse,  which  is  increasing. 
While  COR  is  pleased  that  heritable  deafness  can  theoretically  be 
eliminated  by  gene  mapping  and  fetal  therapy,  more  of  the  national 
attention  should  be  focused  on  changing  human  behavior  through 
treatment  programs  and  education. 

C.  Screening.  COR  supports  large  scale,  long-term  studies  docu- 
menting the  benefits  of  universal  infant  screening  and  aggressive 
medical  and  rehabilitative  therapy  for  early  hearing  loss. 

Further,  the  COR  recommends  an  appropriation  of  $55  million 
for  rehabilitation  services  and  rehabilitation  training  for  fiscal  year 
1995.  This  discretional  grant  provides  funding  for  projects  in  five 
areas:  long-term  training,  experimental  and  innovative  training, 
State  vocational  rehabilitation  unit  in-service  training,  continuing 
education  programs,  and  most  importantly,  training  interpreters  to 
meet  the  communication  needs  of  people  who  are  deaf  or  hard-of- 
hearing. 

In  order  for  many  deaf  people  to  have  equal  access  as  their  hear- 
ing peers,  they  need  to  be  interpreters.  If  you  have  never  done  it, 
interpreting  is  very  difficult  because  you  have  to  talk  and  sign.  We 
need  to  increase  the  pool  of  interpreters  so  this  is  why  we  are  ask- 
ing for  this  money. 

I  appreciate  the  time  this  morning.  Certainly  on  behalf  of  all  of 
us  at  COR  we  were  delighted  to  have  this  opportunity  and  we  ap- 
preciate the  committee's  concern  and  support  of  our  request  at  this 
time. 

Mr.  Natcher.  Thank  you  very  much,  doctor,  you  have  given  us 
a  excellent  statement. 

[The  prepared  statement  follows:] 
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STATEMENT  OF  DR.  ELIZABETH  O'BRIEN 
LEGISLATIVE  CHAIR  OF  THE  CONVENTION  OF  AMERICAN  INSTRUCTORS  OF  THE  DEAF 
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THE  COUNCIL  OF  ORGANIZATIONAL  REPRESENTATIVES  (COR), 
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DEAF  OR  HARD-OF-HEARING 
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AND  RELATED  AGENCIES 

RELATIVE  TO  THE  FY  1995  APPROPRIATIONS 
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Testimony  to  the  House  Committee 
on  Appropriations  for  Lab,  Health,  Human  Services,  Education,  and  Related  Agencies 

presented  by 

The  Council  of  Organization  Representatives  (COR) 

Washington,  DC 

February  1,  1994 

Good  morning  Mr.  Chairman  and  members  of  the  committee.  The  Council  of  Organizational 
Representatives  (COR)  would  like  to  thank  you  for  the  opportunity  to  provide  testimony. 

BACKGROUND: 

The  Council  of  Organization  Representatives  (COR)  is  a  coalition  of  fourteen  organizations  of  and  for 
people  who  are  deaf  and  hard-of-hearing.  We  include  the  Alexander  Graham  Bell  Association  (A.  G. 
BELL),  American  Academy  of  Otolaryngology  (AAO),  American  Deafness  and  Rehabilitation  Association 
( ADARA),  American  Society  for  deaf  Children  (ASDC),  American  Speech,  Language,  Hearing  Association 
(ASHA),  Auditory-Verbal  International,  Inc.  (AVI),  The  Caption  Center,  Conference  of  Educational 
Administrators  Serving  the  Deaf  (CEASD),  the  Convention  of  American  Instructors  of  the  Deaf  (CAID), 
Corporate  Services  for  the  Deaf  (CSD),  Deafness  Research  Foundation  (DRF),  the  National  Association 
of  the  Deaf  (NAD),  the  National  Captioning  Institute  (NCI),  the  National  Cued  Speech  Association 
(NCSA),  The  New  York  League  for  the  Hard  of  Hearing,  the  Registry  of  Interpreters  for  the  Deaf  (RID), 
Self  Help  for  Hard-of-Hearing,  (SHHH),  and  Telecommunications  for  the  Deaf,  Inc.  (TDI).  Our  purpose 
is  to  support  one  another  in  assuring  access  to  education,  employment,  and  social  support  for  children 
and  adults  who  are  deaf  or  hard-of-hearing.  While  we  have  worked  with  each  other  and  with  other 
coalitions  to  determine  the  funding  levels  we  are  recommending  today,  we  generally  would  recommend 
an  "unbunding"  of  these  funds,  so  that  they  can  be  more  efficiently  tracked  from  source  to  recipient. 

1.  COR  supports  an  appropriation  of  $2.9  billion  for  the  INDIVIDUALS  WITH  DISABILITIES 

EDUCATION  ACT  (State  and  Local  Grant  Programs  (P.L.  94-142) 

Approximately  80  percent  of  students  who  are  deaf  or  hard-of-hearing  in  the  United  States  are  educated 
in  mainstream  programs.  This  form  of  education  has  proven  useful  to  deaf  and  hard-of-hearing  students 
with  strong  family  support  and  communication,  access  to  deaf  culture  through  non-educational  settings 
(like  social  and  support  groups),  and  sufficient  communication  skills  to  enable  them  to  socialize 
adequately  with  their  hearing  peers.  The  IDEA  constitutes  the  central  vehicle  through  which  the  federal 
government  maintains  a  partnership  with  the  states  and  localities  to  provide  an  appropriate  education 
for  deaf  and  hard-of-hearing  children  requiring  special  education  and  related  services.  The  original  fiscal 
promise  of  P.L. 94-142  is  determined  by  the  funding  formula,  which  at  40  percent  of  the  national  average 
per  pupil  expenditure  (NAPPE)  times  the  number  of  children  being  served  would  have  been  generating 
approximately  $9.37  billion  for  FY  1994.  Actual  appropriations  have  never  provided  more  than  12 
percent,  and  1993's  appropriation  put  this  progTam  at  approximately  9  percent  of  the  NAPPE.  As  a 
result,  the  financial  burden  of  providing  children  who  are  deaf  and  hard-of-hearing  with  an  appropriate 
education  has  fallen  on  state,  and  increasingly,  local  governments.  In  current  economic  times,  these 
budgets  are  strained  to  their  limits.  The  local  education  tax  is  the  single  tax  subjected  to  a  direct  local 
vote.  When  out-of-work  and  retired  taxpayers  refuse  to  support  education  budgets,  deaf  and  hard-of- 
hearing  children  are  among  the  first  to  suffer.  They  are  placed  in  "programs  of  inclusion"  which  often 
do  not  provide  the  special  services  they  need,  such  as:  teachers  of  the  deaf,  interpreters,  notetakers, 
tutors  who  can  sign,  speech  teachers,  and  auditory  training.  When  a  single  deaf  or  hard-of-hearing 
student  is  placed  in  the  school  nearest  her  home,  it  is  very  expensive  for  that  school  to  provide  full 
services.  Many  districts  simply  are  not  authorized  by  their  voters  to  pay  for  and  do  not  provide  these 
services.  They  avoid  state  mandates  to  provide  the  services  by  placing  deaf  students  in  classes  taught 
by  a  generic  Special  Education  Teacher  (who  may  have  no  expertise  in  communicating  with  deaf 
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children),  and  by  placing  deaf  students  with  children  who  are  developmentally  delayed  or  learning 
disabled,  and  by  stating  that  deaf  and  hard-of-hearing  students  are  completing  the  very  minimal 
individual  educational  plans  (IEP's)  developed  for  them.  Unsuspecting  parents  may  support  these 
arrangements  because  they  want  their  children  in  the  schools  closest  to  home,  or  are  unaware  of  the 
academic  potential  of  deaf  and  hard-of-hearing  children.  The  federal  government  must  step  in  by 
funding  necessary  services.  COR  believes  that  all  children  have  the  right  to  be  educated  to  their  full 
potential.   In  order  to  even  begin  to  approach  this  long  term  ideal,  IDEA  must  be  full  funded. 

COR  supports  an  appropriation  of  $175  million  for  the  EDUCATION  OF  CHILDREN  WITH 
DISABILITIES,  State  Operated  Programs  (P.L.  89-313). 

P.L.  89-313  is  important  for  maintaining  a  full  spectrum  of  opportunities  for  education  of  children  who 
are  deaf.  Students  who  are  deaf  often  report  that  they  have  a  cultural  and  linguistic  identify,  rather  like 
an  ethnic  group,  instead  of  a  medical  delf-definition  containing  an  assumption  of  deficiency.  The  vast 
majority  of  deaf  people  hold  jobs,  get  promoted,  marry,  raise  children,  own  property,  and  pay  taxes. 
Deaf  people  do,  however,  need  considerable  educational  accommodation  in  order  to  meet  these  goals. 
A  community  of  deaf  people  is  critical  in  providing  social  and  psychological  support  among  people  who 
are  deaf.  COR  acknowledges  the  critical  importance  of  the  cultural,  linguistic,  and  social  support  of  the 
Deaf  community  to  the  academic  achievement  of  deaf  individuals.  This  complex  and  delicate  social, 
economic,  and  cultural  network  among  deaf  people  is  endangered  by  any  weakening  of  state-operated 
and  state-supported  schools,  which  are,  like  educational  institutions  everywhere,  the  very  heart  of  the 
deaf  community.  While  mainstream  education  is  excellent  for  many  students  who  are  deaf  or  hard-of- 
hearing,  mainstream  settings  may  not  provide  the  opportunity  for  students  who  are  deaf  to  interact 
meaningfully  with  their  peers;  to  enjoy  social  and  academic  experiences  like:  access  to  and  full 
participation  in  clubs;  the  opportunity  to  be  a  cheerleader,  captain  of  the  football  team,  class  president 
or  valedictorian;  to  communicate  directly  with  teachers,  administrators,  and  peers;  or  to  model  their 
behavior  on  teachers,  aides,  and  administrators  who  are  themselves  deaf.  For  any  deaf  students 
experiencing  social  isolation,  or  whose  family  does  not  have  the  resources  to  act  as  a  full  partner  in  the 
child's  education,  the  option  of  a  state-supported  or  state-operated  school  is  a  necessity  at  some  time 
during  their  educational  experience.  Such  schools  are  cost-effective  deliverers  of  services  as  long  as  they 
maintain  a  critical  mass  of  students,  and  they  also  serve  as  center  schools  —  the  premier  providers  of 
information  and  professional  assistance  to  nearby  mainstream  programs.  For  these  reasons,  State- 
operated  and  state-supported  schools  should  continue  to  be  supported  by  P.L.  89-313. 

3.  COR  recommends  and  appropriation  of  $2.5  billion  for  REH  ABILrTATION  SERVICES  (Vocational 

Rehabilitation  State  Grants). 

The  State-Federal  Rehabilitation  Program  has  been  the  cornerstone  of  our  nation's  efforts  to  assist 
Americans  who  are  deaf  or  hard-of-hearing  to  become  gainfully  employed  and  self-reliant. 
Comprehensive  rehabilitation  services  (any  service  needed  to  assist  an  eligible  person  to  become 
employed)  are  provided  through  state  rehabilitation  agencies,  often  through  cooperative  agreements  with 
other  public  and  private  non-profit,  community-based  organizations.  Under  the  Rehabilitation  Act,  the 
Vocational  Rehabilitation  State  Grant  Program,  Section  110,  must  receive  a  cost-of-living  increase  each 
year.  According  to  studies  by  one  of  our  component  organizations,  ADARA,  state  vocational 
rehabilitation  agencies  are  able  to  serve  only  one  out  of  every  twenty  eligible  people  who  are  deaf  or 
hard-of-hearing.  COR  supports  current  initiative  to  facilitate  access  to  state  rehabilitation  systems  for  so- 
called  low-functioning  deaf  persons  and  deaf  and  hard-of-hearing  students  transitioning  out  of  the 
education  system.  These  initiatives  will  further  strain  the  ability  of  State  agencies  to  provide  the  services 
and  supports  needed  by  all  individuals.  Finally,  state  agencies  will  not  be  expected  to  provide  technical 
assistance  to  employers  and  organizations  regarding  the  requirements  of  the  American  with  Disabilities 
Act.   With  present  funding,  state  rehabilitation  program  will  be  ill-prepared  to  meet  this  challenge. 
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4.  COR  recommends  a  funding  level  of  $114  million  for  the  INDIVIDUALS  WITH  DISABILITIES 
EDUCATION  ACT  (IDEA)  Special  Education  Personnel  Development  (SEPD)  and  a  funding  level 
of  $24  million  for  Historically  Black  Colleges  and  Universities. 

The  purpose  of  the  SEPD  (Part  D,  Sections  631  and  632  of  the  IDEA)  is  to  provide  for  an  adequate  supply 
of  qualified  providers  of  Special  Educators  and  related  services.  Students  who  are  deaf  and  hard-of- 
hearing  should  have  full  access  to  qualified  special  service  personnel  trained  specifically  to  work  with 
deaf  or  hard-of-hearing  children,  including  but  not  limited  to  consulting  teachers  of  the  deaf,  educational 
interpreters,  speech-language  pathologists,  audiologists,  note-takers,  tutors,  specially  trained  resource- 
room  teachers,  and  teachers  of  American  Sign  Language.  There  are  critical  shortages  of  educational 
interpreters,  and  of  educators  who  are  themselves  deaf  or  hard-of-hearing  or  are  members  of  other 
protected  classes.  For  the  purpose  of  providing  for  an  adequate  supply  of  qualified  providers  of  special 
education  and  related  services,  the  IDEA  Special  Education  Personnel  development  budget  must  be 
funded  at  a  level  of  $114  million  in  FY  1995  with  a  five  percent  increase  in  every  year  thereafter  for  the 
five  years  of  the  reauthorization  cycle  of  the  EDA  and  with  additional  funding  for  HBUCs  of  $24  million 
with  a  five  percent  increase  in  every  year  thereafter  for  the  five  years  of  the  reauthorization  cycle  of  the 
EDA. 

5.  COR  recommends  an  appropriation  of  $14  million  in  FY  1995  for  the  INDIVIDUALS  WITH 
DISABILITIES  EDUCATION  ACT  (IDEA)  Special  Education  Technology. 

The  purpose  of  this  program  (Part  G,  Section  661  of  the  IDEA)  is  to  support  the  development  and 
advance  the  use  of  new  technology,  media,  and  materials  in  the  education  of  children  and  youth  and 
disabilities.  A  near-term  expenditure  for  children  who  are  deaf  or  hard-of-hearing  should  be  Electronic- 
mail  opportunities.  Since  children  who  are  deaf  do  not  use  the  telephone,  and  may  be  isolated  in 
mainstream  settings  from  peers  who  are  deaf  or  hard-of-hearing,  E-mail  is  a  godsend  for  these  students. 
Other  very  useful  technologies  for  the  education  and  socialization  of  children  who  are  deaf  or  hard-of- 
hearing  are:  assistive  listening  devices;  television  closed  captioning  decoders;  interactive  television; 
computer-assisted  instruction;  captioned  movies-especially  of  literary  important  works  and  how-to 
programs  on  technological,  construction,  and  health  information;  classroom  aids  such  as  overhead 
projectors  and  opaque  projectors;  and  telecommunication  devices  for  the  deaf.  As  a  teacher  of  the  deaf 
I  cannot  emphasize  the  importance  of  these  technologies  enough,  especially  in  mainstream  classrooms, 
where  they  have  been  generally  underutilized.  All  children  in  mainstream  classrooms  could  benefit  from 
technological  support  to  students  who  are  deaf  or  hard-of-hearing.  For  example,  think  of  the  benefit  to 
bilingual  or  learning-disabled  students  with  regular  access  to  captioning. 

6.  COR  recommends  an  appropriation  of  $15  million  in  FY  1995  for  the  INDIVIDUALS  WriH 
DISABILITIES  EDUCATION  ACT  (IDEA)  Centers  and  Services  for  Deaf-Blind  Children. 

The  purpose  of  this  program  (Part  C,  Sec.  622  of  the  IDEA)  is  to  assist  state  and  local  agencies  to  more 
effectively  provide  appropriate  services  to  deaf-blind  infants,  children,  and  youth,  many  of  whom  require 
highly  specialized  assistance  due  to  their  dual  sensory  disabilities.  In  recent  years,  the  focus  of  the 
program  has  been  to  provide:  direct  services  to  all  non-mandated  students;  technical  assistance  to 
agencies  serving  children  and  young  adults,  especially  to  schools  and  adult  services  providers  in 
integrated  settings;  national  technical  assistance  projects  which  are  assisting  state  and  agencies  in 
upgrading  their  services  delivery  to  children  and  youth  who  are  deaf-blind;  and  establishment  of  model 
demonstration  projects  of  exemplary  innovative  procedures  and  best  practices  in  service  delivery.  As 
a  result  of  this  program,  6400  children  who  are  deaf-blind  have  been  identified  and  are  being  served  in 
the  United  States.  This  number  of  children  equals  the  population  of  a  modest  size  school  district,  which 
despite  the  unique  needs  of  deaf-blind  children,  would  doubtless  be  funded  at  approximately  three  times 
the  funding  level  suggested  here  by  COR. 
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The  COR  supports  an  Appropriation  of  $231  million  for  BIOMEDICAL  AND  BEHAVIORAL 
RESEARCH  National  Institute  on  Deafness  and  Other  Communication  Disorders  (NIDCD),  P.L. 
100-553 

The  NIDCD  conducts  research  on  the  problems  of  deafness  and  communication  disorders  which  affect 
approximately  14  million  people  in  the  United  States.  Activities  of  the  Institute  include:  Investigation 
of  the  causes,  identification,  treatment,  and  prevention  of  deafness  and  communication  disorders  through 
the  support  of  research  in  such  areas  as  biochemistry,  molecular  biology,  molecular  genetics,  audiology, 
and  speech-language  pathology;  research  into  the  evaluation  and  use  of  technology  and  devices 
(including  hearing  aids  and  other  communication  aids)  for  treatment  and  rehabilitation  of  deafness  and 
communication  disorders;  research  on  deafness  and  other  communication  processes  in  children  and  the 
growing  elderly  population;  and  research  on  the  effects  of  environmental  agents,  particularly  noise 
exposure,  that  influence  communication  processes. 

COR  supports  funding  for  the  NIDCD  related  to: 

a.  Self  Determination  for  people  who  are  deaf  or  hard-of-hearing  —  The  COR  wishes  to  point  out 
the  critical  need  for  training  of  biomedical  researchers  in  general,  and  of  researchers  who  are 
themselves  deaf  or  hard-of-hearing,  or  members  of  other  protected  classes. 

b.  Etiology  (causes)  of  deafness  —  the  largest  present  cause  of  infant  deafness  is  maternal  substance 
abuse,  which  is  increasing.  While  COR  is  pleased  that  heritable  deafness  can  theoretically  be 
eliminated  by  gene  mapping  and  fetal  therapy,  more  of  the  national  attention  should  be  focussed 
on  changing  human  behavior  through  treatment  programs  and  education. 

c.  Screening  -  COR  supports  large  scale,  long  term  studies  documenting  the  benefits  of  universal 
infant  screening  and  aggressive  medical  and  rehabilitative  therapy  for  early  hearing  loss. 
Overwhelming  research  evidence  already  indicates  the  critical  importance  of  early  medical  and 
academic  intervention  for  infants  and  toddlers  if  they  are  to  develop  into  productive  adults. 
Even  early  conductive  losses  which  are  typically  outgrown  may  result  in  continued  academic 
delays  in  affected  children.  Long  term,  large-scale  studies  of  the  effects  of  pediatrician  education 
are  needed. 

d.  Research  with  consumer  applications  -  COR  supports  research  with  therapeutic  applications  for 
people  who  are  deaf  and  hard-of-hearing.  People  who  are  born,  and  live  for  some  time  without 
hearing  often  report  that  they  do  not  feel  "disordered,"  and  desire  to  have  modifications  made 
to  their  environments,  not  to  themselves.  The  COR  supports  therapeutic  research  concerning 
acoustic  neuroma,  neurofibromatosis,  Ushers  syndrome  and  other  forms  of  retinitis  pigmentosa 
associated  with  deafness.  The  COR  also  supports  research  in  the  refinement  of  assistive  devices. 

e.  Prevention  -  Large-scale  long-term  research  should  be  done  concerning  education  and  treatment 
options  for  substance  abusers  to  prevent  babies  from  becoming  deaf  or  hard-of-hearing  due  to 
fetal  insult.  Additionally  the  COR  supports  research  leading  to  prevention  of  Neurofibromatosis, 
Acoustic  Neuroma,  Retinitis  Pigmentosa  associated  with  deafness,  and  other  multihandicapping 
conditions. 

8.  The  COR  recommends  and  appropriation  of  $55  million  for  REHABILHATION  SERVICES 

Rehabilitation  Training  for  FY  1995. 

Section  304  of  the  Rehabilitation  Act  of  1973,  as  amended,  provides  for  grants  to  states,  public  agencies, 
and  nonprofit  organizations,  including  institutions  of  higher  education.  These  gTants  assist  in  increasing 
the  number  of  qualified  rehabilitation  personnel  to  provide  services  to  individuals  with  disabilities.  This 
discretionary  gTant  provides  funding  for  projects  in  five  areas:  long-term  training,  experimental  and 
innovative  training,  state  vocational  rehabilitation  unit  inservice  training,  continuing  education  programs, 
and  training  interpreters  to  meet  the  communication  needs  of  people  who  are  deaf  or  hard-of-hearing. 
Grants  are  targeted  where  shortages  of  adequately  skilled  personnel  have  been  identified.     The 
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administration  requested  no  increase  for  FY  1994,  nor  did  the  House  of  Representatives,  which  did  not 
allow  the  mandates  of  the  Americans  with  Disabilities  Act  (ADA)  to  begin  to  be  carried  out.  Also, 
increased  funding  is  necessary  because  the  nation's  supply  of  interpreters  for  people  who  are  deaf  or 
hard-of-hearing  is  "aging  out."  Interpreting  for  people  who  are  deaf  or  hard-of-hearing  is  an  entry-level 
position  for  many  young  professionals  in  our  field,  because  the  intensive  physical  demands  and  working 
conditions  of  interpreting  cause  repetitive  motion  injuries  (RMI).  Because  of  RMI,  there  is  a  critical 
shortage  of  qualified  interpreters  for  people  who  are  deaf  or  hard-of-hearing. 
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Tuesday,  February  1,  1994. 

witnesses 

dr.  oscar  p.  cohen,  conference  of  educational  administra- 
tors serving  the  deaf 

florence  marc-charles,  parent 

Mr.  Natcher.  Our  next  witness  is  Dr.  Cohen. 

Dr.  Cohen.  I  am  Oscar  Cohen,  the  Executive  Director  of  the  Lex- 
ington School  for  the  Deaf  in  New  York.  I  am  here  representing  the 
Conference  of  Administrators  Serving  the  Deaf.  With  me  is  Mrs. 
Florence  Marc-Charles,  a  parent  of  a  student  at  the  Lexington 
School.  We  would  like  to  speak  to  some  of  the  issues  that  Dr. 
O'Brien  spoke  to  and  elaborate  on  a  few  of  those. 

While  the  administration's  current  reauthorization  proposal  re- 
garding P.L.  89-313  is  pending  before  the  Education  and  Labor 
Committee,  the  Conference  of  Educational  Administrators  Serving 
the  Deaf  is  concerned  about  two  issues:  the  adverse  impact  of  the 
decrease  in  the  appropriation  and  the  continuing  eligibility  of 
State-operated  and  State-supported  schools  under  IDEA.  We  have 
seen  a  steady  decrease  in  the  appropriation  under  P.L.  89-313  and 
are  increasingly  concerned  over  the  adverse  impact  that  is  having 
on  profoundly  deaf  children  throughout  the  Nation. 

Of  equal  concern  is  our  fear  that  the  administration  might  wish 
to  combine  this  program  with  a  program  authorized  under  IDEA. 
We  are  concerned  that  combining  P.L.  89-313  programs  with  those 
of  IDEA  would  seriously  jeopardize  our  member  schools'  ability  to 
secure  the  requisite  funds  that  are  currently  available  through 
Public  Law  89-313;  and  that  would  really  cut  into  the  supple- 
mental services  that  we  are  able  to  offer  deaf  children.  For  these 
reasons,  the  conference  supports  the  recommendation  of  the  Con- 
sortium of  Citizens  with  Disabilities  for  stabilized  funding  of  Public 
Law  89-313. 

Thirdly  the  term  "inclusion"  in  special  education  is  presently  de- 
bated throughout  the  country.  This  term  is  not  defined  in  federal 
law  or  regulation.  Although  some  vocal  groups  claim  it  to  be  the 
provision  of  appropriate  educational  services  for  all  students  with 
disabilities,  attending  classes  with  those  who  are  non-disabled  chil- 
dren in  neighborhood  schools.  These  groups  advocate  a  one-size- 
fits-all  for  all  children  with  disabilities. 

This  progression  is  imprudent  and  in  contrast  with  the  present 
law.  CEASD  believes  that  the  placement  of  deaf  children  in  appro- 
priate schools  or  settings  includes  but  is  not  limited  to  a  general 
education  setting.  This  option  should  represent  one  of  several  alter- 
natives along  a  continuum  including  special  classes  and  special 
schools. 

As  we  approach  the  authorization  of  IDEA,  it  is  vital  that  the 
law's  language  regarding  the  continuum  not  be  altered.  To  speak 
further  to  this  point,  I  am  pleased  to  introduce  Mrs.  Florence  Marc- 
Charles  who  is  a  parent  of  a  deaf  adolescent. 

Ms.  Charles.  My  daughter  Silvie  was  diagnosed  as  profoundly 
deaf  at  the  age  of  seven  months.  For  the  past  15  years,  she  has 
been  attending  the  Lexington  School  for  the  Deaf  in  New  York 
City. 
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I  am  here  to  advocate  on  behalf  of  educational  choice  for  deaf 
children.  I  represent  a  parent  whose  deaf  child  requires  attendance 
at  a  special  school  like  Lexington  in  order  to  obtain  the  appropriate 
educational  level. 

Full  inclusion  is  not  the  best  option  for  all  disabled  children.  Nat- 
urally, inclusion  is  good  for  some  children;  but  for  deaf  children,  it 
is  not  the  best  option.  For  a  child  who  is  profoundly  deaf  like  my 
daughter,  I  would  say  full  inclusion  would  not  be  the  best  choice 
for  her.  We  have  attempted  to  help  her  participate  in  many  activi- 
ties both  in  the  deaf  communities  and  the  hearing  world.  One  of 
these  activities  was  for  her  to  attend  religion  classes  in  our  commu- 
nity. Even  though  she  was  assigned  one  teacher  to  help  her  to  ob- 
tain the  educational  knowledge  in  religion,  she  could  not  get  it  be- 
cause that  one  person  did  not  have  the  proper  training  to  work 
with  deaf  people. 

I  will  attempt  to  provide  you  with  some  basic  features  of  the  spe- 
cial school  that  help  to  meet  the  needs  of  many  special  children. 
Isolation  and  insulation  from  the  widest  society  is  likely  to  be  lim- 
ited to  a  significant  degree  for  children  attending  special  schools 
where  the  prospect  of  facing  discrimination  based  on  their  deafness 
is  nonexistent.  Deaf  children  of  color  often  face  the  double-edged 
sword  of  discrimination  from  not  only  white  persons  but  as  people 
without  hearing.  Children  who  are  deaf  feel  left  out. 

The  special  schools  are  likely  to  address  issues  particularly  rel- 
evant to  the  unique  needs  of  deaf  children  of  color,  including  issues 
related  to  personnel,  equipment,  training,  research,  development, 
and  leadership.  Deaf  teenagers,  like  my  daughter,  in  a  special 
school  represents  an  environment  where  adolescents  become  active 
in  the  social  fabric  of  the  large,  regular  high  school  due  to  the  fact 
of  being  ostracized  because  of  their  differences. 

Opportunities  to  engage  in  student  government,  drama,  year 
book  activities,  among  other  things — all  of  which  are  greatly  en- 
hanced in  a  special  school — these  opportunities  are  especially  im- 
portant for  inner  city  minority  deaf  students,  the  importance  of 
curriculum  especially  in  the  area  of  language  and  communication 
especially  designed  for  deaf  students.  The  element  of  a  culturation 
of  deaf  children  is  more  likely  to  occur  in  the  special  school  whose 
entire  focus  is  the  education  and  development  of  these  children. 

The  State-operated  schools  for  deaf  children  would  stand  ready 
to  serve  as  a  resource  center  to  lay  persons.  While  many  schools 
are  not  able  to  devote  time  to  the  special  needs  of  disabled  chil- 
dren, trustees  or  an  advising  body  of  special  schools  develop  policy 
related  to  the  unique  needs  of  their  children. 

Mr.  Chairman,  I  urge  you  to  continue  to  support  quality  edu- 
cation provided  by  the  special  school.  Thank  you  very  much. 

Mr.  Natcher.  Thank  you  very  much.  You  too  have  given  us  ex- 
cellent testimony. 

[The  prepared  statement  follows:] 
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Mr.  Chairman: 

I  am  here  representing  The  Conference  of  Educational  Administrators 
Serving  the  Deaf  (CEASD)  and  would  like  to  present  testimony  for 
the  record  related  to  public  law  89-313  and  also  to  offer  comments 
on  the  concern  of  our  organization  regarding  public  policy 
interpretations  that  inappropriately  affect  special  school 
placements  of  deaf  children. 

Public  Law  89-313 

While  the  Administration's  current  reauthorization  proposal 
regarding  PL  89-313  is  pending  before  the  Education  and  labor 
Committee,  CEASD  is  concerned  about  two  issues:  the  adverse  impact 
of  a  decrease  in  the  appropriation;  and  the  continuing  eligibility 
of  state-operated  and  state-supported  schools  under  IDEA.  The 
decrease  that  occurred  in  FY  '93  severely  limited  our  schools 
development  of  program  enhancements.  (Despite  the  program's  high 
utilization  as  a  source  of  funding  for  direct  service  to  children 
with  the  most  severe  disabilities,  funding  for  this  program  was 
reduced  by  $16.6  million,  from  $143  to  $126.4  for  fiscal  year  1993- 
-  this  figure  had  already  been  reduced  by  $5.9  million  from  the 
1991  level) .  A  further  reduction  occurred  this  fiscal  year  as  a 
result  of  this  Committee's  decrease  in  P.L.  89-313  funding. 

It  is  through  the  support  of  P.L.  89-313  that  innovative  and 
creative  techniques  of  teaching  children  born  without  functional 
hearing  are  being  developed.  These  funds  are  also  used  by  our 
schools  to  provide  resource  assistance  (as  resource  centers)  to 
local  school  districts  to  foster  the  appropriate  integration  and 
mainstreaming  of  deaf  children  and  youth.  Some  examples  are  sign 
language  classes  for  hearing  parents  and  other  family  members  of 
deaf  children;  utilization  of  technology  as  a  teaching  tool  such  as 
the  sophisticated  Speech  Viewer  computer  for  the  self  monitoring  of 
speech,  computer  networks  that  enable  deaf  students  to  increase 
significantly  their  time  spent  on  writing  and  reading;  the 
exploration  of  new  assessment  and  pedagogical  techniques  that  show 
promise  in  bringing  teaching  and  learning  closer  together;  the 
development  of  techniques  to  reach  severely  multihandicapped  deaf 
students;  and  the  creation  of  programs  for  ethnic  minority  deaf 
students  whose  cultural  backgrounds  seem  to  pose  barriers  for 
professionals  working  with  them  and  hence  affect  school 
achievement. 

Of  equal  concern  is  the  fear  that  the  Administration  will  wish 
to  combine  this  program  with  the  program  authorized  under  the 
Individuals  With  Disabilities  Education  Act.  The  CEASD  is  concerned 
that  combining  P.L.  89-313  programs  with  those  of  IDEA  would 
seriously  jeopardize  our  member  schools'  ability  to  secure 
requisite  funds  that  are  currently  available  through  PL  89-313, 
thereby  curtailing  services  that  supplement  the  basic  education 
program  of  deaf  children.  PL  89-313  has  established  a  tradition  of 
support  for  our  special  programs.  We  strongly  recommend  that 
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support  continue. 

For  these  reasons  The  Conference  of  Educational  Administrators 
Serving  the  Deaf  supports  the  recommendation  of  the  Consortium  of 
Citizens  With  Disabilities  that  recommends  $170  million  funding 
level  for  PL  89-313  for  FY  '95  for  State-operated  and  State- 
supported  Programs  in  FY  1995  through  PL  89-313. 

Least  Restrictive  Environment  &  Inclusion 

In  discussing  special  education  in  the  United  States,  it  is 
important  to  understand  the  nature  and  unique  needs  of  '  low 
incidence'  disabled  children  (e.g.  deaf  children)  and  the 
differences  between  these  children  and  those  who  represent  high 
incidence  groups. 

All  too  often  Federal  Department  of  Education,  State  Education 
Department  and  local  education  agency  staffing,  are  staffed  with 
professionals  trained  in  generic  special  education  and/or  high 
incidence  populations.  The  consequence  of  this  reality  may  not  be 
in  the  best  interests  of  those  children  from  low  incidence  groups, 
such  as  deaf  children,  due  to  the  lack  of  understanding  of  their 
unique  linguistic  and  cultural  needs.  As  a  result,  evaluation, 
placement  and  program  recommendations  for  deaf  children  are  often 
driven  by  well  meaning,  but  insufficiently  informed  and  trained 
professionals. 

At  this  time,  the  term  "inclusion"  is  being  debated  throughout 
the  country.  It  is  noteworthy  that  this  term  is  not  defined  in 
federal  law,  federal  regulation,  state  law  or  state  regulation, 
although  some  vocal  groups  claim  it  to  be  the  provision  of 
appropriate  educational  services  for  all  students  with  disabilities 
in  classes  attended  by  non-disabled  students  in  the  neighborhood 
school.  These  groups  advocate  for  a  "one-size  fits  all"  approach  to 
education  of  children  with  disabilities.  This  position  is  both 
imprudent  and  in  contrast  with  the  law. 

CEASD  believes  that  the  placement  of  deaf  children  in 
appropriate  school  settings,  includes,  but  is  not  limited  to  the 
general  education  setting.  However,  this  option  should  represent 
just  one  of  several  alternatives  along  a  continuum,  including 
special  classes  and  special  schools.  It  should  not  be  regarded  as 
supplanting  other  options,  lest  a  generation  of  deaf  children  be 
irreparably  harmed.  The  continuum  is  in  concert  with  the  federal 
guidance  recently  released  by  the  U.S.  Department  of  Education 
concerning  evaluation  and  placement  of  deaf  children.  This  guidance 
should  serve  as  the  spirit  and  purpose  behind  the  placement  of  all 
children  with  disabilities  where  emphasis  is  on  placement  of 
children  in  settings  that  maximize  each  child's  abilities  and 
potential;  facilitates  direct  communication  access  with  other 
persons;  enables  the  child  to  function  as  an  active,  independent 
and  full  participant,  and  promotes  each  child's  self  esteem, 
confidence  and  competence  in  a  natural  and  comfortable  manner. 
As  we  approach  the  reauthorization  of  IDEA,  it  is  vital  that  the 
law's  language  regarding  the  continuum  not  be  altered. 
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The  Role  and  Value  of  the  Special  School  for  Deaf  Children 

While  we  do  not  advocate  special  schools  for  all  deaf 
children, (acknowledging  that  no  one  system  can  possibly  fit  the 
needs  of  all  children)  ,  the  school  for  the  deaf  offers  certain 
features  that  are  unique  in  meeting  the  needs  of  many  deaf 


children: 


Isolation  and  insulation  from  the  wider  society  is 
likely  to  be  mitigated  to  a  significant  degree  for  deaf 
children  and  deaf  ethnic  minority  students  attending 
special  schools  where  the  prospects  of  facing 
discrimination  based  on  their  deafness  is  non-existent. 
Deaf  children  of  color  often  face  the  double  whammy  of 
being  discriminated  by  white  persons  as  well  as  hearing 
persons  of  color. 

Special  schools  are  more  likely  to  address  issues 
particularly  relevant  to  the  unique  needs  of  deaf 
children  of  color,  including  issues  related  to  personnel 
recruitment  and  training,  research  and  development  and 
leadership. 

For  low  incidence  disabled  adolescents  particularly, 
such  as  deaf  teens,  the  special  school  represents  an 
environment  where  leadership  and  socialization  skills  are 
fostered.  These  adolescents  rarely  become  active  in  the 
social  fabric  of  the  large  regular  high  school  due  to 
their  being  ostracized  and  shunned  because  of  their 
differences.  Opportunities  to  engage  in  athletics, 
student  government,  drama  and  yearbook  activities,  among 
others,  all  of  which  are  integral  to  growth  and 
development,  are  greatly  enhanced  in  the  special  school. 
These  opportunities  are  especially  important  for  inner 
city  minority  disabled  students. 

The  importance  of  curriculum,  especially  in  the  area 
of  language  and  communication,  specifically  designed  for 
deaf  children  is  highlighted  in  special  schools. 

Staff  training  in  language  acquisition  and  the 
elements  of  acculturation  of  deaf  children  is  more  likely 
to  occur  in  the  special  school  whose  entire  focus  is  the 
education  and  development  of  those  children.  Once  again, 
the  state-operated  and  state  supported  schools  for  deaf 
children  stand  ready  to  serve  in  the  capacity  of  resource 
centers,  to  professionals  and  lay  persons. 

While  local  school  boards  are  not  inclined  to  devote 
time,  energy  and  resources  to  the  specific  needs  of 
disabled  children,  trustees,  and  other  policy  making  and 
advising  bodies  of  special  schools  are  in  strategic 
positions  to  develop  policy  related  to  the  unique  needs 
of  deaf  children. 


Mr.  Chairman,  we  urge  your  continued  support  for  appropriate 
quality  programs  providing  educational  and  related  services  to  deaf 
children,  especially  for  continued  appropriate  funding  for  PL  89- 
313.  Thank  you  for  this  opportunity  to  present  testimony  on  behalf 
of  the  CEASD. 
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Tuesday,  February  1,  1994. 

witnesses 

david  rosenblatt  and  rick  lane,  modern  educational  tech- 
nology center,  inc. 

Mr.  Natcher.  Our  next  witnesses  are  Mr.  Rick  Lane  and  Mr. 
David  Rosenblatt. 

Mr.  ROSENBLATT.  Good  morning,  Mr.  Chairman  and  Members  of 
the  subcommittee.  My  name  is  David  Rosenblatt,  and  I  am  Chair- 
man of  the  Modern  Educational  Technology  Center.  And  to  my 
right  is  Rick  Lane,  our  Executive  Director. 

Today  we  are  here  to  talk  to  you  about  an  emerging  success  in 
the  field  of  education,  and  that  is  educational  technology.  We  would 
also  like  to  discuss  a  new  kind  of  public-private  partnership  that 
is  emerging,  and  the  role  that  the  federal  government  can  play  in 
all  of  this. 

Educational  technology  is  one  of  the  foremost  issues  of  the  edu- 
cational world  right  now.  It  offers  four  main  benefits,  first  of  all, 
a  better  education  for  our  students.  For  instance,  right  now,  if 
there  are  20  people  in  a  school  system  that  want  to  take  a  certain 
class  but  they  don't  all  attend  the  same  school,  you  must  hire 
teachers  at  each  of  the  schools. 

With  the  possibility  of  distance  learning,  you  could  hire  one 
teacher  and  have  everybody  watch  that  same  teacher  at  the  same 
time,  designated  time  at  the  various  schools  and  have  economies  of 
scale  that  make  the  education  better  and  improve  the  curriculum. 

There  are  also  the  economies  of  scale,  for  instance  if  we  cannot 
afford  all  the  text  books  that  are  necessary  for  a  school  or  class- 
room. With  the  advent  of  the  computer  data  bases  you  can  cus- 
tomize your  textbooks.  You  don't  have  to  necessarily  order  it  on 
paper,  but  you  have  it  accessible  through  the  computer  and  online 
publishing. 

You  already  heard  testimony  this  morning  about  children  with 
disabilities,  and  what  role  educational  technology  can  play.  We  also 
believe  there  is  actually  potential  for  new  revenue  streams  to  the 
school  systems. 

Currently,  resources  are  lacking  at  the  local  levels  for  schools. 
With  a  $400  billion  educational  industry  and  the  possibilities  for 
educational  technologies  that  are  invented  here  in  the  United 
States  and  sold  and  distributed  throughout  the  United  States  and 
through  Europe  and  the  rest  of  the  world,  we  are  offering  our  com- 
panies a  chance  to  compete  in  another  way  with  technology. 

Lastly,  the  improved  technology  also  offers  a  long-term  benefit; 
and  that  is  an  improved  work  force  in  the  United  States,  one  that 
is  technologically  literate. 

Why  are  we  here  today?  The  bare  facts  are  that  there  are  not  the 
resources  at  the  locals  levels  to  implement  the  technology  plans 
that  are  being  developed.  The  only  way  to  get  those  resources  is  to 
make  the  community  part  of  the  effort.  That  means  going  out  to 
the  corporations. 

METEC  is  a  public-private  partnership  that  includes  the  edu- 
cational sector,  the  political  sector,  and  the  corporate  sector  in 
Montgomery  County  in  Maryland.  It  is  a  nonprofit  corporation.  We 
try  to  entice  the  corporations  to  provide  us  and  our  school  system 
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with  seed  money  to  help  implement  the  technology  plan  that  has 
been  decided  on  by  our  educational  system. 

However,  there  is  a  delicate  tension  that  exists  when  these  forces 
come  together.  This  occurs  because  the  schools  do  not  want  to  be 
considered  "commercialized"  and  the  corporations  need  to  make  a 
profit.  So  the  federal  government  has  a  role  to  play  as  being  the 
arbitrator  and  promoter  of  the  private/public  partnerships.  Rick 
Lane,  the  Executive  Director,  is  going  to  go  into  some  of  that  detail. 

Mr.  Lane.  One  thing  we  have  found  at  the  local  level  is  that 
when  we  try  to  access  programs  at  the  federal  level,  there  is  no 
central  leadership  in  the  Department  of  Education  for  educational 
technologies.  The  dollars  are  spread  out  between  several  agencies. 
You  can  look  in  NASA  or  you  can  look  in  NSF;  but  there  is,  as  I 
said,  no  central  location.  For  smaller  school  districts,  it  is  hard  for 
them  to  find  these  additional  resources.  For  large  school  districts 
that  do  have  the  resources,  they  are  able  to  tap  into  these  addi- 
tional areas. 

One  of  the  things  that  we  would  like  to  support  is,  at  the  federal 
level,  a  Director  of  Technology  at  the  Department  of  Education  to 
help  coordinate  technology  policy  throughout  the  country.  Not  to 
dictate  standards,  but  to  help  coordinate  what  is  going  on  at  the 
federal,  state  and  local  levels  so  we  can  exchange  information. 
There  are  17,000  school  districts  in  this  country,  and  as  many 
Members  have  heard,  every  problem  in  our  educational  system  has 
been  solved  somewhere;  but  we  have  no  way  to  communicate  with 
the  17,000  school  districts  unless  we  call  each  of  them  separately. 

The  second  thing  we  would  like  to  discuss  is  State  planning 
grants.  You  authorized,  last  year,  $5  million  for  State  planning 
grants  subject  to  authorization.  What  we  see  is  that  these  plans 
are  going  to  take  place  no  matter  what.  The  real  problem  we  are 
finding  is  that  there  are  no  funds  to  implement  those  plans.  What 
we  would  like  to  see  is  federal  seed  money  go  into  the  implementa- 
tion of  loans  and  grants  to  the  different  school  districts  so  they  can 
actually  buy  the  hardware  and  software. 

The  fourth  thing,  and  as  David  mentioned,  is  educational  tech- 
nology product  development.  We  would  like  to  encourage  corpora- 
tions to  work  with  our  schools  to  develop  new  hardware  and  soft- 
ware applications  with,  maybe,  the  possibility  of  a  new  royalty 
stream  to  those  schools  systems.  Currently  the  schools  systems  are 
faced  with  two  options,  either,  one,  increase  taxes  to  pay  for  the 
technology  initiatives  or,  two,  cut  services  in  other  areas.  With  the 
schools  and  school  systems  working  with  corporations,  we  envision 
that  when  these  projects  sell  worldwide,  schools  will  have  these  ad- 
ditional revenues  for  educational  technology. 

The  last  issue  we  would  like  to  discuss  is  increasing  the  use  of 
advanced  technologies  in  education.  We  feel  that  this  is  imperative. 
We  should  not  just  look  at  using  advance  technologies  in  the  pri- 
vate sector,  but  we  should  also  use  the  advanced  technologies  in 
the  classroom  to  help  improve  our  students'  ability  to  become  fu- 
ture workers. 

When  I  worked  for  Congressman  Joe  Early,  I  was  here  at  a  hear- 
ing when  somebody  said  the  Department  of  Education  symbol 
should  be  at  the  top  because  it  is  a  priority  in  the  symbols  up  be- 
hind you.  I  believe  the  symbol  is  in  the  right  place  because  edu- 
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cation  is  the  foundation  of  the  other  two.  Since  we  were  talking 
about  a  technological  future,  without  having  technology  in  the 
schools,  we  will  not  be  able  to  provide  the  work  force  for  the  De- 
partment of  Labor  or  have  the  scientists  for  Health  and  Human 
Services. 

Thank  you. 

Mr.  Natcher.  Thank  you  very  much.  You  two  have  given  us  ex- 
cellent statements.  Next  time  you  see  our  friend  Joe  Early,  tell  him 
we  miss  him. 

Mr.  Lane.  Yes.  Thank  you. 

Also,  Congressman  Porter,  there  is  an  excellent  program  taking 
place  in  the  Glenview  school  system  using  interactive  video  and  the 
current  cable  system.  You  should  take  a  look  at  it.  It  is  wonderful. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  Members  of  the  Subcommittee,   my  name  is  David 
Rosenblatt,  and  I  am  Chairman  of  the  Modem  Educational  Technology  Center,  Inc. 
(METEC).   On  behalf  of  myself.  Rick  Lane,  METEC's  Executive  Director,  and  our 
organization,   I  would  like  thank  you  for  giving  us  the  opportunity  to  testify  today  in  front  of 
your  Subcommittee. 

METEC  is  a  non-profit  corporation  located  in  Montgomery  County,  Maryland. 
It  was  created  to  help  ensure  the  best  education  available  for  Montgomery  County  students  by 
assisting  in  the  coordination  of  parent-school-business  partnerships.    Specifically,  METEC's 
primary  purpose  is  to  establish,  promote,  advance,  improve  and  participate  in  projects  for  the 
purpose  of  encouraging  the  understanding  and  use  of  technology  in  connection  with 
education. 

Since  we  are  testifying  prior  to  the  release  of  the  Department  of  Education's 
budget  request,  we  would  like  to  share  our  thoughts  on  one  of  the  areas  where  we  believe  the 
Department  should  allocate  its  resources. 

On  December  18th  of  last  year,  the  Washington  Post  published  an  editorial 
called,  "...A  Computer  Gap".   The  editorial  stated  that  "though  99  percent  of  American 
elementary  and  secondary  schools  now  have  some  kind  of  computer  equipment,  students  in 
those  schools  rank  behind  those  from  several  European  countries  when  they  were  asked 
directly  about  their  own  computer  habits  or  tested  on  their  computer  skills."  The  editorial 
went  on  to  point  out  that  the  "more  familiar  problem  is  that  teachers  know  even  less  in  many 
cases  about  the  new  technology  than  the  students  do." 

In  the  past,  most  educational  technology  implementation  plans  at  the  local  level 
focused  on  the  number  of  computers  in  each  school  and  very  little  on  teacher  training.   Most 
of  these  plans  did  not  include  desired  student  outcomes,  and  no  real  effort  was  made  to 
encourage  the  innovative  use  of  different  educational  technologies  by  teachers  and 
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administrators.   The  funds  for  the  purchase  of  hardware  and  software  were  hard  to  come  by 
and  funding  for  teacher  training  on  technology  uses  was  almost  non-existent.   The  inability  of 
teachers  and  administrators  to  find  information  on  successful  uses  of  technology  in  the 
classroom  caused  them  to  either  "reinvent  the  wheel"  on  new  educational  technology  uses  or 
to  totally  refrain  from  using  technology  in  any  meaningful  way. 

For  the  most  part,  these  problems  resulted  in  the  education  community's  first 
attempt  to  incorporate  technology  into  the  classroom  to  be  characterized  by  the  public  as  a 
failure,  as  was  pointed  out  in  the  Washington  Post  editorial.   However,  the  situation  has  now 
changed  for  the  better.   Most  local  and  state  educational  technology  policies  no  longer  focus 
exclusively  on  computers,  but  are  more  broad-based  and  incorporate  differing  technologies, 
such  as  the  usage  of  fiber  optic  transmission  and  video  and  audio  CD  ROM  disks.   Also,  the 
new  technology  policies  make  teacher  training  a  primary  focus  and  Boards  of  Education  are 
providing  incentives  to  teachers  and  administrators  to  be  more  creative  in  their  use  of 
educational  technologies  to  propel  their  school  systems  into  the  21st  century. 

What  is  really  exciting  for  organizations  like  METEC,  is  that  most  school 
systems  are  still  at  the  very  early  stages  of  developing  and  implementing  comprehensive 
educational  technology  policies.   As  a  result,  the  United  States  Department  of  Education  has 
an  incredible  opportunity  to  share  in  the  leadership  of  one  of  the  most  dramatic 
metamorphosis  our  public  schools  will  ever  experience.   The  ability  of  technology  to  bring 
down  the  traditional  four  walls  of  a  classroom  enables  us  as  a  community,  and  as  a  nation,  to 
reevaluate  the  current  classroom  model  developed  in  the  l^th  Century,  and  develop  schools 
and  entire  systems  based  on  whole  new  assumptions,  strategies,  designs,  and  structures. 

Today,  students  can  now  travel  around  the  world  without  leaving  their  desk; 
inner-city  children  can  be  exposed  to  best  and  brightest  minds  in  the  world  through  interactive 
data  and  video;   teachers  can  for  the  first  time  -  from  their  home  or  classroom  -  research 
issues  and  customize  text  books  themselves  for  their  students;  and,  at  a  time  when  in  so  many 
households  either  both  parents  work  or  a  child  is  from  a  single  parent  family,  parents  can 
communicate  electronically  with  administrators  and  teachers  from  the  convenience  of  their 
homes  or  offices.  Parents  can  also  down  load  homework  assignments,  grades,  or  other  school 
information  so  they  can  better  track  the  progress  of  their  children.   In  short,  parents  can  play 
active  roles  in  their  children's  educations  despite  their  real-life  time  pressures. 

But  for  all  the  possibilities  that  technology  brings  to  our  children  and 
classrooms,  one  major  problem  remains.   As  Congressman  Michael  Huxley  (R-OH)  stated 
during  the  Telecommunications  Subcommittee  hearing  on  the  Information  Super  Highway  last 
Thursday,  "the  real  problem  [at  the  local  level]  is  the  purchase  of  hardware  and  software." 
Which  brings  us  to  why  we  are  here  today. 
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As  you  know,  the  federal  government  contributes  only  about  6%  of  all 
education  dollars  spent  in  this  country.   Last  year  Congress  approved  an  appropriations  of  $5 
million  for  "State  Planning  for  Improving  Student  Achievement  Through  Integration  of 
Technology  Into  the  Classroom"  subject  to  authorization.   There  are  also  some  federal  dollars 
available  for  technology  initiatives  through  the  Fund  for  Innovation  through  Education  (FIE). 
While  we  believe  this  is  a  good  first  step,  in  order  to  really  address  the  problems  state  and 
local  educational  agencies  face,  the  U.S.  Department  of  Education  must  play  a  more  pivotal 
role.   It  must  not  only  help  states  with  funding  for  the  development  of  their  technology  plans, 
but  must  provide  the  leadership  and  dollars  so  that  the  states  and  local  educational  agencies 
can  implement  those  plans. 

One  of  the  main  reasons  for  the  creation  of  METEC  was  because  of  our 
concerns  about  this  very  issue.   We  are  concerned  that  our  local  school  system  without  the 
assistance  and  resources  of  its  community,  will  be  unable  to  find  the  necessary  resources  to 
successfully  implement  its  implementation  plan  once  developed.   Because  of  these  concerns, 
we  thought  it  necessary  to  develop  an  entity  that  did  not  just  talk  about  the  lack  of  funding 
for  technology  in  the  classroom,  but  made  a  real  effort  to  find  creative  ways  to  support  the 
school  system  in  the  implementation  of  its  educational  technology  plan  and  encourage  the 
development  of  innovative  technology  projects. 

One  of  the  creative  ways  that  we  are  promoting  to  keep  our  school  system  on 
the  cutting  edge  of  technology  is  to  encourage  companies  to  come  into  our  school  system  and 
work  with  our  administrators,  teachers  and  students  to  develop  new  and  innovative  hardware 
and  software  applications.   METEC  is  encouraging  companies  to  go  beyond  traditional 
mentoring  programs,  and  to  work  with  our  school  system  and  involve  them  in  actual  research 
and  development  projects.   We  believe  this  will  accomplish  a  number  of  objectives.   First,  as 
mentioned  above,  it  will  keep  our  school  system  on  the  cutting  edge  of  technology  uses  in  the 
classroom.   Second,  it  will  encourage  both  local  and  national  corporations  to  look  at 
educational  technologies  as  a  new  market  opportunity  and  provide  them  with  a  place  to  test 
and  develop  new  educational  technology  applications.  Third,  if  corporations  are  working  with 
our  schools  to  develop  these  new  technologies,  the  school  system  may  be  able  to  work  out  a 
royalty  agreement  which  will  bring  additional  resources  to  our  school  system.   Fourth,  and  the 
most  important  of  our  objectives,  is  by  focusing  on  R&D  projects,  we  will  create  an 
educational  system  that  encourages  and  rewards  innovation  and  at  the  same  time  improve  the 
skills  of  both  our  teachers  and  students.   Lastly,  it  enables  corporations  to  have  a  stake  in 
their  community's  future. 

At  METEC,  we  believe  that  these  objectives  are  achievable  if  a  collaborative 
effort  of  all  interested  parties,  both  public  and  private,  is  developed.   However,  the  reality  is 
that  there  is  currently  a  delicate  tension  that  exists  between  corporations  that  view  education 
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as  a  new  market,  and  the  school  systems  that  do  not  want  to  become  unintentionally 
"commercialized."  This  is  where  the  federal  government  needs  to  get  involved.   It  is  critical 
that  federal  leadership  and  dollars  are  provided  to  encourage  these  collaborative  efforts  and 
ease  these  tensions  that  currently  exist  between  the  schools  and  businesses.   We  believe  that 
federal  education  dollars  for  research  and  development  in  the  area  of  educational  technology, 
not  just  studies,  will  entice  more  businesses  into  the  educational  market  and  make  schools 
more  receptive  to  business. 

For  these  reasons,  we  believe  the  passage  and  funding  of  legislation  such  as  S. 
1040,  the  Technology  for  Education  Act  of  1993.  is  essential.   If  the  United  States  is  to  meet 
the  challenge  our  country  faces  in  transforming  our  schools  and  our  workforce  to  compete  in 
the  technology  age,  school  systems  will  need  to  work  more  closely  with  the  business 
community  and  businesses  will  need  to  become  more  involved  by  providing  resources, 
expertise  and  guidance.   More  entities  like  METEC  need  to  be  established  to  help  buffer  the 
differences  and  to  build  the  necessary  trust  between  the  private  and  public  sectors.  This 
process  is  a  community  effort  in  which  the  federal  government  has  an  important  role. 

There  are  several  provisions  within  S.  1040  that  encourage  corporations  and 
schools  to  work  more  closely  together.   We  would  like  to  focus  on  four  provisions  that  are  of 
particular  interest  to  public/private  partnerships.  The  section  in  S.  1040  on  "School 
Technology  Resource  Grants  and  Loans",  provides  the  school  systems  with  seed  money  to 
begin  implementation  of  their  technology  initiatives.   Already,  in  our  school  district,  members 
of  our  Board  of  Education  have  used  this  section  as  an  example  to  support  their  arguments 
for  additional  funding  for  educational  technology.   Also,  METEC  in  its  meetings  with  local 
corporations,  has  been  able  to  use  this  section  as  an  example  of  the  potential  federal 
commitment  of  incorporating  educational  technology  into  the  schools. 

As  we  mentioned,  one  of  METEC's  major  objectives,  and  one  of  the  main 
incentives  the  business  community  has  to  participate  in  public/private  education  partnerships 
like  METEC,  is  the  possibility  of  assisting  corporations  in  the  development  of  ideas  for  new 
and  innovative  educational  hardware  and  software  applications  that  can  be  tested  in  a  real 
classroom  setting.  Title  IV  of  S.  1040,   "Educational  Technology  Product  Development, 
Production,  and  Distribution",  is  instrumental  in  our  appeal  to  local  high-technology 
corporations  to  begin  looking  at  educational  technology  as  a  new  investment  opportunity. 
Title  IV  has  the  potential  to  pique  the  interest  of  corporations  so  that  they  begin  to  consider 
investing  in  the  development,  production,  and  distribution  of  technology-enhanced  curriculum 
and  instruction  if  federal  resources  become  available. 

The  third  part  of  the  legislation  that  holds  significant  promise  for  public/private 
partnerships,  and  will  continue  to  keep  our  schools  on  the  cutting  edge  of  technology  uses  in 
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the  classroom,  is  Title  V,   "Educational  Application  of  Advanced  Technologies  and 
Networks."  This  Title  provides  grants  and  coordinates  different  Departments  to  support  long- 
term  comprehensive  educational  applications  of  advanced  performance  computer  and 
communication  technologies  and  video  technologies  in  support  of  the  core  subject  of  the 
National  Educational  Goals. 

Finally,  all  the  advanced  educational  technologies  developed  in  schools  and 
private  corporations  throughout  the  country  will  be  meaningless  if  there  is  no  efficient  means 
of  disseminating  that  information  to  the  local  schools  and  individual  teachers.   METEC 
believes,  that  in  order  for  our  Board  of  Education,  school  system,  individual  schools,  and 
other  interested  parties  to  make  informed  decisions  about  which  educational  technology  is 
best  for  particular  circumstances,  there  should  be  developed  and  maintained  a  comprehensive 
database  of  existing  and  planned  federal,  state  and  local  educational  technology  projects. 
METEC  is  in  the  process  of  working  with  our  educational  community  to  create  such  a 
database.   The  database  we  are  planning  will  enable  our  teachers,  schools,  students, 
administrators,  parents,  and  businesses  to  communicate  with  their  counterparts  within  the 
school  system  so  that  they  may  exchange  ideas  and  information  regarding  educational 
technology  projects  currently  being  developed  and  implemented.  The  result  envisioned  is 
maximum  efficiency  in  the  use  of  available  resources  and  time. 

In  the  future,  METEC  would  want  to  connect  its  database  to  the  Electronic 
Dissemination  Network  outlined  in  S.  1040.   Too  many  schools  systems  are  reinventing  the 
wheel  and  wasting  valuable  resources  when  it  comes  to  incorporating  technology  into  the 
classroom.   Only  a  federal  initiative  can  develop  the  type  of  network  that  is  necessary  to 
connect  all  schools  throughout  the  country  so  that  technology  is  integrated  into  education  in 
the  most  cost  effective  and  efficient  manner. 

METEC  believes  that  a  federal  commitment  and  leadership  from  the 
Department  of  Education,  together  with  that  of  the  private  sector's,  is  vital  for  the  success  of 
our  goals,  and  those  of  partnerships  like  ours,  and  for  the  successful  implementation  of  local 
educational  technology  plans  throughout  the  country.   We  all  know  that  technology,  as  a  tool 
and  as  an  industry,  is  having  —  and  will  continue  to  have  —  a  more  profound  effect  on  our 
country's  future  more  than  any  other  single  influence.   The  country  is  at  the  threshold  of  a 
technological  revolution  that  is  only  limited  by  our  collective  imagination.   For  our  country  to 
thrive,  the  country  must  dedicate  itself  to  harnessing  the  possibilities  that  technology  holds  for 
our  future  and  pass  these  possibilities  on  to  our  children  so  that  they  may  make  them  real. 
The  United  States  must  begin  now  in  a  sustained  effort  to  bring  technology  into  the 
classroom.   The  Congress  and  the  Department  of  Education  has  meaningful  roles  to  play, 
despite  budget  pressures,  as  a  facilitator  of  resources  and  information  to  help  the  U.S. 
educational  system  improve  to  increase  the  long-term  competitiveness  of  the  United  States. 
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Tuesday,  February  1,  1994. 

WITNESS 
DANIEL  PAUL  PEREZ,  FACIOSCAPULOHUMERAL  SOCIETY 

Mr.  Natcher.  The  next  witness  is  Daniel  Perez.  Come  around, 
Mr.  Perez.  We  will  be  pleased  to  hear  from  you  at  this  time. 

Mr.  Perez.  Mr.  Chairman,  it  is  a  pleasure  to  appear  before  you 
today.  My  name  is  Daniel  Paul  Perez,  of  Lexington,  Massachusetts; 
and  I  am  here  before  you  today  as  President  of  the 
Facioscapulohumeral  Society  and  as  an  individual  who  has  this 
rare  disorder. 

In  the  written  testimony,  you  will  see  that  we  have  assembled 
a  prestigious  national  scientific  advisory  board,  comprised  of  the 
leading  researchers  and  medical  professionals  in  the  field  of  neuro- 
muscular disorders.  Serving  on  our  scientific  advisory  board,  we 
have  Dr.  Theodore  Munsat,  who  is  past  President  of  the  American 
Academy  of  Neurology,  and  Dr.  Louis  Kunkel  and  Dr.  Robert 
Brown,  who  have  cloned  the  genes  for  other  major  inherited  neuro- 
muscular disorders. 

My  testimony  today  is  about  the  profound  and  devastating  effects 
of  a  disease  known  as  Facioscapulohumeral  disease,  which  is  also 
known  as  FSH  Muscular  Dystrophy,  and  the  urgent  need  for  NIH 
funding  for  research  on  this  disorder.  According  to  our  research,  lit- 
tle if  any  work  is  going  on  in  either  the  National  Institute  of  Neu- 
rological Disorders  and  Stroke  or  the  National  Institute  of  Arthri- 
tis, Musculoskeletal  and  Skin  Diseases. 

The  major  consequence  of  inheriting  this  disease  is  that  of  a  pro- 
gressive loss  of  skeletal  muscle,  with  a  usual  pattern  of  initial  no- 
ticeable weakness  of  facial,  scapular  and  upper-arm  muscles  and 
subsequent  developing  weaknesses  of  other  muscles  of  the  torso 
and  lower  limbs.  Early  facial  weakness  often  provides  a  clue  that 
FSH  is  present.  The  age  of  onset  is  variable  as  is  the  eventual  ex- 
tent and  degree  of  muscle  loss,  but  noticeable  muscle  weaknesses 
are  usually  present  by  the  age  of  20.  The  progression  of  FSH  be- 
gins between  the  first  and  second  decades  of  life  for  men  and  be- 
tween the  second  and  third  decades  of  life  for  women.  Life  expect- 
ancy is  normal  in  many,  but  many  if  not  most  patients  become  sig- 
nificantly incapacitated  in  the  prime  of  life.  There  is  an  infantile 
form  of  FSH  which  is  extremely  severe  and  may  result  in  an  early 
death. 

The  prognosis  of  FSH  includes  both  a  loss  of  muscular  strength 
that  limits  personal  and  occupational  activities  and  a  total  loss  of 
mobility  in  perhaps  20  percent  of  the  cases.  Bearing  loss  and  ret- 
inal abnormalities  have  been  associated  with  FSH.  I  was  born  to 
a  family  that  already  experienced  the  extraordinary  difficulty  of  re- 
ceiving a  proper  diagnosis  for  FSH.  In  the  first  few  years  of  my  life, 
I  had  been  diagnosed  as  having  FSH  and  a  severe  hearing  loss, 
which  in  the  past  three  years  I  have  come  to  find  out  is  part  of 
FSH. 

At  31  years  of  age,  I  consider  myself  a  lifelong  survivor  of  the 
severe  trauma  and  tension  of  FSH,  and  I  do  not  say  this  lightly. 
I  have  dealt  with  the  continuing,  unrelenting,  and  unending  loss 
caused  by  FSH  from  the  first  second,  into  the  first  minute,  hour, 
day,  week,  over  the  months  and  through  the  years.  Not  for  a  mo- 
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merit  is  there  a  reprieve  from  continual  loss  of  my  physical  ability; 
not  for  a  moment  is  there  a  time  for  me  to  mourn;  not  for  a  mo- 
ment is  there  relief  from  the  physical  and  mental  pain  that  is  a  re- 
sult of  this  disease.  There  is  no  known  treatment  and  no  known 
cause  for  this  disease. 

FSH  has  insidiously  and  systematically  deprived  me  of  my  child- 
hood, my  adolescence,  and  the  full  range  of  choices  in  life.  FSH  af- 
fects the  way  you  walk,  the  way  you  dress,  the  way  you  work,  the 
way  you  wash,  the  way  you  sleep,  the  way  you  relate,  the  way  you 
parent,  the  way  you  love,  the  way  and  where  you  live,  and  the  way 
people  perceive  and  treat  you.  I  cannot  smile.  I  can  no  longer  hold 
a  baby  in  my  arms.  I  cannot  close  my  eyes  to  sleep.  I  can  no  longer 
run  or  walk  on  the  beach  or  climb  stairs.  Every  day  I  am  aware 
of  the  things  that  I  may  not  be  able  to  do  tomorrow.  This  is  the 
reality  for  the  10  thousand  to  25  thousand  people  living  with  FSH. 

I  sincerely  hope  that  I  will  not  have  to  live  the  rest  of  my  days 
managing  my  way  through  decline  with  this  disease.  This  is  the 
United  States  of  America;  and  in  a  country  as  great  as  ours,  with 
all  of  its  technical  means  and  ability,  I  should  not  be  asked  to  sit 
idly  by  while  this  disease  takes  its  course. 

I  reiterate  that  it  is  absolutely  clear,  if  not  completely  black  and 
white,  that  the  number  one  priority  for  individuals  with  FSH  and 
the  one  absolutely  commanding  imperative  for  the  federal  govern- 
ment is  to  initiate  and  accelerate,  in  any  way  possible,  research  on 
FSH.  With  modest  funding  and  a  clear  direction  from  Congress  to 
the  NIH  to  support  research,  significant  progress  can  be  made  in 
conquering  and  perhaps  eliminating  this  devastating  disease. 

Mr.  Chairman,  again,  thank  you  for  providing  this  opportunity  to 
testify  before  your  subcommittee. 

Mr.  Natcher.  Thank  you,  Mr.  Perez.  You  have  given  us  an  excel- 
lent statement. 

[The  prepared  statement  follows:! 
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STATEMENT  OF  DANIEL  PEREZ,  PRESIDENT 
FACIOSCAPULOHUMERAL  SOCIETY  (THE  FSH  SOCIETY) 

BEFORE 

SUBCOMMITTEE  ON  LABOR,   HEALTH  AND  HUMAN  SERVICES  AND 

EDUCATION  AND  RELATED  AGENCIES 

REGARDING  APPROPRIATIONS  FOR  THE 

NATIONAL  INSTITUTES  OF  HEALTH 

FEBRUARY  1,  1994 


Mr.  Chairman,  it  is  a  great  pleasure  to  appear  before  you  today.  My  name  is 
Daniel  Paul  Perez  of  Lexington,  Massachusetts.  I  am  President  of  the  FSH 
Society. 

A  little  over  four  years  ago,  several  of  us  with  FSH  disorder  began  the  task  of 
organizing  a  society  of  patients.  The  purposes  of  our  organization  which 
represents  over  450   families  and  individuals  who  have  been  diagnosed  with 
FSH  are: 

1.  to  encourage  and  promote  scientific  and  clinical  research  and  development 
through  education  of  the  general  public,  governmental  bodies  and  the 
medical  profession, 

2.  to  support  such  research  and  development, 

3.  to  accumulate  and  disseminate  information  about  FSH, 

4.  to  actively  cooperate  with  related  organizations,  and 

5.  to  represent  individuals  and  families  with  FSH. 


To  assist  with  this  effort  we  have  assembled  a  prestigious  national  Scientific 
Advisory  Board,  comprised  of  the  leading  researchers  and  medical 
professionals  in  the  field  of  neuromuscular  disorders.  Serving  on  this  board 
are  Dr.  Theodore  Munsat,  past  president  of  the  American  Academy  of 
Neurology,  and  Dr.  Robert  Brown  and  Dr.  Louis  Kunkel  who  have  cloned  the 
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genes  for  other  major  inherited  neuromuscular  disorders.  Mr.  Chairman,  it 
may  interest  you  to  know  that  Dr.  Kunkel  was  the  first  recipient  of  the 
Annual  Silvio  O.  Conte  Decade  of  the  Brain  Award,  so  named  by  the 
National  Foundation  for  Brain  Research  after  your  late  colleague   on  this 
committee  and  great  friend  of  research  on  neurological  disorders,  Silvio  O. 
Conte. 


I  appear  before  you  today  to  communicate  one  absolute  imperative  -  the  need 
for  NIH  funding  on  this  disorder.  According  to  our  research,  little  if  any  work 
in  going  on  in  either  the  National  Institute  of  Neurological  Disorders  and 
Stroke  (NINDS)  or  the  National  Institute  of  Arthritis,  Muscloskeletal 
and  Skin  Diseases  (NIAMS). 


The  FSH  Disorder 

Facioscapulohumeral  muscular  dystrophy  (FSH)  is  a  neuromuscular  disorder 
that  is  inherited  in  an  autosomal  dominant  fashion  and  has  an  estimated 
frequency  of  between  5  to  10  out  of  100,000.  The  rage  could  be  greater  due  to  an 
undertermined  number  of  sub-clinical  cases  The  disorder  is  characterized  by  a 
progressive  atrophy  of  specific  muscles  of  the  face  (facio),  shoulder  (scapulo) , 
girdle,  and/or  upper  arms  (humeral).   Often,  other  trunk  and/or  limb 
muscles  are  affected.   The  age  of  onset  and  the  severity  of  clinical  symptoms 
are  variable  within  and  between  families,  although  symptoms  are  usually 
present  by  the  age  of  20.  Thus,  some  individuals  who  inherit  the  FSH  gene 
may  not  be  aware  that  they  have  any  symptoms  of  FSH  whereas  individuals 
with  severe  symptoms  (approximately  20%)  are  wheelchair-bound  by  the 
fourth  decade  of  life.  FSH  affects  both  males  and  females  and  appears  to  show 
no  racial  bias. 


Sporadic  cases  of  FSH  are  seen.  That  is,  there  are  families  where  the  parents 
are  clinically  normal  but  they  have  offspring  (one  or  more)  with  FSH.  In 
addition,  a  very  rare,  early  onset,  infantile  form  of  FSH  exists  where  the 


38 


symptoms  are  more  severe  than  that  of  the  typical  FSH.  Often  individuals 
with  infantile  FSH  are  wheelchair  bound  at  an  early  age  and  die  in  childhood. 
Thus,  infantile  FSH  resembles  Duchenne  muscular  dystrophy  in  its  clinical 
course  and  prognosis. 

The  clinical  signs  of  FSH  are  not  restricted  to  muscle  tissue.  Patients  with  FSH 
have  been  reported  with  hearing  loss  and/or  retinal  vasculopathy  (an  excess 
of  blood  vessels  in  the  retina).  In  one  study,  FSH  individuals  displayed  a 
significant  decrease  in  hearing  for  only  one  high-frequency  range  (4-6kHz). 
This  type  of  hearing  loss  is  different  from  what  is  often  seen  in  hearing 
impaired  individuals  where  frequencies  at  either  end  of  the  normal  hearing 
range  are  not  detected.  The  retinal  vasculopathy  in  FSH  patients  rarely  result 
in  loss  of  vision  and  thus,  most  patients  with  FSH  are  not  screened  for  the 
retinal  abnormalities.  However,  when  found,  retinal  abnormalities  were 
inherited  with  FSH.  These  results  suggest  that  hearing  loss  and  retinal 
vasculoathy  are  an  integral  part  of  the  disease. 


The  major  consequence  of  inheriting  the  disease  is  that  of  a  progressive  loss 
of  skeletal  muscle,  with  a  usual  pattern  of  initial  noticeable  weakness  of  the 
facial,  scapular  and  upper  muscles  and  subsequent  developing  weakness  of 
other  muscles  of  the  torso  and  lower  limbs.  Early  facial  weakness  often 
provide  a  clue  to  the  physician  that  distinguishes  this  disease  from  other 
neuromuscular  diseases  that  can  be  similar  in  appearance.  Normal  life 
expectancy  is  expected  but  many,  if  not  most,  patients  become  incapacitated  in 
the  prime  of  life. 


Living  with  FSH 

I  was  born  to  a  family  that  already  experienced  the  extraordinary  difficulty  of 
receiving  a  proper  diagnosis  for  FSH.  In  the  first  few  years  of  my  life  I  had 
been  diagnosed  as  having  FSH  and  a  severe  hearing  loss,  which  in  the  past  3 
years  I  have  come  to  find  out  is  part  of  FSH.  At  31  years  of  age,  I  consider 
myself  a  life  long  survivor  of  the  severe  trauma  and  tension  of  FSH,  and  I  do 
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not  say  this  lightly.  I  have  dealt  with  the  continuing,  unrelenting  and 
unending  loss  caused  by  FSH  from  the  first  second  into  the  first  minute, 
hour,  day,  week,  over  months  and  through  the  years.  Not  for  a  moment  is 
there  a  reprieve  from  the  continual  loss  of  my  physical  ability;  not  for  a 
moment  is  there  a  time  for  me  to  mourn;  not  for  a  moment  is  there  relief 
from  the  physical  and  mental  pain  that  is  a  result  of  this  disease.  FSH  has 
insidiously  and  systematically  deprived  me  of  my  childhood,  my  adolescence 
and  the  full  range  of  choices  in  life.  FSH  affects  the  way  one  walks,  dresses, 
works,  loves,  lives  and  relates  to  the  people  around  you.  I  cannot  smile;  I 
cannot  hold  a  baby  in  my  arms;  I  cannot  close  my  eyes  to  sleep.  I  can  no  longer 
run  or  walk  on  the  beach  or  climb  stairs.  Every  day  I  am  aware  of  the  things 
that  I  may  not  be  able  to  do  tomorrow.  This  is  the  reality  for  thousands  of 
people  with  FSH. 

Research  Needs 

The  biochemical  basis  of  FSH  is  unknown.  However,  it  is  unlikely  that  the 
gene  for  FSH  codes  for  a  major  protein  component  of  muscle,  since  the 
obvious  candidate  genes  are  not  linked  to  the  FSH  locus  and  FSH  affects  a 
variety  of  tissues  (ear  and  eye  as  well  as  muscle).  The  delayed  age  of  onset  and 
the  selective  muscle  involvement  suggest  that  the  FSH  gene  is  spatially  and 
developmentally  regulated. 

Without  any  candidate  genes  for  FSH,  efforts  to  identify  the  gene  for  FSH 
began  by  searching  for  its  chromosomal  location.  Families  were  recruited  in 
which  FSH  was  inherited  and  several  research  groups  searched  for 
correlations  between  the  inheritance  of  genetic  tags  and  the  disease. 
Researchers  in  the  Netherlands  mapped  the  causative  gene  for  FSH  to 
chromosome  4.  However,  one  group  has  found  that  there  is  another  gene 
that  causes  FSH;  that  gene's  chromosomal  location  has  not  been  identified. 
Since  the  chromosomal  location  of  the  major  gene  that  causes  FSH  was 
determined,  research  has  been  focused  on  fine  tuning  its  location.  Currently, 
most  of  the  DNA  in  the  FSH  gene  region  has  been  isolated  or  cloned  and  the 
DNA  differences  between  FSH  and  unaffected  individuals  have  been 
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detected.  Efforts  are  now  being  focused  on  finding  genes  that  reside  in  this 
region.  These  "candidate"  genes  are  being  screened  for  the  presence  of  DNA 
differences  in  affected  individuals  that  are  not  present  in  unaffected 
individuals.  A  candidate  gene  that  displays  such  differences  is  likely  to  the 
FSH  gene. 

As  in  the  case  for  other  disease  gene  searches,  the  search  for  the  FSH  gene  has 
benefitted  from  the  progress  made  by  the  human  genome  project  and  from 
research  on  other  neuromuscular  disorders.  The  Human  Genome  project, 
both  in  the  United  States  and  abroad,  has  developed 
reagents  and  methods  that  have  been  instrumental  in  this  research.  The 
study  of  all  related  genes  will  help  elucidate  how  muscle  and  nervous  tissues 
interact  to  result  in  a  fully  functional  muscle.  The  cloning  of  the  FSH  gene 
and  subsequent  knowledge  about  its  gene  product  will  contribute  toward  this 
knowledge  and  help  in  the  design  of  therapies  or  halt  or  reverse  the  muscle 
atrophy. 

Research  Needs 

Although  FSH  research  has  benefitted  from  NIH  funding  of  the  genome 
research,  direct  funding  of  FSH  research  by  NIH  has  been  minimal.  Most  of 
the  research  on  FSH  has  been  supported  by  grants  from  the  Muscular 
Dystrophy  Association  (MDA).  Although  MDA  support  has  ensured  that 
some  effort  is  focused  on  this  disease,  the  MDA  does  not  have  the  financial 
ability  to  cover  all  the  costs  of  the  needed  research. 

Research  is  needed  for: 

1.  mapping  genes  in  the  FSH  gene  region  on  chromosome  4, 

2.  identifying  the  other  FSH  gene, 

3.  once  the  genes  are  identified,  developing  genetic  tests  for  the  disease  that 
will  detect  all  possible  mutation, 

4  identifying  and  studying  the  FSH  gene  in  experimental  organisms  (yeast, 
fruit,  fly  and  mice), 

5  developing  an  animal  model  for  FSH,  and6  studying  the  action  of  the 
human  FSH  gene,  e.g.  tissue  expression  and  gene  regulation. 
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Mr.  Chairman,  there  presently  is  very  modest  funding  of  FSH  from  NTH  - 
perhaps  a  half-million  dollars.  This  is  clearly  insufficient  given  the 
recent  advances  and  the  high  likelihood  of  making  significant  progress  in  the 
very  near  future. 


With  modest  funding   and  a  clear  direction  from  Congress  to  the  NTH  to 
support  research  through  the  National  Institute  on  Neurological  Disorders 
and  Stroke  and   the  National  Institute  on  Arthritis,  Musculoskeletal  and  Skin 
Diseases  significant  progress  can  be  made  in  conquering  and  perhaps 
eliminating  this  devastating  disorder. 

Mr.  Chairman,   thank  you  for  providing  this  opportunity  to  testify  before 
your  subcommittee. 
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Tuesday,  February  1,  1994. 

WITNESS 
DONALD  DEW,  NATIONAL  COUNCDL  ON  REHABDJTATION  EDUCATION 

Mr.  Natcher.  Our  next  witness  is  Dr.  Dew. 

Dr.  Dew.  Thank  you,  Mr.  Chairman. 

My  name  is  Donald  Dew.  I  serve  at  the  George  Washington  Uni- 
versity here  in  Washington.  I  have  the  honor  of  testifying  on  behalf 
of  the  National  Council  of  Rehabilitation  Education. 

The  National  Council  on  Rehabilitation  Education,  NCRE,  is  an 
organization  composed  of  educators,  researchers,  human  resource 
development  specialist,  and  doctoral  students  who  are  dedicated  to 
quality  education  and  training  for  a  variety  of  rehabilitation  per- 
sonnel. The  fundamental  purpose  of  their  work  is  to  prepare  voca- 
tional rehabilitation  professionals  who  are  proficient  in  assisting 
individuals  with  disabilities  obtain  meaningful  careers  that  are 
consistent  with  their  interests  and  abilities. 

It  is  my  pleasure  to  have  this  opportunity  to  testify  before  this 
subcommittee  to  express  the  views  of  NCRE  members  and  to  re- 
quest that  $50  million  be  appropriated  in  fiscal  year  1995  in  order 
to  meet  the  critical  need  for  knowledgeable,  competent  and  quali- 
fied rehabilitation  personnel.  The  National  Council  on  Rehabilita- 
tion Education  is  an  organization  of  over  100  colleges  and  univer- 
sities. 

I  would  like  to  summarize  my  testimony  with  five  important 
points.  First,  we  know  that  approximately  two-thirds  of  the  Ameri- 
cans with  disabilities  who  want  to  work  are  not  working. 

Secondly,  that  persons  with  disabilities  we  feel  have  the  right  to 
professionals  who  provide  services  who  are  qualified,  competent, 
and  have  been  trained  properly.  Recently,  research  conducted  by 
Szymanski  and  Danek  here  at  Gallaudet  University  in  1992  clearly 
demonstrated  that  professionals,  competent  rehabilitation  coun- 
selors that  were  trained,  have  better  outcomes  working  with  per- 
sons with  disabilities. 

This  was  also,  I  think,  supported  by  the  Rehabilitation  Service 
Administration  studies  by  the  Pelavin  &  Associates  which  also  in- 
dicates that  there  is  a  national  shortage  of  qualified  rehabilitation 
workers.  Currently  the  average  turnover  in  a  State  public  rehabili- 
tation program  of  these  83  agencies  is  approximately  16  percent. 

Finally,  the  national  counsel  on  rehabilitation  education  also  is 
working  closely  with  the  Rehabilitation  Services  Administration  on 
a  very  important  project  which  is  to  recruit  and  work  closely  with 
underserved  populations. 

It  is  clear  that  the  professionals  that  we  have  now  do  not  nec- 
essarily mirror  the  clients  who  are  served.  We  need  to  recruit  more 
native-Americans,  African-Americans,  and  Hispanic-Americans.  We 
have  been  working  closely  with  Historically  Black  Colleges  and 
Universities  to  try  to  recruit  more  individuals  into  the  field  of  reha- 
bilitation training  programs. 

Mr.  Chairman,  we  appreciate  the  opportunity  to  share  our  re- 
quest and  our  interest  and  our  concerns.  Our  request  is  for  $50 
million  for  1995. 
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Mr.   Natcher.  Thank  you  very  much,  Doctor.  You,  too,  have 
given  us  an  excellent  statement.  We  want  to  thank  you. 
[The  prepared  statement  follows:] 
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Statement  of  Dr.  Donald  W.  Dew,  Professor  of  Counseling, 

The  George  Washington  University  on  behalf  of  the 

National  Council  on  Rehabilitation  Education 

Submitted  to  the. House  Appropriations  Subcommittee  on 

Labor,  Health  and  Human  Services, 

Education  and  Related  Agencies 

on 

February  1,1994 

The  National  Council  on  Rehabilitation  Education  (NCRE)  is  an 
organization  composed  of  educators,  researchers,  human  resource 
development  specialist,  and  doctoral  students  who  are  dedicated  to 
quality  education  and  training  for  a  variety  of  rehabilitation 
personnel.  The  fundamental  purpose  of  their  work  is  to  prepare 
vocational  rehabilitation  professionals  who  are  proficient  in 
assisting  individuals  with  disabilities  obtain  meaningful  jobs  that 
are  consistent  with  their  interests  and  abilities. 

It  is  my  pleasure  to  have  this  opportunity  to  testify  before 
this  subcommittee  to  express  the  views  of  NCRE  members  and  to 
request  that  $50  million  be  appropriated  in  FY  95  in  order  to  meet 
the  critical  need  for  knowledgeable,  competent  and  qualified 
rehabilitation  personnel. 

From  its  beginning  in  1918,  the  vocational  rehabilitation 
program  in  the  U.S.  has  been  a  model  example  of  American's 
investment  in  itself.  The  wisdom  of  this  investment  is  verified 
by  the  fact  that  the  program  has  not  only  survived  but  has 
experienced  continued  growth  for  76  years.  From  its  initial 
exclusive  focus  on  veterans,  to  its  current  priority  on  serving 
persons  who  have  the  most  severe  disabilities,  the  vocational 
rehabilitation  program  has  proven  itself  to  be  a  cost-effective 
system  that  prepares  people  with  disabilities  for  work  and 
independence  in  the  mainstream  of  society.  During  the  majority  of 
this  history,  Congress  has  shrewdly  augmented  this  investment  by 
actively  supporting  the  training  and  education  of  personnel  to 
provide  quality  vocational  rehabilitation  services.  Members  of 
Congress  have  concluded  that  vocational  rehabilitation  services  can 
be  delivered  to  the  43  million  Americans  with  disabilities  in  the 
most  effective  and  efficient  way  by  ensuring  that  the  deliverers 
of  those  services  are  qualified  professionals. 

Approximately  two-thirds  of  Americans  with  disabilities 
between  the  ages  of  16  and  64  do  not  work  at  all.  Most  of  them  are 
able  to  work.  More  importantly,  like  the  vast  majority  of 
Americans,  most  the  them  want  to  work.  According  to  the  recent  Lou 
Harris  poll,  8.2  million  people  with  disabilities  looking  for  work 
at  the  time  would  immediately  trade  all  of  their  disability 
benefits  for  a  full  time  job.  Mr.  Chairman,  NCRE  believes  that 
these  individuals  deserve  the  opportunity  to  make  that  kind  of 
trade  off.  Congress1  passing  of  the  ADA  was  a  clear  sign  that  it 
endorses  such  a  trade.  It  is  not  only  the  right  thing  to  do  for 
fellow-Americans,  it  is  a  giant  step  toward  reversing  policies  that 
have  resulted  in  our  spending  over  $60  billion  a  year  on 
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"dependency  programs"  for  individuals  with  disabilities,  many  of 
who  are  highly  motivated  to  become  working  tax  payers. 

Persons  with  disabilities  have  another  important  right. 
Access  to  professional,  qualified  rehabilitation  counselors  is  a 
consumer  right  established  under  the  Rehabilitation  Act.  Ensuring 
an  adequate  supply  of  qualified  rehabilitation  counselors  through 
sufficient  appropriations  for  rehabilitation  counselor  education 
is  a  critical  consumer  advocacy  issue.  Graduates  of  rehabilitation 
training  programs  actively  seek  out  people  with  disabilities  who 
want  to  enter  the  job  market.  They  evaluate,  counsel,  and 
cooperatively  plan  rehabilitation  services  with  their  clients  with 
disabilities  who  want  to  be  employed  and  live  more  independently. 
Rehabilitation  professionals  are  trained  to  make  job  placement  be 
the  primary  goal  of  the  vocational  rehabilitation  process.  One  of 
the  reasons  the  ADA  has  gotten  off  to  such  a  fast  start  is  the  fact 
that  rehabilitation  professionals  are  specifically  prepared  work 
with  employers  to  reduce  private  sector  employment  barriers  faced 
by  job  applicants  who  have  disabilities.  The  success  that  well- 
trained  rehabilitation  professionals  have  experienced  in  placing 
persons  with  severe  disabilities  on  competitive  jobs  has  attracted 
the  attention  of  professionals  who  work  with  other  clients  (i.e. 
older  workers,  public  offenders,  recovering  substance  abusers)  who 
are  at  a  disadvantage  in  the  current  labor  market.  The  investment 
in  training  qualified  rehabilitation  professionals  is  extending 
beyond  rehabilitation  into  other  areas  of  human  services. 

Research  (Szymanski  and  Danek,  1992)  funded  by  the  National 
Institute  on  Disability  and  Rehabilitation  Research  (NIDRR) 
substantiated  what  rehabilitation  educators  knew  intuitively — that 
better-trained,  master's  level,  rehabilitation  counselors  have 
higher,  more  cost-efficient  job  placement  for  clients  with 
disabilities  than  do  workers  without  quality  training.  The  1984 
Report  to  Congress  by  the  Rehabilitation  Services  Administration 
showed  that  every  $1  spent  on  rehabilitation  services  to  return  an 
individual  with  a  disability  to  work  generated  $18  in  work  tax 
payments  to  the  government.  One  can  hardly  help  but  be  impressed 
by  an  investment  that  kind  of  rate  to  return.  In  short,  the 
trained  rehabilitation  professional  provides  better  services  for 
the  individual  with  a  disability  at  a  lower  cost  to  the  American 
taxpayer  who  supports  those  services. 

Congressional  understanding  of  the  importance  of  using  trained 
rehabilitation  professionals  was  re-emphasized  in  the  1992 
Reauthorization  of  the  Rehabilitation  Act  when  it  stipulated  that 
states  must  use"qualif ied"  rehabilitation  personnel  to  provide 
vocational  rehabilitation  services.  This  important  change  affects 
rehabilitation  training  programs  as  well  as  the  clients  who  are 
served  by  products  of  those  programs.  Federal  funds  have  augmented 
state  and  local  resources  to  support  pre-service,  in-service  and 
continuing  education  for  rehabilitation  personnel  in  an  array  of 
professional  specializations  that  include  but  are  not  limited  to: 
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gradate-level  rehabilitation  counseling,  job  placement,  vocational 
evaluation  and  work  adjustment,  independent  living  training,  and 
undergraduate  rehabilitation  services.  Ultimately,  graduates  of 
these  training  programs  impact  a  wide  range  of  individuals  who  have 
severe  disabling  conditions  such  as  deafness,  blindness,  mental 
retardation,  chronic  mental  illness,  paralysis,  traumatic  brain 
injury,  and  many  others. 

A  major  concern  is  the  fact  that  the  annual  average  turnover 
of  rehabilitation  professionals  in  state  Vocational  Rehabilitation 
agencies  is  16%.  This  is  further  complicated  by  the  expectation 
that  retirement  rates  among  public  VR  counselors  over  the  next  five 
years  are  expected  to  exceed  50%  in  some  cases.  New  personnel  will 
be  needed  in  increasing  numbers  to  replace  many  of  the  retiring 
counselors  who  entered  the  VR  workforce  at  the  time  that  training 
support  was  initiated  in  the  1950' s. 

An  additional  challenge  in  the  training  of  qualified 
rehabilitation  personnel  is  the  emphasis  that  RSA  and 
rehabilitation  education  programs  are  placing  on  attracting 
students  from  traditionally  under-represented  populations.  African 
American,  Hispanic  American,  Native  American  and  students  with 
disabilities  are  all  being  targeted  for  recruitment  into  the 
rehabilitation  professions.  Vocational  rehabilitation  agencies  are 
serving  increasingly  diverse  populations,  and  it  is  critical  that 
professional  counselors  reflect  that  diversity.  Stipend  and 
tuition  support  serve  as  extraordinarily  effective  tools  to  enhance 
recruitment  of  members  of  these  upper-represented  groups. 

In  summary  Mr.  Chairman  and  members  of  the  Subcommittee,  the 
National  Council  on  Rehabilitation  Education  appreciates  this 
opportunity  to  respectfully  testify  that  $50  million  will  be  needed 
in  FY  1995  rehabilitation  training  to  fulfill  the  ADA  promises  we 
made  to  those  Americans  with  disabilities  who  want  to  be  among  the 
employed  of  this  country.  We  are  well  aware  of  the  pressure  that 
Congress  is  under  to  reduce  government  costs.  Still  we  are 
recommending  an  increase  in  the  allocation  for  rehabilitation 
training.  We  do  this  with  confidence  because  we  are  convinced  that 
an  investment  in  increasing  the  number  of  qualified  vocational 
rehabilitation  professionals  is  our  shortest  cut  to  providing  the 
very  highest  quality  services  in  the  very  most  fiscally  responsible 
way  possible.  Rehabilitation  training  is  an  investment  that 
Americans  can  afford  to  make. 

Thank  you  very  much  for  this  opportunity  to  share  our  concerns 
and  recommendations. 
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Tuesday,  February  1,  1994. 

WITNESS 

TRICIA     McCAULEY,     NATIONAL     FOUNDATION     FOR     ECTODERMAL 
DYSPLASIAS 

Mr.  NATCHER.  Our  next  witness  is  Tricia  McCauley.  We  v/ill  be 
pleased  to  hear  from  you  at  this  time. 

Ms.  McCauley.  Thank  you  for  the  opportunity  to  present  this 
testimony  on  behalf  of  the  National  Foundation  for  Ectodermal 
Dysplasias.  My  name  is  Tricia  McCauley  and  I  serve  as  the  Coordi- 
nator of  the  National  Alliance  for  Oral  Health  of  which  the  NFED 
is  a  member. 

It  has  been  said  that  "what  we  don't  know  won't  hurt  us."  There 
is  some  truth  to  that  adage,  but  danger  as  well.  We  can't  ignore 
conditions  which  devastate  the  lives  of  children  and  adults  because 
we  perceive  dental  care  to  be  limited  to  routine  cleaning  of  the 
dentition,  appropriate  fillings  for  carious  teeth,  or  the  removal  of 
teeth  when  other  care  has  failed.  The  oral  cavity  is  an  integral  part 
of  the  body — one  that  enables  us  to  eat  properly,  to  speak  intelligi- 
bly, to  smile  without  embarrassment,  and  to  fulfill  our  maximum 
potential. 

Individuals  affected  by  ectodermal  dysplasias,  in  addition  to  hav- 
ing sparse  hair,  an  inability  to  perspire,  and  a  host  of  other  pos- 
sible problems,  almost  always  have  significant  oral  complications. 
Most  typically  the  child  affected  by  ED  has  few  if  any  teeth. 

The  first  step  in  treatment  is  most  often  the  provision  of  den- 
tures around  the  age  of  two,  followed  by  frequent  replacement  and 
adjustments  as  the  child  grows.  Because  bone  resorption  may  ac- 
company the  wearing  of  dentures,  the  diet  and  oral  function  of  the 
patient  often  diminishes  over  time.  When  the  ED-affected  child  be- 
comes a  teenager,  it  is  not  unusual  for  him  or  her  to  be  capable 
only  of  soft  food  or  liquid  consumption  due  to  long-term  denture 
wearing. 

Past  support  for  the  NIDR  by  this  committee  has  enabled  great 
strides  to  be  made  in  changing  that  trend.  A  clinical  project  to 
study  the  safety  and  efficacy  of  dental  implants  in  children  yielded 
a  rich  body  of  data  to  support  the  use  of  implants.  Forty  patients 
over  the  age  of  thirty,  and,  more  recently,  a  younger  group  of  pa- 
tients between  the  ages  of  seven  and  ten,  are  a  part  of  the  five- 
year  project. 

While  there  has  been  much  success  in  the  initial  phase  of  the 
program,  there  are  some  indications  that  implants  may  not  be  as 
successful  in  younger  children.  In  addition,  there  is  reason  to  be- 
lieve that  all  of  the  patients  should  be  followed  for  a  period  of  time 
beyond  five  years  so  that  the  long-term  effects  of  implants  can  be 
gauged.  Our  ultimate  hopes  are  that  children  affected  by  ED  will 
be  able  to  live  a  lifetime  with  a  fully  functioning  dentition.  The  re- 
sults of  this  project  will  enable  any  man,  woman,  or  child  anywhere 
in  the  world  to  proceed  with  a  needed  implant  with  confidence  of 
success. 

Another  giant  step  forward  in  care  for  special  patient  popu- 
lations, those  whose  needs  require  something  beyond  general  den- 
tal services,  is  the  institution  of  the  National  Oral  Health  Informa- 


49 

tion  Clearinghouse.  At  last  both  the  practitioner  and  the  patient 
have  a  resource  that  can  provide  up-to-date  treatment  information. 

For  the  family  affected  by  ectodermal  dysplasias,  the  NOHIC 
acts  as  an  insurance  policy  to  assure  appropriate  quality  care  for 
patient  needs.  Practitioners  who  often  assume  that  toddlers  won't 
wear  dentures  now  have  a  ready  resource  providing  overwhelming 
evidence  that  young  children  do  adapt  and  adapt  well  to  the  den- 
ture experience.  Such  information  is  now  just  a  phone  call  away 
rather  than  remaining  an  unexplored  and  unknown  territory. 

This  activity  is  only  one  of  a  host  of  projects  at  the  National  In- 
stitute of  Dental  Research  designed  to  enable  improvements  in  the 
lives  and  lifestyles  of  patients  who  experience  oral  dilemmas.  Those 
affected  by  AIDS,  oral  cancers,  diabetes,  osteoporosis,  Alzheimer's, 
arthritis,  craniofacial  anomalies,  genetic  disorders,  hypertension, 
systemic  disease,  and  tuberculosis,  as  well  as  the  more  commonly 
expected  response  to  caries  fluoride,  herpes,  and  periodontal  dis- 
ease, can  turn  to  the  NIDR  for  direction  in  the  care  of  their  prob- 
lems. 

The  NFED  respectfully  encourages  this  committee  to  support  the 
National  Institute  of  Dental  Research  at  a  level  of  $202  million. 
This  level  of  funding  is  needed  not  only  to  support  the  oral  health 
disabilities  mentioned  earlier,  but  to  support  programs  that  enable 
capable  dentists  to  pursue  scientific  careers,  to  effectively  recruit 
minorities  into  successful  clinical  or  scientific  pursuits,  or  to  effec- 
tively transfer  technology  to  the  practitioner. 

We  are  aware  of  the  fiscal  restraints  which  face  our  Nation;  how- 
ever, it  is  important  to  remember  that  the  NIDR  is  the  premier 
source  of  dental  research  funding  in  our  country.  The  future  of  the 
NIDR  is  dependent  upon  decisions  made  by  this  committee.  Dollars 
spent  on  research  minimize  the  dollars  needed  for  care.  We  fully 
support  and  endorse  the  recommendation  of  the  Ad  Hoc  Group  for 
Medical  Research  Funding  for  a  budget  of  $11,950  billion  for  the 
diverse  activities  embraced  by  the  National  Institutes  of  Health  in 
total.  We  additionally  urge  the  committee  to  provide  $6  million  for 
general  dentistry  residency  training  programs*  which  assure  ade- 
quate training  for  practitioners  upon  whom  patients  depend  for 
care.  As  former  Surgeon  General  C.  Everett  Koop  has  so  eloquently 
stated:  "You  are  not  healthy  without  your  oral  health." 

As  you  deliberate,  I  ask  that  you  remember  children  born  with- 
out teeth,  women  who  tolerate  excruciating  salivary  disfunction  as 
the  result  of  systemic  diseases,  and  men  who  bear  unspeakable 
pain  as  a  result  of  the  oral  manifestations  of  AIDS.  All  are  waiting 
for  help.  All  are  dependant  upon  the  decisions  you  make. 

The  National  Foundation  for  Ectodermal  Dysplasias  appreciates 
having  this  opportunity  to  speak  on  behalf  of  the  National  Institute 
of  Dental  Research.  In  the  12  years  of  our  existence,  we  have  come 
to  learn  the  value  of  a  little  help.  It  can  go  a  long  way.  We  ask 
that  you  continue  to  help  the  NIDR  with  much  needed  funding  and 
that  little  help  will  go  a  very  long  way  indeed. 
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Mr.  Natcher.  Thank  you.  You  have  given  us  an  excellent  state- 
ment. We  appreciate  your  appearance. 


Tuesday,  February  1,  1994. 

WITNESS 

ALLAN  RUBENSTELN,  NATIONAL  NEUROFIBROMATOSIS  FOUNDATION, 
INC. 

Mr.  Natcher.  The  next  witness  is  Dr.  Allan  Rubenstein.  Come 
a  round,  Doctor.  Doctor,  we  are  glad  to  have  you  before  the  commit- 
tee. 

Dr.  Rubenstein.  Thank  you.  I  am  Allan  Rubenstein,  Clinical  As- 
sociate Professor  of  Neurology  at  the  Mt.  Sinai  School  of  Medicine. 
I  am  Medical  Director  of  the  National  Neurofibromatosis  Founda- 
tion, which  has  its  headquarters  in  New  York. 

The  NNFF  is  a  voluntary  health  organization,  which  represents 
the  interests  of  100  thousand  people  in  the  United  States  who  are 
affected  by  this  genetic  disorder.  NF  is  one  of  the  most  common 
single  gene  disorders  to  affect  the  nervous  system.  NF  predisposes 
to  an  increased  risk  for  a  variety  of  developmental  problems,  in- 
cluding learning  disabilities,  multiple  neural  tumors,  including 
brain  tumors  and  cancer  of  various  types. 

The  NNFF's  Board  of  Directors  includes  former  Senator  Jake 
Garn  of  Utah,  who  has  a  child  with  NF.  The  NNFF  has  a  medical 
budget  of  approximately  $1.7  million  a  year,  which  funds  clinical 
and  basic  research  on  NF,  an  international  research  consortium,  an 
international  database  and  an  international  mutation  consortium. 
It  has  chapters  in  26  States  and  affiliate  organizations  around  the 
world.  Included  on  its  research  board  are  the  heads  of  every  major 
laboratory  in  the  world  working  on  NF. 

The  NNFF  has  historically  had  a  close  working  relationship  with 
NIH.  Dr.  Francis  Collins,  the  new  head  of  the  human  genome 
project,  is  a  former  head  of  our  research  board  and  was  one  of  the 
co-discoverers  of  the  NF1  gene.  At  the  suggestion  of  Dr.  Broder, 
head  of  NCI,  we  are  planning  a  workshop  on  research  approaches 
to  treatment  in  NF1.  Several  scientists  from  NINDS  regularly  at- 
tend meetings  of  our  research  consortium. 

Your  committee  report  for  fiscal  year  1993  recommended  estab- 
lishment of  an  NF  research  coordinating  committee  at  NIH  on  a 
temporary  basis.  We  have  reviewed  the  first  report  of  this  commit- 
tee and  consider  it  to  be  extremely  useful.  We  commend  you  and 
request  that  this  research  coordinating  committee  continue  on  a 
permanent  basis. 

The  past  four  years  have  seen  a  number  of  major  discoveries  on 
NF,  including  cloning  of  the  gene  for  NF1,  the  common  form  of  the 
disorder,  discovery  of  its  gene  product  and  discovery  that  its  gene 
product,  neurofibromin,  is  implicated  in  the  development  of  a  num- 
ber of  relatively  common  human  cancers. 

In  the  past  year,  the  gene  for  NF2,  a  rare  form  of  the  disorder, 
which  causes  brain  tumors,  was  cloned  and  its  gene  product  identi- 
fied. Last  month  multicenter  drug  treatment  trials  for  NF1  began. 
These  advances  are  the  result  of  funding  which  has  come  primarily 
from:  The  National  Institutes  of  Health,  other  government  sources, 
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and  the  National  Neurofibromatosis  Foundation.  I  should  say  that 
the  amount  of  money  spent  yearly  is  relatively  modest,  but  a  mod- 
est amount  of  money  has  had  extraordinarily  successful  results. 

It  has  become  increasingly  clear  to  the  world's  scientists  that  NF 
is  an  important  model  for  research  on  cancer  and  developmental 
disorders.  The  opportunity  to  study  proteins  which  function  as 
tumor  suppressors  has  created  enormous  excitement  for  scientists 
in  cancer  research  and  neurobiology.  The  theoretical  implications  of 
research  on  NF  for  cancer  alone  far  outweigh  its  significance  to 
those  people  who  are  actually  affected  by  the  disorder. 

Because  of  the  enormous  research  opportunities  presented  by  NF 
and  the  impressive  breakthroughs  resulting  from  previous  NIH 
support,  we  consider  expansion  of  funding  to  be  justified.  We  rec- 
ommend a  funding  increase  for  fiscal  year  1995  to  $10  million. 

In  addition,  we  wish  to  bring  to  the  attention  of  the  committee 
the  potentially  enormous  economic  benefits  which  we  believe  NIH 
funding  of  NF  research  may  lead  to.  The  key  to  understanding 
many  common  forms  of  cancer  and  learning  disabilities  may  be  in 
NF  research.  Effective  treatments  for  these  common  problems 
could  substantially  reduce  health  care  costs. 

Lastly,  we  would  like  to  thank  this  committee  for  its  leadership 
in  NF  research  and  its  contributions  toward  bringing  about  the 
achievements  of  the  last  several  years. 

Mr.  Natcher.  Dr.  Rubenstein,  we  want  to  thank  you  for  an  ex- 
cellent statement  and  for  your  appearance  at  this  time. 


Tuesday,  February  1,  1994. 

WITNESS 

SCOTT  KIEFER,  COALITION  FOR  HERITABLE  DISORDERS  OF  CONNEC- 
TIVE TISSUE 

Mr.  Natcher.  Our  next  witness  is  Mr.  Scott  Kiefer. 

Mr.  Kiefer.  Mr.  Chairman  and  Members  of  the  subcommittee, 
the  members  of  the  Coalition  for  Heritable  Disorders  of  Connective 
Tissue  thank  you  for  the  opportunity  to  provide  testimony  regard- 
ing the  budget  of  the  National  Institute  of  Arthritis,  Musculo- 
skeletal and  Skin  Diseases.  I  am  Scott  Kiefer  of  Kellogg,  Iowa;  and 
I  am  being  stalked  by  a  killer.  It's  not  some  psycho  lurking  in  the 
shadows,  or  one  of  the  thousands  of  thugs  loose  on  our  streets.  It's 
an  insidious  syndrome  that  is  attacking  the  very  building  blocks 
that  hold  my  body  together.  It's  a  syndrome  that  until  1989  had 
gone  undetected  by  my  doctors. 

Approximately  40  thousand  Americans  such  as  myself  are  af- 
fected by  Marfan  Syndrome,  a  connective  tissue  disorder.  This  ge- 
netic disorder  attacks  the  entire  body.  It  can  cause  many  serious 
problems,  including  sudden,  unexpected,  and  instantaneous  death. 

In  October  1989,  I  suddenly  had  terrible  chest  pains.  I  thought 
I  was  having  a  heart  attack.  I  went  to  the  emergency  room.  The 
doctor  pronounced  me  fine,  except  that  I  had  a  heart  murmur.  I 
had  never  been  diagnosed  as  having  a  heart  murmur  before,  so  the 
doctor  decided  to  transfer  me  to  a  hospital  in  Des  Moines.  All  this 
time,  I  kept  thinking  that  I  was  going  to  die.  I  was  scared.  It 
wasn't  that  I  was  only  32  years  old  and  hadn't  done  all  the  things 
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I  wanted  to  do,  I  was  scared  to  die  because  my  young  children 
wouldn't  remember  me.  I  can  think  of  no  worse  fate. 

In  the  morning,  doctors,  my  parents,  and  my  wife  clustered 
around  my  bed  as  an  echocardiogram  showed  the  source  of  my 
newfound  heart  murmur.  Even  as  I  lay  there,  my  aorta  was  slowly 
tearing  apart.  The  "murmur"  was  the  sound  of  a  piece  of  my  aorta 
"waving  in  the  breeze."  I  was  rushed  to  surgery.  I  was  literally  sec- 
onds from  death.  My  lead  surgeon,  Doctor  Robert  Zeff,  performed 
miracles  on  that  day.  In  addition  to  replacing  my  aortic  valve  and 
ascending  aorta,  he  also  made  a  graft  from  my  ascending  aorta  to 
the  femoral  artery  in  my  leg  because  of  damage  to  other  portions 
of  my  aorta.  This  procedure  had  never  been  tried  before.  And  thank 
God  for  me,  it  was  successful. 

As  a  result  of  the  fine  work  of  this  surgeon,  the  continuing  care 
of  my  cardiologist,  Prasad  Palakurthy,  and  the  research  that  I  am 
asking  you  to  support,  I  am  a  productive  member  of  society  and  am 
able  to  testify  before  you  today. 

But  my  story  doesn't  end  here.  After  finding  out  that  I  had 
Marfan  Syndrome,  it  was  time  to  test  the  rest  of  the  family.  Then, 
there  wasn't  a  definitive  test  that  could  tell  if  you  did  or  did  not 
have  Marfan  Syndrome.  The  only  way  to  diagnose  it  was  a  physical 
examination,  and  even  then  it  was  just  an  educated  guess.  My  fa- 
ther, mother,  and  sisters  were  examined.  My  father  and  sisters 
were  found  to  have  enlarged  aortas  and  other  signs  of  the  syn- 
drome. In  addition,  my  sisters  and  I  each  have  two  children.  At 
first  glance,  we  thought  five  of  the  six  may  have  the  syndrome. 

My  family  was  one  of  the  first  to  contribute  blood  and  tissue 
samples  to  research  being  conducted  by  doctors  who  were  being 
funded  by  this  committee.  As  a  result  of  their  hard  work,  your  ap- 
proval of  the  funds  and  our  blood  and  tissue  samples,  a  definitive 
diagnosis,  with  the  right  variables,  now  exists  to  diagnose  Marfan 
Syndrome.  I  am  very  glad  to  say,  and  very  very  thankful  to  those 
of  you  sitting  before  me  today,  that  this  test  has  shown  that  my 
daughters  are  not  afflicted  with  Marfan  Syndrome.  This  was  the 
happiest  day  of  my  life. 

However,  my  joy  was  tempered  because  although  the  right  vari- 
ables did  not  exist  for  a  definitive  diagnosis,  two  of  my  nieces  and 
my  nephew  are  believed  to  be  affected.  It  doesn't  stop  here  either. 
In  July  of  this  year,  I  was  told  that  I  have  another  aneurysm  grow- 
ing in  my  lower  aorta.  And  I  live  with  the  prospect  of  a  sudden 
death  every  day.  I  have  lost  an  uncle,  a  grandmother,  and  I  fear 
I  will  lose  my  father,  to  this  insidious  killer. 

There  are  others  here  with  me  today  who  have  also  lost  loved 
ones  to  this  killer.  The  roll  call  of  death  due  to  Marfan  Syndrome 
could  fill  the  Congressional  Record.  The  sad  fact  is  that,  in  most 
cases,  if  diagnosed  early  enough,  the  syndrome  is  manageable.  It's 
not  a  terminal  illness.  I  had  seen  doctors  all  my  life,  served  in  the 
United  States  Marine  Corps  and  the  National  Guard,  but  no  one 
ever  saw  the  signs;  and,  as  a  result,  I  almost  died. 

Research  will  find  the  answers  to  Marfan  Syndrome  and  other 
heritable  disorders  of  connective  tissue.  This  research  has  and  will 
continue  to  make  a  big  difference  in  the  lives  of  American  families. 
In  endorsing  the  recommendations  of  the  NIAMS  coalition,  we  re- 
spectfully urge  Congress  to  invest  in  conquering  crippling,  chronic 
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and  sometimes  fatal  disorders,  by  providing  an  additional  $47  mil- 
lion for  NIAMS  for  fiscal  year  1995.  This  amount  will  bring  NIAMS 
to  parity  with  the  other  institutes  and  would  enable  it  to  support 
more  research  grants,  provide  more  training  and  career  develop- 
ment for  future  investigators,  conduct  urgently  needed  new  clinical 
trials,  and  expand  the  intramural  research  programs  now  under- 
way. 

On  behalf  of  the  coalition  and  the  members  of  the  National 
Marfan  Foundation,  I  would  like  to  thank  you  for  allowing  me  to 
testify  today. 

Thank  you. 

Mr.  Natcher.  Thank  you  very  much,  Mr.  Kiefer.  You  have  given 
us  a  excellent  statement. 

[The  prepared  statement  follows:] 
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Dedicated  to  the  fostering  of  research  of  Heritable  Disorders  of  the  Connective  Tissue 
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TESTIMONY  FOR  THE  UNITED  STATES  HOUSE  OF  REPRESENTATIVES 
SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES,  EDUCATION 
AND  RELATED  AGENCIES  APPROPRIATIONS 


Mr.  Natcher  and  members  of  the  Subcommittee,  the  members  of  the 
Coalition  for  Heritable  Disorders  of  Connective  Tissue  (CHDCT) 
thank  you  for  the  opportunity  to  provide  testimony  regarding  the 
budget  of  the  National  Institute  of  Arthritis,  Musculoskeletal 
and  Skin  Diseases  (NIAMS) . 

I  am  Scott  Kiefer,  a  member  of  the  Iowa  support  group  of  the 
National  Marfan  Foundation  which  is  a  charter  member  organization 
of  the   Coalition  for  Heritable  Disorders  of  Connective  Tissue 
(CHDCT) .   The  Coalition  is  an  umbrella  group  which  represents 
more  than  one  half  million  Americans  affected  by  heritable 
disorders  of  connective  tissue.   The  CHDCT  was  founded  in  1988  in 
order  to:  bring  about  greater  awareness  and  understanding  of 
heritable  disorders  of  connective  tissue  in  the  medical 
professions  and  the  public  at  large;  to  encourage  teaching  in  the 
schools  training  health  practitioners  that  will  help  them  to 
identify,  diagnose,  and  treat  the  various  heritable  connective 
tissue  disorders;  and,  to  foster  and  support  research.   There  are 
more  than  140  of  these  progressive  and  incurable  conditions,  most 
of  which  are  severely  handicapping;  many  can  be  fatal  -  including 
the  Marfan  syndrome. 

Approximately  4  0,000  Americans  such  as  myself  and  my  family  are 
affected  by  Marfan  syndrome.   This  genetic  disorder  affects  many 
body  systems  including  the  heart,  lungs,  eyes,  skin  and  skeletal 
system.   Because  of  the  skin  and  musculoskeletal  involvement,  the 
National  Institute  of  Arthritis  Musculoskeletal  and  Skin  Diseases 
(NIAMS)  is  the  primary  institute  within  the  National  Institutes 
of  Health  providing  basic  and  clinical  research  on  this 
condition.   This  is  the  case  for  the  other  member  agencies  of  the 
CHDCT  as  well  as  for  30  million  Americans  affected  by 
musculoskeletal  impairments  and  23  million  people  who  have 
diseases  of  the  skin. 

A  number  of  heritable  disorders  of  connective  tissue  have 
benefited  from  federal  funds  being  directed  through  the  National 
Institutes  of  Health.   For  example  in  1991  a  defect  on  chromosome 
15  was  discovered  and  more  recently  a  defective  gene  was 
identified  for  the  Marfan  syndrome.   We  can  only  hope  that 
funding  will  continue  to  be  available  so  that  this  discovery  can 
be  further  studied  to  bring  about  new  treatments  and  a  simple 
diagnostic  test  which  will  save  families  thousands  of  dollars  in 
extensive  evaluations  currently  necessary. 

Advancements  in  genetic  research  to  date  bring  hope  not  only  to 
people  with  Marfan  syndrome  but  to  many  patients  and  families 
affected  by  heritable  disorders  of  connective  tissue.   More 
dollars  are  needed  to  enable  NIAMS  to  fund  research  which  will 
take  advantage  of  the  scientific  technology  now  available  to  be 
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applied  to  many  disorders  and  diseases.   The  discoveries  to  date 
are  an  excellent  beginning  but  continued  funding  is  needed  to 
maintain  the  high  guality  of  science  currently  underway. 

We  believe  that  NIAMS'  sponsorship  of  a  Workshop  on  Heritable 
Disorders  of  Connective  Tissue  as  a  follow-up  to  a  workshop 
held  several  years  ago  is  critical  to  move  current  basic  research 
findings  into  practical  clinical  investigations.   Such  a  forum 
for  scientists  involved  in  connective  tissue  research  will 
promote  collaborations  in  the  best  interests  of  science  and 
humanity.   It  will  also  enable  the  participants  to  focus  on  and 
recommend  the  best  directions  for  future  studies. 

We  feel  strongly  that  collaborations  and  research  will  find  the 
answers  to  Marfan  syndrome  and  other  heritable  disorders  of 
connective  tissue  as  well  as  skin  diseases  and  other  conditions 
under  the  auspices  of  NIAMS.   NIAMS  research  has  and  will 
continue  to  make  a  vital  difference  in  the  lives  of  American 
families. 

The  Coalition  of  Heritable  Disorders  of  Connective  Tissue  is  a 
member  of  the  NIAMS  Coalition  which  represents  48  organizations. 
In  endorsing  the  recommendations  of  the  NIAMS  Coalition  we 
respectfully  urge  Congress  to  invest  in  conquering  crippling, 
chronic,  and  sometimes  fatal  diseases,  by  providing  an  additional 
$47  million  for  NIAMS'  for  FY  1995.   This  amount  will  bring  NIAMS 
to  parity  with  the  other  institutes  and  would  enable  NIAMS  to 
support  more  meritorious  approved  research  grants,  provide  more 
research  training  and  career  development  for  future 
investigators,  conduct  urgently  needed  new  clinical  trials,  and 
expand  the  intramural  research  programs  now  underway. 

The  CHDCT  supports  the  $47  million  budget  increase  for  NIAMS  as 
we  believe  that  this  is  necessary  for  the  long-term  positive 
health  benefits  of  all  people  affected  by  these  conditions. 
Adequate  research  on  the  molecular  level  is  rapidly  leading  to 
practical  diagnostic  testing  with  new  treatments  and  therapies 
possible  in  the  foreseeable  future.   This  is  not  a  dream  but  a 
necessity  for  all  patients  and  families  affected  by  these 
disorders. 

Diagnostic  tests  and  therapies  will  make  a  tremendous  positive 
impact  on  the  economic  well  being  of  this  great  country.   More 
and  more  Americans  will  be  able  to  be  productive;  this  will 
drastically  cut  the  burgeoning  health  care  costs  currently 
draining  our  nation's  economy. 

All  the  members  of  the  Coalition  for  Heritable  Disorders  of 
Connective  Tissue  and  the  patients  and  families  they  represent, 
join  me  in  thanking  this  Committee  and  Congress  for  continuing 
support  of  research  on  heritable  disorders  of  connective  tissue. 
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Tuesday,  February  1,  1994. 

WITNESS 
JAMES  K.  WALSH,  AMERICAN  SLEEP  DISORDERS  ASSOCIATION 

Mr.  Natcher.  Our  next  witness  is  Dr.  Walsh. 

Dr.  Walsh.  Thank  you,  Mr.  Chairman.  I  am  Dr.  James  Walsh. 
I  am  pleased  to  be  here  on  behalf  of  the  American  Sleep  Disorders 
Association.  Our  organization  represents  about  2  thousand  physi- 
cians and  researchers.  Our  mission  includes  caring  for  patients 
with  a  variety  of  sleep  disorders  but  also  fostering  research  and 
educating  the  public  and  health  care  professionals  about  sleep  dis- 
orders. 

We  appreciate  the  opportunity  to  comment  on  sleep  disorders  re- 
search within  NIH  for  1995.  As  recommended  by  the  National 
Commission,  Congress  founded  the  National  Center  for  Sleep  Dis- 
orders Research  when  it  passed  the  Revitalization  Act  during  the 
last  session.  For  the  first  time  ever,  a  federal  agency  was  given  the 
authority  and  the  responsibility  to  address  the  significant  health 
and  safety  issues  relating  to  sleep  disorders  and  deprivation. 

ASDA  supported  the  creation  of  the  center  and  believes  it  holds 
promise  for  widespread  consequences  for  untreated  sleep  disorders 
and  our  societies's  general  disregard  for  sleep.  Strong  support  for 
the  disorders  is  critical  because  40  percent  of  Americans  suffer 
from  sleep  disorders  and  many  do  not  obtain  sufficient  sleep.  The 
consequences  of  disorders  and  sleep  deprivation  are  not  trivial. 

On  my  way  here,  reading  the  Chicago  Tribune — probably  in  your 
district  Congressman  Porter — a  19-year-old  Wheaton  College  hock- 
ey player  died  as  a  result  of  a  person  driving  a  van  falling  asleep 
at  the  wheel.  This  happens  hundreds  of  thousands  of  time  every 
year  either  due  to  sleep  deprivation  or  sleep  disorder. 

In  addition  to  the  many  motor  vehicle  accidents,  many  industrial 
accidents  can  be  attributed  to  sleep-related  problems  such  as  work- 
ing on  the  night  shift.  Recently  an  Amtrak  train  was  derailed  in 
the  Alabama  bayou  and  it  is  probably  a  sleep-related  accident.  Cer- 
tainly weather  and  equipment  failure  were  factors.  Just  like  the 
Valdez  oil  spill,  it  occurred  when  the  person  was  in  a  sleep  zone, 
faced  with  decreased  attention  and  error.  Yet  little  is  done  to  im- 
prove alertness  and  improve  safety  for  shift  workers.  We  have  in- 
formation that  seratonin  administration  can  be  useful  for  shift 
workers,  yet  we  need  more  research  to  make  these  type  of  treat- 
ments practical  for  the  millions  of  night  workers  in  our  country. 

Just  as  importantly,  the  public  and  industry  need  to  learn  of  the 
risks  that  are  so  evident  to  people  in  our  field.  Research  in  this 
area  is  just  one  concrete  example  of  how  the  work  of  the  national 
sleep  center  can  benefit  society. 

For  fiscal  1994,  Congress  provided  an  increase  in  the  funding  for 
the  National  Heart  Lung  and  Blood  Institute  in  order  for  the  cen- 
ter to  be  established.  The  center  has  already  begun  its  work 
searching  for  a  director.  It  has  begun  the  appointment  process  for 
the  center's  advisory  board.  Further,  there  is  initial  work  being 
done  on  cardiopulmonary  disorders  and  further  pronouncements 
throughout  NIH  that  will  include  sleep  disorders  research. 

We  are  pleased  that  the  agency  has  developed  a  government- 
wide  plan  for  a  public  fairness  campaign.  This  will  help  millions  of 
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individuals  recognize  the  symptoms  of  untreated  sleep  disorders 
and  understanding  the  importance  of  sleep  on  health  and  quality 
of  life. 

The  National  Commission  on  Sleep  Disorders  recommended 
funding  for  the  national  center  in  the  amount  of  $33  million.  The 
ASDA  continues  to  support  this  recommendation.  Recognizing  the 
many  demands  on  the  resources  of  the  federal  government,  we  re- 
quest at  least  $20  million  be  allocated  in  fiscal  year  1995  to  the 
National  Heart  Lung  and  Blood  Institute  or  the  activities  of  the 
sleep  center.  This  would  support  at  least  the  fundamental  needs  of 
public  education  on  a  few  critical  research  questions. 

Thank  you  again  for  your  continuing  commitment  in  helping  mil- 
lions of  Americans  who  suffer  from  sleep  disorders  or  who  have 
been  victims  of  sleep-related  accidents. 

Mr.  NATCHER.  Thank  you  Dr.  Walsh.  You  have  given  us  an  excel- 
lent statement. 

[The  prepared  statement  follows:] 
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Good  morning.  I  am  Dr.  James  Walsh,  and  I  am  very  pleased  to  be 
here  today  on  behalf  of  the  American  Sleep  Disorders  Association. 
A  medical  and  scientific  society,  the  ASDA  represents  more  than 
2000  physicians  and  researchers.  Part  of  the  ASDA's  mission  is  to 
foster  research  in  the  field  of  sleep  medicine  and  to  educate  both 
the  public  and  health  care  professionals  about  sleep  disorders. 
The  ASDA  appreciates  this  opportunity  to  present  its  comments  on 
funding  for  sleep  disorders  within  the  National  Institutes  of 
Health  for  fiscal  year  1995. 

NATIONAL  CENTER  FOR  SLEEP  DISORDERS  RESEARCH  IS  ESTABLISHED 
As  recommended  by  the  National  Commission  on  Sleep  Disorders 
Research,  Congress  established  the  National  Center  for  Sleep 
Disorders  Research,  housed  within  the  National  Heart,  Lung,  and 
Blood  Institute,  when  it  passed  the  NIH  Revitalization  Act  during 
the  last  session.  For  the  first  time  ever,  a  federal  agency  has 
been  given  the  authority  and  responsibility  to  address  the 
significant  health  and  safety  issues  associated  with  sleep 
disorders  and  sleep  deprivation.  The  ASDA  firmly  supported  the 
creation  of  the  Center  and  believes  it  holds  much  promise  for 
reducing  the  widespread  consequences  of  untreated  sleep  disorders 
and  for  uncovering  more  of  the  mysteries  of  sleep. 

A  strong  National  Center  is  crucial  to  our  nation  as  problems  with 
sleep  affect  so  many  and  often  have  dire  consequences.  Forty 
million  American  adults  suffer  from  chronic  sleep  disorders,  such 
as  insomnia  and  sleep  apnea,  and  another  20  to  30  million  have 
intermittent  sleep  problems;  millions  more  at  any  given  time  have 
not  obtained  sufficient  sleep.  The  consequences  of  these  sleep 
disorders  and  common  sleep  deprivation  are  not  trivial:  they 
include  reduced  productivity,  lowered  cognitive  performance,  an 
increased  likelihood  of  accidents  (behind  the  wheel,  on  the  job, 
and  at  home) ,  a  higher  morbidity  and  mortality  risk,  and  a 
decreased  quality  of  life. 

More  specifically,  sleep-related  motor  vehicle  accidents  continue 
to  take  the  lives  of  our  citizens — young  and  old  alike — at  great 
emotional  and  financial  cost.  Yet  given  the  resources,  the 
National  Center  can  do  much  to  reduce  these  senseless  accidents. 
It  is  not  by  chance  that  the  number  of  alcohol-related  motor 
vehicle  accidents  has  declined  over  recent  years;  this  change  has 
occurred  in  conjunction  with  forceful  measures  to  educate  the 
public  about  the  consequences  of  driving  while  intoxicated.  The 
same  must  now  be  done  about  the  hazards  of  driving  while  drowsy. 

In  addition,  too  many  horrible  industrial  accidents  still  occur 
during  the  night  shift:  the  recent  tragedy  with  the  Amtrak  train  in 
the  Alabama  bayou  is  just  one  case.  Clearly,  weather  and  lack  of 
equipment  on  the  towboat  were  significant  factors  in  the  disaster, 
but,  like  the  Exxon  Valdez  grounding,  it  occurred  when  the 
operator's  sleep-wake  cycle  was  in  the  sleep  phase.  We  know  that 
workers  are  more  likely  to  be  inattentive,  to  have  slower  reaction 
times,  and  to  make  more  mistakes  during  the  hours  between  midnight 
and  6:00  a.m.   Yet  little  is  currently  done  to  improve  alertness 
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and  to  reduce  the  safety  risk  for  shiftworkers. 

Recent  research  shows  that  bright  light  therapy  can  help  adjust  a 
night  shift  workers'  circadian  rhythm  so  that  they  are  more  alert 
on  duty  and  can  sleep  better  during  the  day.  Likewise, 
administration  of  melatonin  shows  promise  for  treating  sleep 
problems  related  to  jet  lag  and  shift  work.  More  investigation  is 
needed  to  make  these  and  other  treatments  practical  for  millions  of 
workers.  Just  as  importantly,  the  public  and  industry  need  to 
learn  of  the  risks  that  are  so  evident  to  scientists.  Research  in 
this  area  is  just  one  concrete  example  of  how  the  work  of  the 
National  Center  can  benefit  American  society. 

FUNDING  AND  PROGRAMS  OF  THE  NATIONAL  CENTER  FOR  SLEEP  DISORDERS 
RESEARCH 

For  fiscal  year  1994,  Congress  provided  an  increase  in  the  funding 
for  the  National  Heart,  Lung,  and  Blood  Institute  in  order  to 
enable  the  Center  to  be  established.  The  Center  has  already  begun 
its  search  for  a  director  as  well  as  the  appointment  process  for 
the  Center's  Advisory  Board.  The  Center  is  also  working  on  a 
multi-year  research  initiative  in  cardiopulmonary  diseases  related 
to  sleep  disorders;  the  RFA  is  expected  soon.  Moreover,  the  Center 
has  been  working  with  the  various  NIH  agencies  (such  as  NINDS  and 
NIA)  to  develop  program  announcements  throughout  NIH  that  will 
encourage  research  proposals  in  sleep  disorders;  these  proposals 
would  receive  special  attention  in  the  peer  review  process. 

The  ASDA  is  particularly  pleased  that  the  Center  is  developing  a 
government-wide  plan  for  a  National  Sleep  Disorders  Public 
Awareness  Campaign.  Such  a  campaign  will  help  millions  of 
individuals  to  recognize  the  symptoms  of  untreated  sleep  disorders 
and  to  realize  the  importance  of  sleep  to  health  and  quality  of 
life.  Progress  on  the  campaign  has  already  commenced:  each  agency 
within  the  NIH  has  designated  its  ex-officio  representative  to  the 
scientific  Advisory  Board,  and  agencies  outside  of  NIH  will  soon 
designate  ex-officio  representatives  to  the  Center's  Advisory 
Board. 

The  National  Commission  on  Sleep  Disorders  Research  found  that  our 
federal  government  offers  no  publications  on  sleep  and  sleep 
disorders,  although  it  was  possible  to  obtain  free  booklets  from 
the  Consumer  Information  Center  of  the  General  Services 
Administration  entitled  "Home  for  Birds,"  "Hair:  A  Personal 
Statement,"  and  "The  Duck  Stamp  Story." 

Ignorance  about  sleep  is  not  limited  to  the  general  public.  The 
Commission  reported  that  "medical  school  and  residency  training 
programs  provide  few  insights  into  the  identification  and  treatment 
of  sleep  disorders,  sleep  deprivation,  and  circadian  disruptions. 
As  a  result,  only  a  very  few  physicians  are  sufficiently  well- 
trained  to  recognize  and  to  treat  their  patients'  sleep  disorders." 
In  fact,  one  survey  for  the  Commission  reported  at  73.6%  of  those 
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respondents  who  saw  a  physician  said  their  doctor  had  never 
inquired  about  their  sleep.  The  Commission  also  found  that,  on 
average,  a  person  with  narcolepsy  had  to  see  five  physicians  over 
fifteen  years  before  receiving  the  proper  diagnosis. 

The  National  Commission  specifically  recommended  that  $3.25  million 
be  provided  to  the  Center  for  a  public  awareness  campaign,  and  thus 
the  Center  is  developing  a  government-wide  plan  for  a  National 
Sleep  Disorders  Public  Awareness  Campaign.  In  addition,  it  was 
recommended  that  $4  million  be  appropriated  to  further  the 
education  of  health  care  professionals. 

The  ASDA  is  encouraged  that  the  Center  is  rapidly  initiating  these 
steps  necessary  to  fulfill  its  mandate.  In  order  for  the  Center's 
important  work  to  proceed,  the  National  Commission  on  Sleep 
Disorders  Research  recommended  the  following  levels  of  funding  (in 
millions  of  dollars)  for  the  Center: 

National  Center  $16.40 

Strengthening  of  ongoing  programs  55.80 

Accountability  in  federal  agencies  1.10 

Training  and  career  development  2.50 

Education  of  health  professionals  4.00 

Public  awareness  campaign  3.25 

Total  $83.05 

The  ASDA  continues  to  support  this  recommendation.  However,  in 
light  of  the  many  demands  the  federal  government  has  on  its 
resources,  we  request  that  at  least  $20  million  be  allocated  in  FY 
1995  to  the  NHLBI  for  the  activities  of  the  Center.  This  level  of 
funding  would  support  the  rudimentary  issues  of  public  education 
and  critical  research  questions.  Considering  the  widespread 
prevalence  of  sleep  disorders  and  sleep  deprivation,  not  to  mention 
the  devastating  and  costly  consequences,  our  country  cannot  afford 
to  let  this  opportunity  pass  by. 

The  ASDA  strongly  encourages  the  Committee  to  appropriate 
$1,392,889,200  for  the  National  Heart,  Lung,  and  Blood  Institute  so 
that  the  Center  can  continue  to  proceed  successfully  in  answering 
its  charge  to  conduct  research  and  to  educate  the  public. 

Thank  you  again  for  giving  the  ASDA  this  opportunity  to  testify 
before  your  subcommittee,  and  more  importantly,  for  your  commitment 
to  helping  the  millions  of  Americans  who  suffer  from  sleep 
disorders  and  the  millions  more  who  have  been  or  may  be  victims  of 
sleep-related  accidents. 
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Mr.  Natcher.  Mr.  Porter,  I  yield  to  you. 

Mr.  Porter.  Thank  you,  Mr.  Chairman. 

Dr.  Walsh,  you  are  probably  aware  that  this  is  an  area  that  I 
have  taken  a  very  active  interest  in  for  a  long  time,  almost  since 
I  first  came  to  the  subcommittee.  I  am  glad  you  mentioned  public 
awareness.  I  think  part  of  the  problem  is  that  people  don't  realize 
that  there  are  sleep  disorders  and  don't  have  awareness  of  the  fact 
that  there  is  a  way  to  address  the  problem. 

While  we  need  money  for  research,  we  also  need  an  effort  at  pub- 
lic education,  as  you  mentioned.  What  can  the  departments  of  gov- 
ernment do  and  which  ones  could  be  involved  if  you  did  a  full  court 
press  on  public  education  in  this  area? 

Dr.  Walsh.  I  think  now  that  we  have  a  National  Center  for 
Sleep  Disorders  Research  that  is  the  natural  place  to  carry  on  a 
public  awareness  campaign.  It  should  be  integrated  with  the  De- 
partment of  Transportation,  as  many  of  our  accidents  are  on  the 
highways.  I  think  if  we  can  get  the  message  out  that  sleepiness  is 
just  as  bad  as  alcohol  while  driving,  we  will  save  a  lot  of  lives  and 
a  lot  of  money. 

Mr.  NATCHER.  Thank  you  very  much,  doctor.  You  have  given  us 
an  excellent  statement. 


Tuesday,  February  1,  1994. 

WITNESS 
C.  WAYNE  BARDIN,  M.D.,  ENDOCRINE  SOCIETY 

Mr.  Natcher.  Dr.  Bardin. 

Dr.  Bardin.  Mr.  Chairman,  I  am  Wayne  Bardin,  President  of  the 
Endocrine  Society,  an  organization  which  represents  more  than 
7,600  physicians  and  scientists. 

Endocrinology  is  the  field  of  science  concerned  with  hormones 
and  diseases  of  the  endocrine  system,  which  includes  the  hormone 
secreting  glands  such  as  the  pituitary,  thyroid,  adrenal,  pancreas, 
parathyroid,  ovary  and  testis,  and  the  cells  of  most  organs,  includ- 
ing the  brain,  heart,  lungs,  and  digestive  tract,  which  produce  hor- 
mones. The  hormones  produced  by  the  endocrine  system  are  the 
chemical  messengers  that  regulate  the  functions  of  all  tissues  and 
cells.  Thus,  the  science  of  endocrinology  is  fundamental  to  the  basic 
functioning  of  the  human  body  and  integral  to  the  practice  of  medi- 
cine for  infants,  children,  adolescents,  and  adults. 

Through  research,  we  know  that  hormones  play  an  important 
role  in  how  we  reproduce,  develop,  mature,  and  age.  Fundamental 
research  on  the  actions  of  hormones  have  explained  some  of  the  es- 
sential functions  of  life  itself — how  we  think,  resist  infections,  regu- 
late blood  pressure,  utilize  the  energy  derived  from  food,  and  cope 
with  stress.  Since  hormones  have  effects  on  almost  all  organs  of  the 
body,  they  also  influence  the  onset  and  course  of  many  diseases. 
Thus,  the  field  of  endocrinology  encompasses  disorders  that  are 
among  the  most  common  in  medicine  and  that  have  an  enormous 
impact  on  human  health  and  medical  care  costs. 

Hormones  can  not  only  be  used  to  treat  endocrine  disorders  that 
are  difficult  and  debilitating,  but  they  also  play  a  unique  role  in 
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the  causation,  manifestation  and  treatment  of  diseases  that  are  at- 
tributed to  other  organ  systems,  and  that  are  major  causes  of  death 
and  disability.  As  a  consequence,  endocrinology  research  holds  hope 
for  the  tens  of  millions  of  Americans  with  diabetes,  osteoporosis, 
cardiovascular  disease,  cancer,  arthritis,  infertility,  depression  and 
birth  defects. 

In  this  testimony  I  will  focus  on  major  advances  in  endocrinology. 
Endocrinology  is  spread  through  all  the  Institutes  at  NIH.  It  is  con- 
stituted primarily  in  the  National  Institute  of  Child  Health  and 
Human  Development  and  the  National  Institute  of  Diabetes  and 
Digestive  and  Kidney  Diseases. 

NICHHD  provides  the  scientific  basis  for  support  of  families  and 
children.  Fundamental  research  in  this  institute  provides  the 
knowledge  necessary  to  provide  contraception  and  infertility. 
Eighty-five  percent  of  all  men  and  women  will  use  contraception. 
The  use  of  modern  contraception  has  provided  women  control  over 
their  lives  and,  in  addition,  important  health  benefits  such  as  re- 
ducing ovarian  and  uterine  cancers.  Despite  these  advances,  10 
percent  of  the  adolescent  women  will  become  pregnant  each  year 
and  a  major  number  of  all  pregnancies  in  the  United  States  are  un- 
intended. New  research  on  contraceptives  to  address  these  needs 
are  required,  it  is  one  of  the  most  underfunded  areas  of  NIH  re- 
search. 

Another  opportunity  is  the  NICHHD-supported  research  on  fe- 
male barriers  methods  which  will  not  only  prevent  unintended 
pregnancy  but  will  protect  women  against  sexually  transmitted  dis- 
eases, including  HIV.  Women  must  now  rely  on  an  activity  of  a 
man  to  prevent  these  diseases.  The  Endocrine  Society  joins  with 
the  Friends  of  the  NICHHD  Coalition  in  recommending  a  appro- 
priation of  $775  million  for  this  institute,  an  11  percent  increase. 

Turning  to  NIDDK,  this  institute  supports  research  that  should 
support  results  in  ways  to  reduce  breast  and  prostate  cancer,  just 
as  contraceptives  have  reduced  ovarian  and  uterine  cancer,  a 
major,  major  effect  on  medical  care  costs.  Hip  fractures  in  the  25 
million  Americans  with  osteoporosis  cost  more  than  $10  billion  a 
year,  about  what  the  NIH  budget  is. 

Research  to  identify  patients  needing  better  hormone  treatment 
will  markedly  reduce  the  cost  of  caring  for  these  patients.  Another 
example  of  cost  reduction  through  research  is  a  study  indicating 
that  the  careful  control  of  blood  sugar  levels  in  diabetics  reduces 
the  risk  of  life-threatening  complications  by  as  much  as  75  percent. 

Research  is  needed  so  this  benefit  can  be  realized.  The  Endocrine 
Society  and  the  NIDDK  Coalition  recommend  an  appropriation  of 
$798  million  for  this  institute,  a  11  percent  increase. 

The  society  is  pleased  with  the  appointment  of  Harold  Varmus 
to  direct  the  NIH  and  concurs  with  him  on  the  importance  of  basic 
research.  NIH  funds  are  also  needed  to  support  fellowships  for  the 
next  generation  of  biomedical  scientists  who  will  make  tomorrow's 
discoveries. 

In  order  to  preserve  our  Nation's  outstanding  record  in  achieve- 
ments in  biomedical  research,  we  recommend  $11.95  billion  for 
NIH.  This  modest  9  percent  increase  will  allow  NIH  to  fund  30  per- 
cent of  the  approved  research  grants.  The  new  technologies  devel- 
oped by  this  research  will  result  in  new  opportunities  for  industry, 
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create  new  jobs  and  increase  the  competitiveness  of  America.  In 
this  testimony,  I  have  illustrated  how  long-term  investments  will 
reduce  frequent  costs  in  the  future.  The  best  reason,  however,  to 
invest  in  medical  research  remains  the  most  fundamental:  It  re- 
duces human  suffering  and  improves  the  quality  of  life. 

Mr.  Chairman,  on  behalf  of  the  members  of  the  Endocrine  Soci- 
ety, I  thank  you  for  this  opportunity  to  appear  before  you.  I  would 
be  happy  to  answer  any  questions  you  may  have. 

Mr.  Natcher.  Thank  you,  Dr.  Bardin.  You  have  given  us  an  ex- 
cellent statement. 

[The  prepared  statement  follows:] 
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Statement  of  C.  Wayne  Bardin,  M.D. 

President,  The  Endocrine  Society 

February  1,  1994 

Chairman  Natcher,  Mr.  Porter,  members  of  the  committee,  I  am  Dr.  C.  Wayne  Bardin,  President 
of  The  Endocrine  Society,  an  organization  which  represents  more  than  7600  physicians  and 
scientists.  The  Endocrine  Society  is  the  world's  largest  and  most  active  organization  devoted  to 
research  on  hormones  and  the  clinical  practice  of  endocrinology.  Since  our  founding  in  1916, 
the  Society  has  had  a  distinguished  tradition  of  achievement  in  biomedical  research  in 
endocrinology.  Included  in  our  membership  are  Nobel  Laureates,  members  of  the  National 
Academy  of  Sciences,  as  well  as  the  Institute  of  Medicine,  and  the  Surgeon  General  of  the 
United  States. 

Endocrinology  is  the  field  of  science  concerned  with  hormones  and  diseases  of  the  endocrine 
system,  which  includes  the  hormone  secreting  glands  such  as  the  pituitary,  thyroid,  adrenal, 
pancreas,  parathyroid,  ovary  and  testis,  and  the  cells  of  most  organs,  including  the  brain,  heart, 
lungs,  and  digestive  tract,  which  produce  hormones.  The  hormones  produced  by  the  endocrine 
system  are  the  chemical  messengers  that  regulate  the  functions  of  all  tissues  and  cells.  Thus,  the 
science  of  endocrinology  is  fundamental  to  the  basic  functioning  of  the  human  body  and  integral 
to  the  practice  of  medicine  for  infants,  children,  adolescents,  and  adults.  Through  research,  we 
know  that  hormones  play  an  important  role  in  how  we  reproduce,  develop,  mature,  and  age. 
Fundamental  research  on  the  actions  of  hormones  have  explained  some  of  the  essential  functions 
of  life  itself  -  how  we  think,  resist  infections,  regulate  blood  pressure,  utilize  the  energy  derived 
from  food,  and  cope  with  stress. 

Since  hormones  have  effects  on  almost  all  organs  of  the  body,  they  also  influence  the  onset  and 
course  of  many  diseases.  Thus,  the  field  of  endocrinology  encompasses  disorders  that  are  among 
the  most  common  in  medicine  and  that  have  an  enormous  impact  on  human  health  and  medical 
care  costs.  Hormones  can  not  only  be  used  to  treat  endocrine  disorders  that  are  difficult  and 
debilitating,  but  they  also  play  a  unique  role  in  the  causation,  manifestation  and  treatment  of 
diseases  that  are  attributed  to  other  organ  systems,  and  that  are  major  causes  of  death  and 
disability.  As  a  consequence,  endocrinology  research  holds  hope  for  the  tens  of  millions  of 
Americans  with  diabetes,  osteoporosis,  cardiovascular  disease,  cancer,  arthritis,  infertility, 
depression  and  birth  defects. 

There  is  a  long  list  of  NIH  supported  research  breakthroughs  which  have  extended  the  length  and 
improved  the  quality  of  the  lives  of  our  citizens.  The  federal  investment  in  biomedical  research 
is  one  of  the  most  important  reasons  that,  despite  its  well  documented  problems,  American  health 
care  is  the  best  in  the  world.  In  endocrinology,  research  has  led  to  the  discovery  of  hormones 
and  the  use  of  these  hormonal  messengers  for  the  treatment  and  prevention  of  disease.  This 
testimony  will  focus  on  how  major  advances  in  endocrinology  have  improved  the  quality  of 
human  life  and  offer  opportunities  for  reducing  the  costs  of  medical  care. 
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Just  as  the  endocrine  system's  impact  is  spread  throughout  the  body,  endocrine  research  is  spread 
throughout  all  of  the  NTH  Institutes.  The  majority  of  research  in  endocrinology,  however,  is 
conducted  by  two  institutes:  the  National  Institute  for  Child  Health  and  Human  Development 
(NICHD)  and  the  National  Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases  (NIDDK). 

Families  are  at  the  center  of  our  society,  and  ensuring  their  welfare  is  a  crucial  task  for  all  of  us. 
Research  funded  by  the  National  Institute  of  Child  Health  and  Human  Development  provides  the 
scientific  basis  to  provide  support  to  families  and  children.  The  outcome  of  this  research  benefits 
a  significant  part  of  the  population  of  the  United  States. 

Fundamental  research  on  reproduction  has  provided  the  knowledge  base  necessary  to  provide 
contraception  and  treat  infertility,  as  well  as  other  disorders  of  the  reproductive  systems  such  as 
precocious  puberty  and  premature  labor. 

Nearly  one  in  five  American  couples  will  seek  treatment  for  infertility  and  85%  of  women  and 
men  will  use  contraception  during  some  portion  of  their  reproductive  lives.  The  use  of  modern 
contraceptives  has  provided  women  control  over  their  lives  for  the  first  time  in  history;  allowing 
them  to  choose  when  to  have  children.  In  addition,  hormonal  contraceptives  provide  important 
health  benefits  such  as  reducing  risk  for  uterine  and  ovarian  cancer. 

Despite  these  advances,  10%  of  adolescent  females  become  pregnant  each  year,  and  a  major 
portion  of  pregnancies  in  the  U.S.  are  unplanned.  New  research  on  contraceptives  to  address 
these  needs  is  required.  NICHD's  contraceptive  research  centers  and  reproductive  medicine 
network  can  make  valuable  contributions  in  research  and  the  treatment  of  reproductive  problems, 
but  so  far  have  not  done  all  that  they  could  due  to  inadequate  funding. 

Of  particular  importance  at  this  time  are  NICHD  supported  research  programs  investigating 
exciting  new  work  on  female  barrier  methods  that  will  not  only  protect  women  against  unwanted 
pregnancy,  but  against  sexually  transmitted  diseases,  (STD's)  including  HTV.  Important  advances 
have  been  made  towards  the  development  of  a  post-coital  or  "morning  after"  pill  Such  methods 
could  prevent  up  to  50%  of  the  unplanned  pregnancies,  too  many  of  which  would  otherwise 
result  in  abortion. 

To  support  this  important  research,  The  Endocrine  Society  is  pleased  to  join  with  its  colleagues 
in  the  Friends  of  NICHD  coalition  in  recommending  an  FY  1995  appropriation  of  $775  million 
dollars.  This  recommendation  supports  the  Professional  Judgement  Budget  of  the  NICHD,  and 
will  provide  for  significant  increases  in  all  major  programs  at  the  Institute. 

Among  the  more  exciting  areas  of  research,  and  one  in  which  continued  work  is  vital,  is  on  the 
endocrine  aspects  of  cancer.  NTDDK  supported  scientists  are  exploring  linkages  between  the 
endocrine  system  and  prevention  and  treatment  of  breast  and  prostate  cancer.  This  research 
should  result  in  ways  to  reduce  the  incidence  of  these  cancers  just  as  hormonal  contraception  has 
reduced  ovarian  and  uterine  cancer. 
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Osteoporosis  affects  as  many  as  25  million  Americans  each  year.  Hip  fractures  related  to 
osteoporosis  alone  cost  the  nation  more  than  $10  billion  each  year.  Additional  billions  are  spent 
to  help  patients  with  osteoporosis  forced  into  nursing  homes  because  the  disease  has  immobilized 
them.  Research  to  identify  patients  at  risk  for  osteoporosis  and  better  hormone  treatments  will 
markedly  reduce  the  cost  of  caring  for  patients  with  this  disorder. 

Another  recent  example  of  how  research  reduces  loss  of  life,  pain  and  expense  was  provided  by 
the  Diabetes  Control  and  Complications  Trial  (DCCT).  This  study  indicates  that  careful  control 
of  blood  sugar  levels  in  diabetics  reduces  the  risk  of  life  threatening  complications  by  as  much 
as  75%.  Research  to  help  develop  more  effective  means  of  achieving  control  of  blood  sugar  will 
dramatically  reduce  the  cost  of  managing  the  complications  of  diabetes. 

In  order  to  maintain  the  excellent  record  of  the  NIDDK,  The  Endocrine  Society  recommends  an 
appropriation  of  $798  million.  We  are  joined  in  this  recommendation  by  the  many  other  member 
organizations  of  the  NTDDK  coalition.  This  11.5%  increase  in  the  NIDDK  would  support  over 
2000  research  projects,  61  research  centers,  223  research  career  awards,  and  950  trainees. 

The  Endocrine  Society  is  pleased  with  the  appointment  of  Dr.  Harold  Varmus  to  direct  the  NIH, 
and  concur  with  him  on  the  importance  of  basic  research.  Medical  science  advances  when 
conditions  are  improved  throughout  the  process  --  from  bench  to  bedside.  Specific,  disease- 
focused,  treatment-oriented  research  is  important,  but  basic  research  still  holds  the  key  to  most 
fundamental  advances. 

In  addition  to  providing  the  funding  so  vital  to  basic  research  today,  NIH  funds  support  the  next 
generation  of  medical  scientists  who  will  make  tomorrow's  discoveries.  Through  fellowship 
grants  to  graduate  students  and  post-doctoral  researchers,  NTH  funds  provide  vital  support  to  these 
young  scientists.  Too  often,  we  see  evidence  of  our  nation's  most  talented  young  people  turning 
away  from  science  because  of  the  financial  uncertainties.  The  experience  gained  from  working 
on  NIH  supported  research  can  help  reverse  that  trend. 

In  order  to  preserve  and  advance  our  nation's  outstanding  record  of  achievement  in  biomedical 
research,  we  are  recommending  $11.95  billion  for  NTH.  This  modest  9%  increase  in  funding 
would  allow  NTH  to  fund  at  least  30  percent  of  new  and  competing  renewal  research  projects  in 
FY  1995.  Investigator-initiated,  peer-reviewed  research  grants  are  the  heart  and  soul  of  NTH. 
In  this  recommendation  we  join  the  members  of  the  Ad  Hoc  group  for  biomedical  research. 

In  conclusion,  NIH  provides  resources  for  cutting-edge  research  and  funds  for  training  the  next 
generation  of  researchers.  Its  investigations  will  continue  to  identify  the  mechanisms  of  disease 
and  improve  treatment  options.  Development  of  new  technologies  will  result  in  new 
opportunities  for  industry,  provide  jobs  and  improve  the  competitiveness  of  the  United  States. 


Much  can,  has  and  will  be  said  about  the  virtues  of  biomedical  research.  A  recent  poll  by  Louis 
Harris  shows  that  a  clear  majority  of  Americans  favor  increased  funding  for  medical  research. 
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Many  studies  point  out  the  wisdom  of  making  the  long  term  investment  in  research  which 
reduces  treatment  costs  later.  The  best  reason  to  invest  in  medical  research  though,  remains  the 
most  fundamental:  it  reduces  human  suffering  and  improves  quality  of  life. 

On  behalf  of  the  members  of  the  Endocrine  Society,  I  again  thank  you  for  the  opportunity  to 
present  our  views.  The  scientists  and  clinicians  in  the  Society,  and  the  patients  they  treat  all  owe 
a  debt  of  gratitude  to  Congress  and  to  this  subcommittee.  Your  generous  support  of  NIH  has 
provided  the  resources  which  have  made  possible  many  important  advances.  I  hope  we  can 
continue  to  count  on  that  support  I  will  be  happy  to  answer  any  questions  any  members  of  the 
committee  might  have. 
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Tuesday,  February  1,  1994. 

WITNESS 
RACHEL  SCHLESINGER  MENTAL  HEALTH  LIAISON  GROUP 

Mr.  Natcher.  Our  next  witness  is  Mrs.  Schlesinger. 

In  the  room  at  this  time  with  Mrs.  Schlesinger,  we  have  Mrs.  Do- 
menici  and  Mrs.  Alan  Simpson,  whose  husbands  all  down  through 
the  years  have  worked  with  us  on  these  programs.  We  want  you 
both  to  know  we  appreciate  it.  They  are  outstanding  Senators,  both 
of  them.  They  have  helped  us  and  we  appreciate  it.  Thank  you  very 
much. 

Now  Mrs.  Schlesinger,  we  will  be  pleased  to  hear  from  you. 

Mrs.  SCHLESINGER.  Thank  you,  Mr.  Chairman,  Mr.  Porter,  distin- 
guished Members  of  this  committee.  My  name  is  Rachel  Schles- 
inger and  I  am  here  to  testify  today  on  behalf  of  the  Mental  Health 
Liaison  Group  Budget  and  Appropriations  Committee.  I  want  to 
thank  you.  You  have  created  an  atmosphere  here  for  many  of  us 
who  have  never  done  this  before  that  we  feel  we  can  speak  quite 
comfortably. 

Nearly  40  million  American  adults  suffer  from  mental  or  addict- 
ive disorders.  My  son  Thomas  is  one  of  them.  Tom  is  schizo-affec- 
tive  meaning  schizophrenia  and  depression  afflicted.  Tom  is  27 
now.  He  attends  Marymount  College  near  our  home  in  Virginia.  He 
is  bright,  responsible,  and  has  a  good  sense  of  humor.  But,  I  must 
add,  things  were  not  always  this  way.  When  Tom  was  an  adoles- 
cent, teachers  began  to  notice  behavioral  problems  in  him;  at  the 
time,  my  husband  and  I  thought  that  this  was  part  of  being  a  teen- 
age boy.  As  things  got  worse,  much  worse,  Tom  had  to  drop  out  of 
high  school. 

Over  the  years  there  were  three  breakdowns.  There  were  violent 
episodes.  There  was  threat  of  suicide.  Interspersed  with  this  were 
heroic,  disastrous  attempts:  enlistment  in  the  Navy  with  an  honor- 
able discharge;  a  terrible  struggle  and  matriculation  at  New  York 
University  in  which  the  school,  after  two  weeks,  told  my  husband, 
"you  need  to  come  and  get  him."  He  would  not  survive  college  or 
New  York.  He  also  had  problems  with  alcohol.  I  wince  when  I  say 
that  because  those  of  us  close  to  the  situation  know  it  is  self-medi- 
cation. 

As  Congress  continues  its  examination  and  debate  of  health  care 
reform,  I  suggest  to  you  that  research  has  been  reforming  health 
care  and  the  delivery  of  services  for  decades  to  my  son  and  those 
40  million  Americans  with  mental  illness;  with  your  support,  it  will 
continue  to  do  so. 

The  scientific  opportunities  that  present  themselves  to  the  re- 
searchers at  the  National  Institute  of  Mental  Health,  the  National 
Institute  on  Drug  Abuse,  and  the  National  Institute  on  Alcohol 
Abuse  and  Alcoholism  are  extraordinary;  the  new  Office  of  Behav- 
ioral and  Social  Science  Research  at  NIH  will  improve  support  of 
basic  and  applied  behavioral  and  social  science  research.  The  men- 
tal health  services  programs  of  the  Substance  Abuse  and  Mental 
Health  Services  Administration  at  the  Center  for  Mental  Health 
Services  are  breaking  new  ground.  While  the  social  burden  of  men- 
tal illness  is  difficult  to  compare  with  that  of  other  types  of  illness, 
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a  recent  Office  of  Technical  Assessment  report  stated  that,  "it  is 
generally  of  the  same  magnitude  as  cancer  and  heart  disease." 

The  state  of  treatment  when  our  son  was  17,  and  now,  Tom  is 
28,  is  due  to  the  research  that  is  being  done.  There  has  been  a  rev- 
olution. We  have  lived  through  the  turning  point  of  blaming  the 
family  to  the  new  understanding  of  the  biological  causes  and  effects 
of  mental  illness.  So  we  are  very  much  products  of  your  appropria- 
tions task. 

Drug  abuse  and  drug  addiction  impact  society  at  all  levels,  cost- 
ing our  Nation  over  $100  billion  each  year.  Drug  addiction  is  a  dis- 
ease characterized  by  changes  in  the  brain  and  behavior.  More 
than  15  million  Americans  suffer  from  alcoholism  or  alcohol  abuse. 
In  our  case,  we  do  understand  when  we  see  street  people  and  oth- 
ers that  it  is  often  to  escape  the  pain  of  mental  affliction.  Alcohol 
is  the  drug  used  by  most  Americans.  As  much  as  50  percent  of  mor- 
tality from  the  10  leading  causes  of  death  in  the  United  States  can 
be  traced  to  lifestyle.  The  MHLG  recommends  $5  million  for  the 
OBSSR. 

In  October  1992  mental  health  service  programs  and  research  at 
the  federal  level  were  separated  by  congressional  mandate.  Re- 
search went  with  the  National  Institute  of  Mental  Health  into  the 
National  Institutes  of  Health  and  services  were  placed  in  a  new 
Center  for  Mental  Health  Services  (CMHS)  within  an  overall  Sub- 
stance Abuse  and  Mental  Health  Services  Administration.  The  re- 
organization generated  considerable  enthusiasm  within  the  mental 
health  community,  which  saw  it  as  an  opportunity  to  reinvigorate 
federal  leadership  in  the  service  arena  and  recognize  the  growing 
stature  of  mental  health  research.  Unfortunately,  the  promise  has 
not  been  met. 

Instead,  reorganization  resulted  in  a  skeletal  Center  for  Mental 
Health  Services  lacking  the  resources  to  do  the  job  Congress  ex- 
pected from  it.  In  its  first  year  of  existence,  the  center  was  not  only 
short  of  staff  and  money  due  to  the  historical  neglect  of  services 
over  the  past  decade,  but  it  actually  saw  most  of  its  programs  lose 
funding  in  the  appropriations  process.  With  two  notable  exceptions, 
there  was  a  decrease  in  appropriations  between  fiscal  year  1992 
and  fiscal  year  1993  in  every  major  program  administered  by  the 
CMHS.  The  most  recent  appropriation  was  only  slightly  kinder  to 
the  struggling  new  center,  which  still  carries  legislative  mandates 
far  in  excess  of  its  capacity  to  deliver. 

The  Mental  Health  Liaison  Group  appreciates  the  uphill  efforts 
of  the  center  to  satisfy  the  many  program  demands  made  upon  it 
ranging  from  initiatives  for  homeless  persons  with  mental  illness, 
to  children's  mental  health  services,  systems  development,  and  pre- 
vention. But  in  the  final  analysis,  these  programs  require  adminis- 
trative oversight  and  implementation.  Both  the  programs  and  their 
administration  cost  money.  The  center  should  not  be  forced  to  jug- 
gle its  scarce  resources  between  direct  service  and  program  admin- 
istration because  of  budget  pressures.  It  should  not  be  compelled 
to  redirect  precious  dollars  away  from  programs  benefitting  persons 
with  mental  health  programs  to  meet  critical  administrative  needs. 

I  want  to  thank  you  for  the  opportunity  to  present  this  far-rang- 
ing program.  I  am  reminded  that  when  my  husband  was  Secretary 
of  Defense  and  we  were  visiting  our  family  farm  in  Ohio,  my  moth- 
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er,  the  farm  wife,  said,  "never  mind  about  the  mowing  and  the  this- 
tle cutting,  Jim,  you  keep  your  eye  on  the  big  things."  That  is  what 
I  would  like  to  say  to  this  committee.  The  mental  health  profes- 
sionals, the  families  and  those  struggling  with  mental  afflictions 
themselves  will  do  the  nitty-gritty  if  you  will  keep  your  eye  on  the 
big  things.  Thank  you. 

Mr.  Natcher.  Thank  you,  Mrs.  Schlesinger. 

[The  prepared  statement  follows:] 
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Chairman  Natcher,  Mr.  Porter,  distinguished  Members  of  this 
committee,  my  name  is  Rachel  Schlesinger,  and  I  am  here  to  testify 
today  on  behalf  of  the  Mental  Health  Liaison  Group  Budget  and 
Appropriations  Committee.  The  MHLG  represents  forty  seven  national 
provider,  professional,  research,  voluntary  health,  consumer,  and 
citizen  advocacy  organizations  concerned  about  mental  health, 
mental  illness,  and  substance  abuse. 

Nearly  40  million  American  adults  suffer  from  mental  or  addictive 
disorders.   My  son  Thomas  is  one  of  them.   Tom  has  schizophrenia. 

Tom  is  27  now.  He  attends  Mary  Mount  college  near  our  home  in 
Virginia.  He  is  bright,  responsible,  and  has  a  good  sense  of 
humor.   But,  I  must  add,  things  were  not  always  this  way. 

When  Tom  was  an  adolescent,  teachers  began  to  notice  behavioral 
problems  in  him;  at  the  time,  my  husband  and  I  thought  that  this 
was  part  of  the  natural  course  of  being  a  teenage  boy.  As  things 
got  worse,  much  worse,  Tom  had  to  drop  out  of  high  school.  He  had 
violent  episodes  and  three  "breakdowns."  It  was  a  difficult  time 
for  our  family. 

Tom  was  able  to  finish  high  school  at  an  alternative  school.  He 
scored  so  well  on  his  college  boards  that  New  York  University 
accepted  him.  However,  after  two  weeks,  the  school  called  us  and 
told  my  husband  and  me  to  come  and  get  him  —  he  could  not  survive 
college,  or  New  York.   After  Tom  came  home,  he  attempted  suicide. 

Tom  has  also  had  bouts  with  alcohol  abuse.  Throughout  all  of  this 
we  desperately  tried  to  find  the  proper  care  for  our  son.  Tom  is 
receiving  that  care  now.  We  were  lucky.  Our  story  --  Tom's  story 
—  is  a  success  story. 

The  ability  of  my  son,  and  so  many  like  him,  to  lead  productive 
lives  is  possible  due  to  the  biomedical  and  behavioral  research 
efforts  that  this  committee  and  this  government  have  supported  over 
time. 

As  Congress  continues  its  examination  and  debate  of  health  care 
reform,  I  suggest  to  you  that  research  has  been  reforming  health 
care  and  the  delivery  of  services  for  decades;  with  your  support, 
it  will  continue  to  do  so. 

The  scientific  opportunities  that  present  themselves  to  the 
researchers  at  the  National  Institute  of  Mental  Health  (NIMH) ,  the 
National  Institute  on  Drug  Abuse  (NIDA) ,  and  the  National  Institute 
on  Alcohol  Abuse  and  Alcoholism  (NIAAA)  are  extraordinary;  the  new 
Office  of  Behavioral  and  Social  Science  Research  (OBSSR)  at  NIH 
will  improve  support  of  basic  and  applied  behavioral  and  social 
science  research.  The  mental  health  services  programs  of  the 
Substance  Abuse  and  Mental  Health  Services  Administration  (SAMHSA) 
at  the  Center  for  Mental  Health  Service  (CMHS)  are  breaking  new 
ground.  Obviously,  time  will  only  permit  me  to  highlight  a  few  of 
these  endeavors.  However,  the  MHLG  will  provide  this  committee  and 


76 


the  Congress  with  its  best  professional  judgement  budget,  and  an 
analysis  of  the  Administration's  budget  with  regard  to  these 
programs,  after  the  release  of  President  Clinton's  budget  proposal. 

In  any  given  year,  22%  of  the  population  will  be  affected  by  mental 
disorders  such  as  major  depression,  schizophrenia,  manic-depressive 
illness  and  obsessive-compulsive  disorder.  Mental  illnesses  cost 
the  nation  a  staggering  $148  billion  in  1990  for  direct  and 
indirect  costs.  While  the  social  burden  of  mental  illness  is 
difficult  to  compare  with  that  of  other  types  of  illness,  a  recent 
OTA  Report,  The  Biology  of  Mental  Disorders,  stated,  "it  is 
generally  of  the  same  magnitude  as  cancer  and  heart  disease."  With 
adequate  funding,  the  NIMH  would  have  the  ability  to  vigorously 
pursue  its  National  Plans  on  Schizophrenia,  the  Decade  of  the 
Brain,  Child  and  Adolescent  Mental  Health,  and  Services  Research. 
For  research  and  training  initiatives  at  the  National  Institute  of 
Mental  Health  in  FY  1995,  the  MHLG  recommends  $730  million. 

Drug  abuse  and  drug  addiction  impact  society  at  all  levels,  costing 
our  nation  over  $100  billion  each  year.  Drug  addiction  is  a 
disease  characterized  by  changes  in  the  brain  and  behavior.  Stable 
support  is  necessary  for  research  ranging  from  basic  studies  of  how 
drugs  affect  the  central  nervous  system,  to  studies  of  the 
effectiveness  of  prevention  interventions,  and  research  on 
innovative  strategies  for  improving  treatment  services.  For  NIDA's 
research  and  training  initiatives  in  FY  1995,  the  MHLG  recommends 
$  529  million. 

More  than  15  million  Americans  suffer  from  alcoholism  or  alcohol 
abuse.  Alcohol  is  used  by  more  Americans  than  any  other  drug, 
including  tobacco.  In  1989,  109,000  deaths  were  alcohol  related. 
In  1990,  alcohol  abuse  and  alcoholism  cost  the  nation  almost  $100 
billion  in  morbidity,  mortality,  and  economic  vitality.  Adeguate 
research  and  training  funds  would  enable  the  NIAAA  to  increase  its 
focus  on  six  critical  areas:  health  services  research;  research 
on  women  and  minority  health;  medications  development;  research 
on  youth  and  alcohol;  and  prevention  research.  The  MHLG 
recommends  $210  million  for  NIAAA' s  research  and  training  budgets 
for  FY  1995. 

As  much  as  50  percent  of  mortality  from  the  10  leading  causes  of 
death  in  the  United  States  can  be  traced  to  lifestyle.  The  Office 
of  Behavioral  and  Social  Science  Research  at  NIH,  created  under 
P.L.  103-43,  will  not  only  develop  a  standard  definition  of 
behavioral  and  social  science  research,  but  will  also  identify 
those  areas  where  public  health  needs  warrant  increased  research  in 
these  fields.   The  MHLG  recommends  $5  million  for  the  OBSSR. 

In  October,  1992,  mental  health  service  programs  and  research  at 
the  Federal  level  were  separated  by  Congressional  mandate. 
Research  went  with  the  National  Institute  of  Mental  Health  into  the 
National  Institutes  of  Health  and  services  were  placed  in  a  new 
Center  for  Mental  Health  Services  (CMHS)  within  an  overall 
Substance  Abuse  and  Mental  Health  Services  Administration.   The 
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reorganization  generated  considerable  enthusiasm  within  the  mental 
health  community,  which  saw  it  as  an  opportunity  to  reinvigorate 
Federal  leadership  in  the  services  arena  and  recognize  the  growing 
stature  of  mental  health  research.  Unfortunately,  the  promise  has 
not  been  met. 

Instead,  reorganization  resulted  in  a  skeletal  Center  for  Mental 
Health  Services  lacking  the  resources  to  do  the  job  Congress 
expected  from  it.  In  its  first  year  of  existence,  the  Center  was 
not  only  short  of  staff  and  money  due  to  the  historical  neglect  of 
services  over  the  past  decade,  but  it  actually  saw  most  of  its 
programs  lose  funding  in  the  appropriations  process.  With  two 
notable  exceptions,  there  was  a  decrease  in  appropriations  between 
FY  1992  and  FY  1993  in  every  major  program  administered  by  the 
CMHS.  The  most  recent  appropriation  was  only  slightly  kinder  to  the 
struggling  new  Center,  which  still  carriers  legislative  mandates 
far  in  excess  of  its  capacity  to  deliver. 

The  Mental  Health  Liaison  Group  appreciates  the  uphill  efforts  of 
the  Center  to  satisfy  the  many  program  demands  made  upon  it  — 
ranging  from  initiatives  for  homeless  persons  with  mental  illness, 
to  children's  mental  health  services,  community  mental  health  block 
grants,  protection  and  advocacy  services,  systems  development,  and 
prevention.  But  in  the  final  analysis,  these  programs  require 
administrative  oversight  and  implementation.  Both  the  programs  and 
their  administration  cost  money.  The  Center  should  not  be  force  to 
juggle  its  scarce  resources  between  direct  service  and  program 
administration  because  of  budget  pressures.  It  should  not  be 
compelled  to  redirect  precious  dollars  away  from  programs 
benefitting  persons  with  mental  health  problems  to  meet  critical 
administrative  needs. 

It  is  essential  that  CMHS  have  an  adequate  and  stable  funding  base 
to  meet  its  statutory  responsibilities.  And,  in  most  cases,  as  you 
will  see  from  the  attached  list  of  our  recommendations  for  the 
Center,  this  means  further  increases.  But,  in  our  view,  anything 
less  is  an  intolerable  breach  of  faith  with  those  who  relied  on  the 
promise  of  reorganization  to  improve  Federal  leadership  in  mental 
health  services. 

Thank  you  for  the  opportunity  to  testify  before  you  today. 
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MHLG  RECOMMENDATIONS 
(Dollars  in  Millions) 


NIMH 
Research 

Research 
Training 

Research 
Mgmt . / Sup . 

TOTAL 

NIDA 

Research 

Research 
Training 

Research 
Mgmt . / Sup . 

TOTAL 


NIAAA 

Research 

Research 
Training 

Research 
Mgmt . / Sup . 

TOTAL 


FY  94 
Baseline 


MHLG 
Recommendation 


548.1 

690.7 

30.1 

39.1 

35.3 

37.0 

613.5 

766.8 

387.1 

511.2 

7.9 

17.4 

30.1 

40.4 

425.2 

579.0 

167.9 

204.3 

4.5 

6.0 

13.2 

14.5 

185.6 

224.8 
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MENTAL  HEALTH  LIAISON  GROUP 
COMMITTEE  ON  BUDGET  AND  APPROPRIATIONS 

FISCAL  YEAR  1995  APPROPRIATIONS  RECOMMENDATIONS 
FOR  MENTAL  HEALTH  SERVICES  PROGRAMS 


CENTER  FOR  MENTAL  HEALTH  SERVICES 

PROGRAM  FY  199S  REQUEST 

Mental  Health  Block  Grant  $450,000,000 

Children's  Mental  Health  $100,000,000 

Demonstration  Programs  (CSP/CASSP)  $36,000,000 

Prevention  $10,000,000 

Clinical  Training  $15,000,000 

Protection  and  Advocacy  $30,000,000 

ACCESS  (Homeless  Services  Demonstrations)  $31,000,000 

PATH  $200,000,000 

AIDS/Mental  Health  Training  $5,000,000 

AIDS/Mental  Health  Demonstrations  $15,000,000 

Statistical  Data  Collection  $30,000,000 

Direct  Operations  $24,000,000 

TOTAL  FY  1995  APPROPRIATION  REQUEST  $946,000,000 
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Mr.  Porter.  Mrs.  Schlesinger,  the  point  you  make  about  bio- 
medical research  and  the  cost  of  health  care  I  think  is  very,  very 
important  work.  Someone  said  not  long  ago  that  the  savings  be- 
cause of  Dr.  Salk's  polio  vaccine  was  enough  to  fund  NIH  from  the 
beginning  of  time,  one  discovery. 

It  was  amazing  to  me  that  as  we  had  the  directors  and  various 
institutes  come  before  the  subcommittee  for  testimony  that  all  but 
one  had  not  been  invited  to  sit  in  and  testify  on  the  Task  Force  on 
Health  Care  Reform.  I  think  we  ought  to  send  that  message  strong- 
ly that  in  fashioning  any  kind  of  health  care  reform  we  ought  to 
emphasize  the  role  of  biomedical  research  because  if  we  loose  our 
momentum,  it  will  cost  the  country  in  the  long  run  much,  much 
more  than  could  ever  be  regained. 

Mr.  Natcher.  Thank  you  very  much.  You  have  given  us  an  ex- 
cellent testimony. 


Tuesday,  February  1,  1994. 

WITNESS 
FRANK  FARLEY,  PH.D.,  AMERICAN  PSYCHOLOGICAL  ASSOCIATION 

Mr.  Natcher.  Our  next  witness  is  Dr.  Farley. 

Dr.  Farley.  Mr.  Chairman,  Members  of  the  subcommittee,  thank 
you  for  this  opportunity  to  testify  on  behalf  of  the  American  Psy- 
chological Association,  a  scientific  and  professional  organization 
representing  over  124  thousand  psychologists  in  the  United  States. 

My  name  is  Frank  Farley.  I  am  a  professor  at  the  University  of 
Wisconsin  at  Madison,  and  President  of  the  APA.  We  recognize  the 
difficult  decisions  that  you  have  before  you.  Because  we  believe 
that  one  of  the  best  investments  we  can  make  for  the  future  is 
working  to  prevent  mental  and  physical  problems,  our  rec- 
ommendations today  focus  on  the  need  for  increased  support  for 
prevention  research  and  services,  and  for  an  infrastructure  that 
can  support  these  activities.  APA's  written  testimony,  submitted 
for  the  hearing  record,  covers  a  broader  range  of  our  interests 
under  the  subcommittee's  jurisdiction. 

Last  week,  the  Institute  of  Medicine  released  their  report  enti- 
tled "Reducing  Risks  for  Mental  Disorders:  Frontiers  for  Preventive 
Intervention  Research,"  a  study  completed  at  the  request  of  Con- 
gress. As  longtime  advocates  for  prevention  research,  APA  has  fol- 
lowed the  development  of  this  report  carefully.  According  to  the 
IOM,  a  major  effort  is  needed  to  study  the  prevention  of  mental 
disorders,  along  with  a  national  commitment  to  implementing 
promising  prevention  programs.  Unfortunately,  rigorous  preventive 
intervention  research  on  mental  health  problems  has  received  little 
federal  support,  only  about  $20  million  per  year  across  all  federal 
agencies.  And,  few  researchers  have  been  trained  to  conduct  this 
type  of  research. 

APA  joins  the  IOM  in  recommending  an  increase  of  $50.5  million 
across  the  federal  government  to  create  a  robust  prevention  inter- 
vention research  agenda  for  mental  disorders.  This  relatively  mod- 
est investment  stands  to  pay  off  significantly  in  the  long  run  as 
interventions   are   developed   and   disseminated   that   prevent  the 
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onset  of  mental  health  disorders;  problems  that  cost  this  Nation 
billions  each  year  in  mental  and  physical  health  care  costs  and  lost 
productivity,  and  lead  to  untold  human  suffering  by  the  millions 
who  experience  these  problems,  and  their  loved  ones. 

The  prevention  of  emotional  disorders  is  one  of  the  most  exciting 
areas  of  mental  health  research  and  holds  significant  promise  for 
reducing  mental  health  problems  for  children,  youth,  and  adults. 
Prevention  services  research  has  been  supported  by  the  National 
Institute  of  Mental  Health  for  over  10  years.  Although  the  NIMH 
program  has  been  a  small  one,  this  research  has  led  to  major  ad- 
vances in  the  development  of  preventive  interventions,  particularly 
with  respect  to  mental  disorders  among  children  and  adolescents, 
suicide  attempts  among  adolescents  and  adults,  and  the  negative 
impacts  of  stress  on  young  adults. 

APA  strongly  urges  continued  support  for  the  NIMH  prevention 
services  research  demonstration  program,  and  recommends  funding 
in  the  amount  of  $22  million  to  expand  the  program,  including  the 
funding  of  additional  prevention  intervention  research  centers. 
With  training  in  research  methodology  and  in  human  behavior  and 
development,  many  psychologists  are  uniquely  equipped  to  conduct 
prevention  research.  And,  according  to  the  IOM  study,  the  great 
majority  of  prevention  intervention  researchers  are,  in  fact,  trained 
as  psychologists. 

Unfortunately,  there  is  a  serious  shortage  of  psychological  and 
other  scientists  trained  to  conduct  rigorous  prevention  research. 
Therefore,  APA  recommends  $12  million  additional  funds  at  NIH 
for  post-graduate  and  mid-career  training  of  prevention  research- 
ers. 

No  one  in  this  country  is  immune  to  the  effects  of  violence:  as 
victims,  witnesses,  or  perpetrators.  The  costs  of  violence  are  great: 
For  firearm  injuries  alone,  an  estimated  $1.4  billion  in  1990  in  di- 
rect expenditures  for  health  care  and  related  costs.  In  their  recent 
report,  "Violence  and  Youth:  Psychology's  Response,"  the  APA  Com- 
mission on  Violence  and  Youth  concluded,  based  on  psychological 
research,  that  violence  is  not  a  random,  uncontrollable,  or  inevi- 
table occurrence.  In  fact,  violent  behavior  is  learned. 

Promising  strategies  for  preventing  violence  are  emerging.  How- 
ever, many  programs  have  been  created,  without  scientific 
underpinnings,  and  few  preventive  interventions  have  been  rigor- 
ously evaluated.  APA  recommends  a  substantial  increase  in  the 
federal  commitment  to  preventive  intervention  research  focused  on 
violence. 

The  lack  of  a  national  commitment  to  support  research  on  effec- 
tive strategies  to  prevent  AIDS  has  been  repeatedly  cited  by  a  host 
of  independent  expert  advisory  groups.  Most  recently,  the  National 
AIDS  Commission  report,  "Behavioral  and  Social  Sciences  and  the 
HIV/AIDS  Epidemic,"  concluded  that  tremendous  opportunities  for 
substantial  movement  forward  in  preventing  HIV  infection  have 
been  lost  because  of  gross  underfunding  of  behavioral  and  social 
sciences  research  in  this  area.  We  recommend  an  appropriation  of 
$110  million,  out  of  a  recommended  $550  million  for  all  AIDS  re- 
search, for  funding  research  on  HIV  prevention. 

We  were  extremely  pleased  that  Congress  appropriated  $1.5  mil- 
lion for  the  Pelosi  AIDS  mental  health  demonstration  program  at 
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the  Center  for  Mental  Health  Services  last  year.  After  additional 
interest  in  this  program  was  generated  among  other  federal  agen- 
cies, collaborative  funding  from  NIMH  and  the  Health  Resources 
and  Services  Administration  brought  support  for  the  demonstration 
program  to  over  $4  million. 

One  of  the  goals  of  this  initiative  is  to  prevent  HIV  transmission 
by  reducing  high-risk  behaviors  by  persons  with  HIV  infection  and 
AIDS.  APA  recommends  $20  million  for  CMHS  AIDS  activities,  in- 
cluding the  Pelosi  demonstrations  and  the  AIDS  mental  health 
training  program. 

I  have  highlighted  just  a  few  of  the  areas  where  increases  in  sup- 
port for  prevention  research  now  can  have  big  payoffs  in  the  future. 
Thank  you  for  the  opportunity  to  testify  before  you  here  today. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  members  of  the  Subcommittee,  thank  you  for  this  opportunity  to  testify  on 
behalf  of  the  American  Psychological  Association  (APA),  a  scientific  and  professional 
organization  representing  over  124,000  psychologists.   My  name  is  Frank  Farley;  I  am  a 
professor  at  the  University  of  Wisconsin  at  Madison,  and  President  of  the  APA.   I  am  pleased 
to  testify  today  on  the  subject  of  Fiscal  Year  (FY)  1995  appropriations  for  the  National 
Institutes  of  Health  (NIH)  and  the  Substance  Abuse  and  Mental  Health  Services 
Administration  (SAMHSA).   In  addition  to  the  funding  recommendations  made  here,  we 
support  those  made  by  the  Mental  Health  Liaison  Group,  the  National  Organizations 
Responding  to  AIDS  (NORA),  the  Coalition  for  AIDS  Prevention  and  Education  (CAPE),  and 
the  Ad  Hoc  Group  for  Medical  Research  Funding.   Our  recommendations  today  focus  on  the 
need  for  increased  support  for  prevention  research  and  services,  and  for  an  infrastructure  that 
can  support  these  activities. 

Last  week,  the  Institute  of  Medicine  (IoM)  released  their  report  entitled  Reducing  Risks  for 
Mental  Disorders:   Frontiers  for  Preventive  Intervention  Research,  a  study  completed  at  the 
request  of  Congress.   As  longtime  advocates  for  prevention  research,  APA  has  followed  the 
development  of  this  report  carefully.   According  to  the  IoM,  a  major  effort  is  needed  to  study 
the  prevention  of  mental  disorders,  along  with  a  national  commitment  to  implementing 
promising  prevention  programs.   Unfortunately,  rigorous  preventive  intervention  research  on 
mental  health  problems  and  disorders  has  received  little  federal  support,  only  about  $20 
million  per  year  across  all  federal  agencies.   And,  few  researchers  have  been  trained  to 
conduct  this  type  of  research.   APA  joins  the  IoM  in  recommending  an  increase  of  $50.5 
million  across  the  federal  government  to  create  a  robust  prevention  intervention  research 
agenda  for  mental  disorders.   This  relatively  modest  investment  stands  to  pay  off  significantly 
in  the  long  run  as  interventions  are  developed  and  disseminated  that  prevent  the  onset  of 
mental  health  disorders;  problems  that  cost  this  nation  billions  each  year  in  mental  and 
physical  health  care  costs  and  lost  productivity,  and  lead  to  untold  human  suffering  by  the 
millions  who  experience  these  problems,  and  their  loved  ones. 

National  Institutes  of  Health  Prevention  Research  and  Training 

Research  supported  by  the  National  Institutes  of  Health  (NIH)  focuses  on  the  prevention  of  a 
wide  range  of  health  and  mental  health  problems:  substance  abuse,  heart  disease,  depression, 
cancer,  AIDS,  and  more.  Psychologists  and  other  behavioral  scientists  have  been  at  the 
forefront  of  much  of  this  research. 

The  prevention  of  emotional  disorders  is  one  of  the  most  exciting  areas  of  mental  health 
research  and  holds  significant  promise  for  reducing  mental  health  problems  for  children, 
youth,  and  adults.   Prevention  services  research  has  been  supported  by  the  National  Institute 
of  Mental  Health  (NIMH)  for  over  ten  years.   Although  the  NIMH  program  has  been  a  small 
one,  this  research  has  led  to  major  advances  in  the  development  of  preventive  interventions, 
particularly  with  respect  to  mental  disorders  among  children  and  adolescents,  suicide  attempts 
among  adolescents  and  adults,  and  the  negative  impacts  of  stress  on  young  adults.   APA 
strongly  urges  continued  support  for  the  NIMH  Prevention  Services  Research 
Demonstration  program,  and  recommends  funding  in  the  amount  of  $22  million  to 
expand  the  program,  including  the  funding  of  additional  prevention  intervention 
research  centers. 


85 


Appropriations  Subcommittee  on  Labor-HHS  -Education 
Page  -  2 

APA  is  very  pleased  to  see  that  the  newly  authorized  Office  of  Behavioral  and  Social 
Sciences  Research  (OBSSR)  is  now  being  established  in  the  Office  of  the  Director  of  NIH. 
This  new  office  can  serve  as  a  central  point  of  contact  and  expertise  for  the  NIH  Director  on 
questions  of  behavioral  and  social  influences  on  health  and  prevention  of  disease,  and  will 
make  it  easier  for  NIH  institutes  to  contribute  to  cross-cutting  research  projects.  The  Office 
of  the  Director  has  set  aside  $2  million  for  Fiscal  Year  1994  for  the  start-up  of  the  new 
Office.   APA  supports  an  appropriation  of  $5  million  for  the  OBSSR  for  its  first  full 
year  of  operation.  Fiscal  Year  1995. 

One  woman  in  nine  will  develop  breast  cancer  over  the  course  of  her  lifetime,  and  one  in 
thirty  will  die  from  the  disease.  This  mortality  rate  from  breast  cancer  has  remained  virtually 
unchanged  since  the  1930's.   And  although  there  are  known  risk  factors  for  breast  cancer, 
over  70  percent  of  the  women  who  develop  it  have  none  of  them.   Given  the  significant  gaps 
in  our  knowledge  of  how  to  prevent  breast  cancer,  the  NIH  Women's  Health  Initiative  clinical 
trial  which  is  testing  the  link  between  a  low-fat  diet  and  breast  cancer  is  doubly  important 
Knowing  of  this  committee's  interest  in  the  Women's  Health  Initiative,  APA  wishes  to  voice 
our  concerns  about  one  aspect  of  the  study  that  was  questioned  in  last  fall's  Institute  of 
Medicine  assessment  of  the  initiative.   The  IoM  recommended  that  the  primary  outcome  of 
the  dietary  portion  of  the  clinical  trial  be  changed  to  focus  on  cardiovascular  disease  rather 
than  breast  cancer.   If  this  recommendation  is  implemented,  it  will  likely  shorten  the  study 
and  make  it  impossible  for  the  effect  of  a  low-fat  diet  on  breast  cancer  incidence  to  be 
adequately  observed.  The  evidence  linking  diet  to  heart  disease  is  very  strong,  and  remaining 
research  questions  can  be  addressed  in  much  smaller  studies  than  the  Women's  Health 
Initiative.   It  has  been  observed  in  animal  studies,  and  is  suggested  by  epidemiological 
studies,  that  a  low-fat  diet  reduces  the  chances  of  getting  breast  cancer.   However,  there  has 
never  been  a  clinical  study  large  enough,  long  enough,  or  comprehensive  enough  to 
demonstrate  this  effect  in  humans.   The  Women's  Health  Initiative  is  likely  the  only  potential 
vehicle  to  answer  this  basic  question.   Women  who  are  at  risk  for  breast  cancer  need  to  know 
if  lowering  the  fat  in  their  diets  may  decrease  their  chances  of  contracting  this  terrible 
disease.   APA  urges  this  committee  to  direct  NIH  to  continue  the  Women's  Health 
Initiative  clinical  trial  as  currently  designed,  with  the  dietary  arm  of  the  clinical  trial 
focusing  primarily  on  breast  cancer  prevention. 

This  committee  has  always  been  interested  in  and  compassionate  toward  our  nation's  children, 
and  APA  applauds  this  special  focus.   Preventing  the  costly  and  tragic  illnesses  and  injuries 
of  childhood  is  justifiably  becoming  a  major  focus  of  research  initiatives  in  several  of  the 
NIH  institutes.   We  urge  the  committee  to  fully  fund  important  studies  of  adolescent 
health  and  infant  mortality  prevention  in  the  National  Institute  of  Child  Health  and 
Human  Development. 

APA  thanks  this  committee  for  its  support  of  a  very  important  national  research  study  on  the 
effects  of  various  types  of  day  care  on  child  development  The  National  Institute  of  Child 
Health  and  Human  Development  is  studying  over  1,000  children  in  ten  sites  around  the 
country  from  birth  through  age  7,  to  get  information  about  the  children's  adjustment  to 
school.  This  study  will  provide  needed  information  for  parents  and  policymakers  about  the 
environments  that  best  facilitate  early  learning  and  self-confidence.  This  study  will  also 
provide  better  data  on  the  care  and  development  of  minority  children  than  has  been  available 
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in  the  past   It  will  lay  the  groundwork  for  a  variety  of  prevention  efforts.  APA  urges  you  to 
fully  fund  NICHD's  request  for  the  child  day  care  project. 

With  training  in  research  methodology  and  in  human  behavior  and  development,  many 
psychologists  are  uniquely  equipped  to  conduct  prevention  research.   And,  according  to  the 
IoM  study,  the  great  majority  of  prevention  intervention  researchers  are,  in  fact,  trained  as 
psychologists.   Unfortunately,  there  is  a  serious  shortage  of  psychological  and  other  scientists 
trained  to  conduct  rigorous  prevention  research.  Therefore,  APA  recommends  $12  million 
additional  funds  at  NM  for  post-graduate  and  mid-career  training  of  prevention 
researchers. 

Violence  Prevention 

No  one  in  this  country  is  immune  to  the  effects  of  violence:   as  victims,  witnesses,  or 
perpetrators.   The  costs  of  violence  are  great:   for  firearm  injuries  alone,  an  estimated  $1.4 
billion  in  1990  in  direct  expenditures  for  health  care  and  related  costs,  $1.6  billion  in  lost 
productivity  from  injury-related  illness  and  disability,  and  $17.4  billion  in  lost  productivity 
from  premature  death.   In  their  recent  report  Violence  &  Youth:   Psychology's  Response,  the 
APA  Commission  on  Violence  and  Youth  concluded,  based  on  psychological  research,  that 
violence  is  not  a  random,  uncontrollable,  or  inevitable  occurrence.   In  fact,  violent  behavior  is 
learned.   Promising  strategies  for  preventing  violence  are  emerging.   However,  many 
programs  have  been  created  without  scientific  underpinnings,  and  few  preventive  interventions 
have  been  rigorously  evaluated.  APA  recommends  a  substantial  increase  in  the  federal 
commitment  to  preventive  intervention  research  focused  on  violence. 

AIDS  Prevention  Research  and  Services 

Today,  behavioral  approaches  are  the  only  effective  means  available  for  preventing  the  spread 
of  HTV-infection.   Psychologists  are  actively  involved  in  national  efforts  to  prevent  AIDS, 
through  participation  in  Centers  for  Disease  Control  and  Prevention  (CDC)  prevention 
services  initiatives,  conducting  primary  prevention  research  funded  by  NIH,  and  providing 
mental  health  services  supported  by  the  Center  for  Mental  Health  Services  (CMHS). 

The  lack  of  a  national  commitment  to  support  research  on  effective  strategies  to  prevent 
AIDS  has  been  repeatedly  cited  by  a  host  of  independent  expert  advisory  groups.   Most 
recently,  the  National  AIDS  Commission  report,  Behavioral  and  Social  Sciences  and  the 
HTV/AIDS  Epidemic,  concluded  that  tremendous  opportunities  for  substantial  movement 
forward  in  preventing  HIV  infection  have  been  lost  because  of  gross  underfunding  of 
behavioral  and  social  sciences  research  in  this  area.   We  recommend  an  appropriation  of 
$110  million  (out  of  a  recommended  $550  million  for  all  AIDS  research)  for  funding 
research  on  HTV  prevention. 

AIDS  prevention  services  at  both  the  CDC  and  SAMHSA  have  also  received  short  shrift 
Over  the  past  six  months  however,  CDC,  collaborating  with  groups  such  as  APA,  has  been 
working  to  reform  the  way  their  HTV  prevention  services  dollars  are  spent  proposing  a  model 
of  community-based  decisionmaking  informed  by  knowledge  developed  by  the  behavioral 
sciences.  APA  strongly  encourages  the  Committee  to  support  a  $95  million 
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appropriation  increase  for  CDC's  community  based  HTV  prevention  programming  for 
FY  1995.   Furthermore,  we  strongly  recommend  that  the  Committee  direct  that  some  of  those 
funds  be  used  to  develop  innovative  collaborations  between  service  providers  and  researchers 
working  in  this  area. 

We  were  extremely  pleased  that  Congress  appropriated  $1.5  million  for  the  Pelosi  AIDS 
Mental  Health  Demonstration  program  at  CMHS  last  year.   After  additional  interest  in  this 
program  was  generated  among  other  federal  agencies,  collaborative  funding  from  NIMH  and 
the  Health  Resources  and  Services  Administration  (HRS A)  brought  support  for  the 
demonstration  program  to  over  $4  million.   One  of  the  goals  of  this  initiative  is  to  prevent 
HTV-transmission  by  reducing  high  risk  behaviors  by  persons  with  HIV  infection  and  AIDS. 
APA  recommends  $20  million  for  CMHS  AIDS  activities,  including  the  Pelosi 
demonstrations  and  the  AIDS  mental  health  training  program. 

Children's  Mental  Health 

In  addition  to  the  prevention  initiatives  highlighted  in  this  testimony,  we  wish  to  call  attention 
to  an  important  services  initiative  for  children  with  severe  mental  and  emotional  disorders. 
Approximately  seven  million  American  children  suffer  from  a  diagnosable  mental  disorder. 
Although  one-quarter  of  these  children  have  severe  mental  and  emotional  disorders,  the  vast 
majority  (80%)  receive  either  no  treatment  or  inappropriate  care.   Thousands  are  placed  in 
treatment  facilities  in  states  other  than  their  own,  and  even  more  are  treated  in  expensive, 
inappropriate  settings  such  as  state  mental  hospitals.   Left  untreated  in  childhood,  these 
disorders  and  their  social  consequences  become  more  difficult  and  more  expensive  to  deal 
with  later  in  life. 

The  failure  to  provide  adequate  care  for  these  children  is  a  tragedy  largely  of  our  own 
making.   In  1981  President  Reagan  repealed  the  Community  Mental  Health  Systems  Act  prior 
to  its  being  implemented.   That  act  would  have  gone  far  toward  developing  the  system  of 
community-based,  comprehensive  mental  health  services  that  we  now  so  desperately  need. 

States  and  communities  around  the  country  have  made  efforts  to  establish  a  continuum  of 
mental  health  care  services  for  children,  largely  through  the  support  of  state  funds  and 
foundation  grants.   Recognizing  that  such  efforts  are  promising  but  underfunded,  in  1992 
Congress  established  a  new  Children's  Mental  Health  Services  Program  within  the  Center  for 
Mental  Health  Services.  This  program  supports  the  development  of  community-based, 
interagency  systems  of  care,  and  reflects  the  state-of-the-art  in  treating  children  with  serious 
emotional  disorders.   By  recognizing  the  unique  and  multiple  needs  of  children,  by  supporting 
a  broad  array  of  services,  and  by  requiring  collaboration  among  a  range  of  child-serving 
agencies— including  mental  health,  child  welfare,  juvenile  justice,  and  education— this  program 
holds  out  promise  for  improving  the  quality  and  availability  of  appropriate  child  mental  health 
services  while  reducing  expenditures  that  have  formerly  gone  to  expensive,  noncommunity- 
based  residential  care. 

The  Children's  Mental  Health  Services  Program  currently  funds  demonstrations  in  21 
communities  in  states  such  as  Montana,  Kentucky  and  Minnesota.  In  the  most  recent 
application  cycle,  quality  applications  from  communities  far  outstripped  the  funding  available. 


88 


Appropriations  Subcommittee  on  Labor-HHS-Education 
Page  -  5 

For  this  program  to  have  the  catalyst  effect  intended  by  Congress,  it  must  be  substantially 
expanded.  The  timing  is  especially  critical  in  that  the  information  provided  from  these 
evaluated  programs  will  shape  mental  health  service  delivery  policy  under  health  care  reform. 
APA  recommends  that  the  Committee  appropriate  $100  million  for  the  Children's 
Mental  Health  Services  Program  for  FY  1995. 

Center  for  Mental  Health  Services  Clinical  Training  Program 

It  is  our  understanding  that  the  Administration's  FY  95  budget  will  propose  that  the  very 
successful  Center  for  Mental  Health  Services  (CMHS)  Clinical  Training  Program  be 
combined  with  existing  programs  at  the  Substance  Abuse  and  Mental  Health  Services 
Administration  to  train  providers  of  substance  abuse  services  and  providers  of  AIDS-related 
mental  health  services.  We  find  this  proposal  inconsistent  with  the  prevention  goals  set  out  in 
the  Administration's  health  care  reform  proposal  and,  considering  the  urgency  and  the  priority 
set  on  substance  abuse  and  AIDS,  believe  it  is  unlikely  that  adequate  funds  will  be  targeted 
for  the  Clinical  Training  Program  under  such  an  arrangement  The  American  Psychological 
Association  urges  the  members  of  the  Subcommittee  not  to  accept  this  recommendation. 

Ensuring  that  there  is  a  well  trained  core  of  health  service  professionals  to  meet  public  need 
is  critical  as  the  nation  embarks  on  health  care  reform  with  the  ultimate  goal  of  guaranteed 
universal  coverage  for  all  Americans.   Psychologists  provide  a  range  of  important  health  and 
mental  health  services  that  are  essential  components  of  comprehensive  health  care  coverage. 
These  services  are  often  provided  to  high-risk  populations  (e.g.,  minorities,  children,  and 
adolescents)  in  underserved  areas  (e.g.,  rural  and  inner-city  settings).   Funding  for  the 
education  and  training  of  psychologists  is  crucial  to  safeguard  a  source  of  qualified  providers 
who  contribute  to  health  promotion  and  the  prevention  of  such  societal  problems  as  violence, 
substance  abuse,  and  teen  pregnancy. 

There  has  been  longstanding  concern  about  the  traditionally  low  level  of  representation  of 
ethnic  and  racial  minorities  among  health  professionals,  especially  in  the  field  of  psychology. 
Although  efforts  have  been  made  to  aggressively  recruit  and  retain  minority  students  in 
graduate  programs  of  psychology,  it  appears  that  the  most  significant  deterrent  is  the 
financing  of  an  average  of  7.5  years  of  graduate  education.  The  Clinical  Training  Program 
includes  a  small  but  very  effective  Minority  Fellowship  Program  —  the  only  federal  program 
offering  support  to  minority  students  for  training  in  mental  health  professions. 

As  a  nation,  in  1993  we  spent  $940  billion  on  health  care;  an  estimated  eight  percent  of  that 
was  spent  on  mental  health  care.   If  we  made  a  proportional  8  percent  investment  of  the 
overall  health  training  budget  available  to  mental  health  professions,  then  we  would  be 
spending  about  $480  million  each  year.   In  reality  the  federal  commitment  to  training  of 
mental  health  professionals  is  a  tiny  fraction  of  that  The  highly  successful  CMHS  Clinical 
Training  Program  is  uV  only  program  of  its  kind  devoted  to  training  mental  health 
professionals.   APA  » commends  that  the  Committee  appropriate  $15  million  specifically 
for  the  CMHS  CTnical  Training  Program  for  FY  95. 

Thank  you  for  the  opportunity  to  testify  before  you  here  today. 
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Tuesday,  February  1,  1994. 

WITNESS 
SUSAN  J.  AHLSTROM,  THE  HEALING  PARTNERSHIP 

Mr.  Natcher.  Our  next  witness  is  Ms.  Susan  Ahlstrom. 

Ms.  Ahlstrom.  Good  morning.  Thank  you  for  inviting  me  to  tes- 
tify. 

One  group  of  Americans  already  has  health  care  coverage  pro- 
vided at  no  charge  by  the  government.  This  health  coverage  is 
guaranteed  regardless  of  age,  employment,  or  residence.  This 
health  care  entitlement,  the  Medicare  End-Stage  Renal  Disease 
program,  has  been  in  place  for  over  20  years  for  a  group  of  Ameri- 
cans, about  200  thousand  in  1992,  who  had  end-stage  kidney  fail- 
ure. 

Medicare  spent  almost  $8  billion  on  this  one  program  in  1992.  If 
only  one  half  of  the  new  kidney  patients  that  year  had  the  benefit 
of  preventive  treatment  available  from  a  few  medical  centers  such 
as  Johns  Hopkins  Medical  Center  in  Baltimore,  medicare  could 
have  avoided  spending  over  one  third  of  that  money — $2.6  billion 
savings  just  by  practicing  prevention.  Our  country's  experience 
with  this  program  should  give  us  guidance  as  we  consider  a  univer- 
sal version  of  the  program  for  all  Americans. 

I  address  you  with  some  special  knowledge  of  this  program  be- 
cause I  edit  the  international  newsletter  Partners  In  Prevention,  a 
quarterly  that  is  read  by  patients,  families  and  care  givers  in  50 
States  and  24  foreign  countries.  My  newsletter  is  the  only  periodi- 
cal dedicated  to  helping  patients,  families  and  care  givers  to  learn 
about  preventing  kidney  failure,  a  condition  that  affects  20  million 
Americans,  and  kills  50  thousand  a  year.  I  also  speak  to  you  as  a 
founder  of  a  non-profit  organization,  The  Healing  Partnership,  that 
organizes  support  groups  for  patients  and  families. 

There  are  important  lessons  in  the  20  years  of  the  Medicare  End- 
Stage  Renal  Disease  program.  The  program  has  become  a  dem- 
onstration of  the  outcome  of  a  twenty  year  history  of  blank  checks 
for  treatment  for  whoever  needs  it,  regardless  of  the  cost. 

The  main  lesson  from  this  experience  is  that  when  we  write  a 
blank  check  for  treatment,  we  guarantee  that  priorities  will  be  mis- 
placed. We  will  spend  many  billions  on  treatment,  where  profits 
are  enormous  and  assured,  a  few  millions  on  research  seeking 
causes  and  cures,  where  profits  are  possible  but  not  assured,  and 
virtually  nothing  on  prevention,  where  nobody  profits  except  the 
patient  and  family. 

In  1992,  Americans  spent  almost  $8  billion  on  treatment  of  end- 
stage  kidney  patients,  less  than  $100  million  on  research  seeking 
causes  of  and  cures  for  kidney  disease,  and  about  zero  dollars  for 
prevention  of  kidney  failure.  I  see  no  reason  to  expect  a  new  health 
care  entitlement  program  to  develop  any  differently:  billions  for 
treatment,  millions  for  research,  and  about  nothing  for  prevention. 
We  have  invested  20  years  and  over  a  hundred  billion  dollars 
building  and  running  an  enormous  kidney  disease  treatment  sys- 
tem that  reaches  into  nearly  every  neighborhood. 

There  were  about  2  thousand  dialysis  and  transplant  centers  in 
the  U.S.  in  1992.  About  half  were  organized  as  profit  making  com- 
mercial enterprises.  Enterprises  that  produce  enormous  profits  for 
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kidney  failure  with  my  Dad.  As  former  Colorado  Governor  Richard 
Lamm  wrote  in  a  foreword  to  one  of  my  Dad's  books,  "Tim 
Ahlstrom  has  seen  the  system  from  the  inside.  He  and  his  family 
have  lived  it,  have  researched  it,  and  have  thought  deeply  about  it. 
They  have  something  to  say  that  the  rest  of  the  U.S.  ought  to 
hear."  If  we  can  delay  kidney  failure  for  some  people  and  prevent 
it  for  others,  we  will  save  billions  of  dollars  and  thousands  of  lives. 
But  my  Dad  heard  a  very  different  message  from  the  medical 
school  professor  and  kidney  specialist  who  diagnosed  his  kidney 
disease:  It's  a  clear  example  of  how  the  blank  check  for  treatment 
system  works.  My  Dad's  kidney  specialist  ignored  low-cost,  preven- 
tive treatment,  and  recommended  high-cost,  high-tech  treatments 
as  the  only  alternative.  He  told  my  Dad: 

You  have  chronic  kidney  failure.  It  will  get  worse  until  it  becomes  life  threaten- 
ing. But  then  you  can  get  a  kidney  transplant,  or  you  can  go  on  dialysis  or  the  artifi- 
cial kidney.  The  treatments  are  very  costly,  but  don't  worry.  Every  American  with 
end-stage  kidney  disease  is  entitled  to  medicare  coverage. 

We  wanted  to  know  what  we  could  do  to  prevent  my  Dad's  kid- 
ney disease  from  getting  worse.  The  specialist  scoffed  at  prevention 
and  suggested  that  my  Dad  do  nothing  until  the  kidneys  have 
failed.  The  prominent  specialist  was  being  less  than  forthcoming 
with  my  Dad.  He  did  not  disclose  that  the  average  life  expectancy 
of  a  50-year-old  dialysis  patient  is  three  years.  In  fact,  he  implied 
the  opposite.  He  did  not  disclose  that  the  average  kidney  trans- 
plant fails  within  five  years,  that  three  of  four  kidney  transplants 
have  failed  within  ten  years. 

He  was  also  less  than  candid  in  his  disclosure  of  the  possibility 
of  preventive  treatment.  He  did  not  disclose  that  research  from 
some  of  the  world's  leading  medical  centers  such  as  Johns  Hopkins 
School  of  Medicine,  one  of  the  world's  finest,  has  shown  that  many 
people  with  early  chronic  renal  failure  have  delayed  or  even  pre- 
vented kidney  failure  by  applying  a  conservative  preventive  treat- 
ment based  on  tight  blood  pressure  control  and  nutritional  changes. 
He  did  not  disclose  that  results  of  this  research  have  been  pub- 
lished in  leading  medical  journals  over  the  last  thirty  years. 

I  know  from  my  conversations  with  thousands  of  kidney  patients 
and  their  families  that  my  Dad's  experience  with  the  kidney  spe- 
cialist is  typical.  What  we  can  learn  from  my  Dad's  experience  re- 
peated by  50  thousand  new  kidney  patients  a  year  nationwide  is 
this:  When  we  make  available  unlimited  money  for  treatment,  like 
dialysis  and  transplant,  we  create  at  the  same  time  unlimited  de- 
mand for  treatment.  The  challenge  for  Congress  is  to  create  a  na- 
tional health  care  system  without  writing  a  blank  check  for  treat- 
ment. We  don't  want  to  create  a  giant  clone  of  the  medicare  ESRD 
program. 

Legislators  in  my  home  State  of  New  Jersey  are  working  on  a 
way  to  encourage  a  new  incentive  the  patient's  desire  to  prevent 
illness.  There  is  a  bill  before  the  legislature  that  would  require 
physicians  to  disclose  to  patients  all  treatments  including  preven- 
tive treatments.  The  bill  would  also  require  the  physician  to  dis- 
close outcomes  of  all  treatments  so  that  informed  patients  can 
make  choices  based  on  more  complete  information. 

A  result,  if  this  bill  becomes  law,  should  be  to  unleash  a  new 
force  the  patients  desire  for  preventive  care  to  avoid  illness.  And 
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the  desire  for  more  research  seeking  causes  and  cures.  It  will  be 
a  new  force  to  restrain  the  irresistible  search  for  profits  in  high 
technology  treatment.  I  urge  the  Committee  to  include  in  the 
health  care  reform  legislation  you  are  considering  a  provision  simi- 
lar to  the  "Truth  in  Medicine"  law  now  before  the  New  Jersey  legis- 
lature. You  will  create  a  powerful  new  incentive  to  restrain  treat- 
ment costs  and  improve  care  of  informed  patients. 

I  also  urge  you  to  begin  redressing  the  balance  among  treatment, 
research,  and  prevention.  A  first  step  would  be  to  replicate  Dr. 
Walser's  prevention  clinic  at  Johns  Hopkins  Medical  School  at 
other  medical  centers  nationwide. 

My  family  is  very  grateful  for  the  four  extra  years  we  had  with 
prevention  before  my  Dad's  kidneys  failed.  If  only  one  half  of  the 
new  kidney  patients  each  year  could  delay  or  prevent  kidney  fail- 
ure, using  preventive  techniques,  medicare  could  free  up  an  extra 
$2.6  billion  a  year  and  help  thousands  of  patients  lead  more  nor- 
mal lives  as  productive  members  of  society. 

Thank  you  for  giving  me  this  opportunity  to  be  heard  on  behalf 
of  thousands  of  patients,  families,  and  taxpayers. 

[Additional  information  follows:] 
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10  Year  Total  Cost  Comparison  — 
Prevention  vs  No  Prevention 


Assumptions: 

-200,000  ESRD  patients  per  year 

(no  annual  growth) 
-$9,000  per  year  per  patient  for 

preventive  care 
-$38,000  per  year  per  patient  for 

no  preventive  care  (dialysis) 
-25%  of  patients  prevent  ESRD 
-25%  of  patients  delay  ESRD  for 

10  years  then  start  dialysis 
-50%  of  patients  delay  ESRD  for  5 

years  then  start  dialysis 


USRDS,  1993. 
MDRD,  1993. 
Schrier,  1991. 
Water,  1993. 


rnwitt, 

L I  Prevention  I 


I  Without 
Prevention 


10  Year  Life  Expectancy  Examples 
Prevention  vs  No  Prevention 


■Assumptions: 

-A  patient  prevents  ESRD  for  10 

years,  delays  for  5  more,  then 

uses  dialysis  for  3  more. 
-A  patient  delays  ESRD  for  10 

years  then  uses  dialysis  for  3 

more. 
-A  patient  delays  ESRD  for  5 

years  then  uses  dialysis  for  3 

more. 
-A  patient  with  no  preventive 

care  can  expect  to  live  3  years 

on  dialysis. 


Prevent  10  Years 
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Delay  10  Years 

Delay  5  Years 
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No  Prevention 
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SENATE  BILL  No.  1776 
ASSEMBLY  BILL  No.  2552 

STATE  OF  NEW  JERSEY 


AN  ACT  concerning  the  prevention  and  treatment  of  kidney  disease  and  supplementing  Title  45 
of  the  Revised  Statutes. 

BE  IT  ENACTED  by  the  Senate  and  General  Assembly  of  the  State  of  New  Jersey: 
1.  The  State  Board  of  Medical  Examiners  shall  prepare  and  adopt  guidelines  for  the  prevention 
and  treament  of  kidney  disease  no  later  than  the  120th  day  after  the  effective  date  of  this  act.  The 
guidelines  shall  require  that  a  physician: 

A.  give  to  each  patient  who  is  referred  for  a  kidney-related  diagnosis  or  is  under  the 
physician's  care  for  treament  of  kidney  disease,  or  to  the  patient's  guardian  or  responsible 
party  as  appropriate,  information  which  describes,  in  a  manner  easily  understandable  by 
the  patient,  recognized  dietary  guidelines  for  the  prevention  of  kidney  disease  and  the 
risks  and  procedures,  including  probable  outcomes,  involved  with  alternative  methods  of 
kidney  disease  treatment; 

B.  conform  to  a  protocol  for  the  prevention  and  treatment  of  kidney  disease,  as  adopted  in 
the  guidelines,  which  places  primary  emphasis  on  the  use  of  low-risk,  low-cost  preventive 
measures  such  as  dietary  treatments  and  blood  pressure  control,  and  designates  as  a  last 
resort  the  use  of  renal  dialysis  and  transplant  procedures;  and 

C.  allow  the  patient,  or  the  patient's  guardian  or  responsible  party  as-appropriate,  to  make 
the  decision  regarding  which  treatment  method  is  to  be  used  on  the  patient. 

2.  The  State  Board  of  Medical  Examiners,  pursuant  to  the  "Administrative  Procedure  Act," 
P.L.1968  c.410  (C.52:14B-1  et  seq.),  shall  adopt  rules  and  regulations  to  effectuate  the  purposes 
of  this  act,  including  provisions  for  the  periodic  review  and  modification  of  the  guidelines 
adopted  pursuant  to  this  act,  as  necessary. 

3.  This  act  shall  take  effect  immediately. 

STATEMENT 

This  bill  requires  the  State  Board  of  Medical  Examiners  to  adopt  guidelines  for  the 
prevention  and  treatment  of  kidney  disease,  to  ensure  that  a  physician:  gives  each  kidney  patient 
information  about  recognized  dietary  guidelines  for  the  prevention  of  kidney  disease  and  the 
risks  and  procedures  involved  with  alternative  methods  of  kidney  disease  treatment;  conforms  to 
a  protocol  fpr  kidney  disease  prevention  and  treatment  which  places  primary  emphasis  on 
prevention  and  makes  dialysis  and  transplant  a  last  resort;  and  permits  the  patient  to  decide 
which  treatment  method  will  be  used. 

This  bill  is  intended  to  promote  a  more  humane  approach  to  the  prevention  and  treatment 
of  kidney  disease  by  the  medical  community  within  this  State  while  also  reducing  unnecessary 
health  care  expenditures  associated  with  renal  dialysis  and  kidney  transplants,  which  do  not 
provide  a  long-term  cure  for  the  patient  in  too  many  cases. 


The  Healing  Partnership,  PO  Box  1316,  Delran  NJ  08075 
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Tuesday,  February  1,  1994. 

WITNESS 
ADRIAN  A.  PERACfflO,  UNIVERSITY  OF  TEXAS  MEDICAL  BRANCH 

Mr.  Natcher.  Next  we  have  Dr.  Adrian  Perachio. 

Dr.  Perachio.  Chairman  Natcher  and  Members  of  the  sub- 
committee, my  name  is  Adrian  Perachio.  I  am  Professor  of  Oto- 
laryngology, Anatomy,  and  Neuroscience  and  Physiology  and  Bio- 
physics at  the  University  of  Texas  Medical  Branch,  Galveston,  and 
I  welcome  this  opportunity  to  testify  on  the  fiscal  year  1995  budget 
for  the  National  Institutes  of  Health. 

The  international  leadership  of  America's  biomedical  research  is 
due  in  large  part  to  this  subcommittee's  support  of  the  National  In- 
stitutes of  Health,  and  researchers  across  the  country  join  me  in 
thanking  you  for  that  support.  I  would  like  to  address  two  issues 
of  general  concern  to  medical  researchers.  The  first  is  the  status  of 
graduate  training  for  basic  and  clinical  research.  My  perspective  in 
this  area  is  that  of  a  mentor  of  graduate  students  and  post-doctoral 
fellows  who  are  developing  careers  in  neuroscience. 

In  addition,  I  am  the  Program  Director  for  a  program  offered  by 
our  institution  that  grants  a  degree  of  Master  of  Medical  Sciences 
and  is  designed  as  a  vehicle  for  post-doctoral  research  training  of 
young  physicians. 

Several  disturbing  trends  have  developed  over  the  past  decade 
that  signal  a  potential  threat  to  our  international  status  as  leaders 
in  biomedical  research.  Both  the  number  and  quality  of  applicants 
to  graduate  training  programs  nationwide  have  declined.  This  is  es- 
pecially true  for  U.S.  citizens.  In  their  stead,  the  number  of  foreign 
nationals,  especially  those  from  emerging  Asian  nations,  has  in- 
creased dramatically.  Even  in  the  area  of  post-doctoral  training,  it 
has  been  my  experience  that  the  vast  majority  of  participants  in 
our  Master  of  Medical  Science  program  are  visiting  foreign  nation- 
als. 

The  reasons  for  these  trends  have  been  a  matter  of  considerable 
discussion  and  speculation  by  medical  academicians.  It  seems  clear 
that  talented,  prospective  U.S.  applicants  have  increasingly  aban- 
doned their  hopes  for  careers  in  science  and  selected  medical  train- 
ing because  of  their  concerns  about  the  difficult  challenges  for  ca- 
reer development  in  biomedical  research  due  to  inadequate  re- 
sources. The  disturbing  conclusion  that  may  be  drawn  from  these 
observations  is  that,  we  are,  at  one  and  the  same  time,  failing  to 
entice  our  most  talented  young  people  into  science,  while  simulta- 
neously investing  the  majority  of  our  training  resources  to  the  fu- 
ture benefit  of  our  potential  international  competitors. 

In  my  experience  as  a  mentor,  I  have  trained  pre-doctoral  grad- 
uate students,  medical  students,  residents  and  post-doctoral  fel- 
lows. Among  the  brightest  of  those  have  been  students  enrolled  in 
a  program  for  the  combined  M.D.  and  Ph.D.  degrees. 

At  present,  UTMB  is  funding  this  program  with  its  own  re- 
sources. This  program  is  of  vital  importance  because:  One,  the  stu- 
dents recruited  for  combined  degree  training  are  significantly  above 
average  in  talent;  two,  they  are  dedicated  to  careers  in  science  that 
will  bridge  interests  in  both  clinical  medicine  and  research.  Thus 
they  offer  the  best  hope  to  emerge  as  the  future  leaders  in  aca- 
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demic  medicine,  and  they  are  best  trained  to  foster  both  the  fun- 
damental research  that  explores  new  avenues  as  well  as  the  clini- 
cal research  that  leads  to  implementation  of  basic  science  findings 
to  improve  health  care. 

We  strongly  support  the  proposal  of  the  Federation  of  American 
Societies  for  Experimental  Biology  Consensus  Conference  calling 
for  the  expansion  of  that  program  by  fifty  trainees  per  year  for  the 
next  five  years.  This  will  provide  the  backing  for  increasing  the 
cadre  of  leaders  in  biomedical  research  in  the  next  generation. 

UTMB  also  supports  FASEB  and  the  ad  hoc  group's  rec- 
ommendations that  NIH  training  programs  for  pre-doctoral  and 
post-doctoral  fellows  be  continued  at  the  1994  appropriated  level  of 
15,022,  while  providing  cost  of  living  increases  for  stipends  and  re- 
storing full  reimbursement  for  tuition. 

The  second  issue  of  concern  is  the  status  of  funding  for  bio- 
medical research  in  general.  The  present  NIH  budget  has  led  to 
several  well  recognized  problems  for  both  new  and  established  in- 
vestigators. The  number  of  grant  applicants  that  can  be  funded  has 
steadily  decreased  in  recent  years.  In  the  past  several  NIH  funding 
cycles,  the  majority  of  review  panels  have  found  that  30-40  percent 
or  more  of  the  applications  represent  revised  resubmissions  from 
highly  experienced  investigators  whose  applications  for  continuing 
funding  have  not  been  awarded  when  first  submitted. 

This  observation  points  to  two  consequences  of  the  restricted 
NIH  budget:  one,  the  peer  review  process  is  hindered  because  Re- 
view Panels  are  forced  to  make  choices  among  equally  meritorious 
applicants;  and,  two,  the  momentum  of  productive  ongoing  research 
is  interrupted  and  in  many  instances  never  regained.  The  latter 
means  that  the  investment  made  in  the  research  of  established  and 
productive  scientists  becomes  compromised  when  their  grant  fund- 
ing lapses.  Young  investigators  in  training,  observing  the  difficul- 
ties of  their  senior  colleagues  have  begun  to  question  their  career 
prospects  in  science. 

I  have  personally  observed  the  discouragement  of  new  clinical 
faculty  and  post-doctoral  fellows  who  despair  of  becoming  competi- 
tive even  for  their  initial  NIH  funding,  when  leaders  in  their  field 
are  experiencing  such  difficulty. 

Recently,  I  served  as  a  member  of  the  program  advisory  commit- 
tee for  the  NIDCD.  My  specific  area  of  expertise  is  related  to  that 
institute's  program  on  disorders  related  to  the  inner  ear  organ  of 
balance.  In  reviewing  the  program's  portfolio  of  funded  grants,  it 
was  apparent  that  increased  funding  is  needed  to  support  research 
in  certain  areas  of  high  program  relevance,  especially  in  problem 
areas  having  to  do  with  basic  and  clinical  research  on  the  mecha- 
nisms of  recovery  of  function  following  disease  or  injury  resulting 
in  permanent  loss  of  inner  ear  function. 

The  presently  funded  grants  in  that  portfolio  are  highly  meritori- 
ous. Without  an  increase  in  the  agency's  budget,  proposals  for  new 
and  innovative  research  in  such  critical  areas  will  be  forced  into  an 
ultimately  counterproductive  competition  for  the  restricted  re- 
sources of  the  NIDCD. 

In  summary,  I  view  the  present  problems  of  research  training 
and  restricted  funding  for  biomedical  research  to  be  inextricably 
linked.  We  support  an  increment  in  NIH  funding  for  trainees  and 
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for  a  greater  number  of  research  project  grants.  Specifically,  we 
support  the  FASEB  Consensus  Conference  and  the  ad  hoc  group's 
recommendation  of  an  increase  of  8.9  percent  in  the  NIH  budget 
over  fiscal  year  1994  appropriations. 

This  would  serve,  one,  to  bolster  the  growing  need  for  a  balance 
between  criminal  and  basic  research,  two,  to  increase  the  number 
and  level  of  support  for  medical  scientists  and  students  in  training, 
and  three,  to  encourage  the  development  of  future  leaders  to  keep 
our  Nation  in  the  forefront  of  biomedical  research. 

The  future  is  full  of  opportunities  for  the  prevention  and  cure  of 
disease,  for  increasing  the  quality  of  life  and  for  the  economic  de- 
velopment of  this  country.  We,  as  researchers,  are  committed  to  our 
contribution  toward  those  goals  with  the  help  and  the  support  of 
this  committee. 

Thank  you  for  your  consideration. 

Mr.  NATCHER.  Thank  you  very  much.  You  have  given  us  an  ex- 
cellent statement. 


Tuesday,  February  1,  1994. 

WITNESS 
EDWARD  R.B.  McCABE,  MENTAL  RETARDATION  RESEARCH  CENTERS 

Mr.  Natcher.  Our  next  witness  is  Dr.  McCabe.  We  will  be  de- 
lighted to  hear  from  you. 

Dr.  McCabe.  Thank  you  and  good  morning.  I  am  Edward 
McCabe,  and  I  am  a  pediatrician  and  the  Director  of  the  Baylor 
Mental  Retardation  Research  Center  at  Baylor  College  of  Medicine 
in  Houston,  Texas.  I  wish  to  thank  you  for  this  opportunity  to  ap- 
pear today  regarding  the  National  Institute  of  Child  Health  and 
Human  Development  and  its  Mental  Retardation  Research  Cen- 
ters. 

Since  its  creation  in  1963,  the  NICHD  has  had  primary  respon- 
sibility at  the  National  Institutes  of  Health  for  biomedical  and  be- 
havioral research  on  maternal  and  child  health,  population  issues, 
and  rehabilitation.  Research  from  the  14  MRRCs  has  become  the 
foundation  for  many  of  our  Nation's  prevention  initiatives.  For  ex- 
ample, MRRC  research  established  the  dangers  of  maternal  alcohol 
consumption,  especially  early  in  pregnancy.  In  addition,  this  re- 
search identified  lead  as  a  major  cause  of  mental  retardation  even 
at  levels  previously  considered  safe. 

The  NICHD  is  the  NIH  institute  where  many  priorities  of  the 
Congress  and  the  Clinton  administration  related  to  improving  the 
health  and  well  being  of  women,  children,  and  families,  are  best 
addressed.  Specifically,  these  include:  prevention  of  childhood  dis- 
eases and  disabilities;  pediatric  and  maternal  HIV/AIDS  research; 
maternal  and  reproductive  health;  and  minority  health  research, 
particularly  for  infants  and  children.  NICHD  has  an  impressive 
record  of  achievement.  For  example,  its  research  has  developed  ef- 
fective screening  programs  for  all  newborns.  Most  celebrated  is  the 
screening  program  for  PKU,  a  metabolic  disorder  that  causes  pro- 
found mental  retardation  in  untreated  individuals. 
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_  Over  the  past  three  decades,  this  screening  program  has  identi- 
fied thousands  of  newborns  who,  when  treated  with  a  special  diet, 
have  been  able  to  reach  their  full  intellectual  potential.  This  year, 
two  of  Wisconsin's  National  Merit  Scholars  were  children  born  with 
PKU. 

In  addition,  NICHD  funds  behavioral  research  that  has  had  very 
positive  effects.  One  area  of  important  progress  involves  research 
in  early  intervention.  For  example,  Dean,  who  had  an  APGAR 
score  of  2  out  of  a  possible  score  of  10  at  birth,  was  enrolled  in  the 
first  integrated  preschool  for  children  with  disabilities.  Newborns 
with  such  low  APGAR  scores  typically  have  severe  cognitive  dis- 
abilities, if  they  survive  at  all.  Using  intensive  early  communica- 
tion and  educational  methods  developed  at  an  NICHD  funded 
MRRC,  Dean  developed  skills  with  which  he  overcame  his  learning 
disabilities  and  muscle  coordination  difficulties.  Today,  Dean  is  a 
newspaper  sports  writer. 

Support  for  research  related  to  children  and  families  has  not 
been  given  a  high  priority  in  recent  years.  Hence,  over  the  past 
decade,  the  institute's  success  rate  for  funding  grants  has  ranked 
among  the  lowest  of  the  NIH  institutes  and  centers.  As  a  result  of 
this  underfunding  of  NICHD  programs,  a  number  of  research  areas 
that  hold  dramatic  promise  for  preventing  childhood  disability  and 
disease,  and  saving  millions,  if  not  billions  of  dollars,  have  failed 
to  reach  fruition. 

For  example,  pioneering  work  on  gene  therpay  at  one  of  the 
NICGD  funded  MRRCs  suggests  that  the  muscle  deterioration  re- 
sponsible for  the  death  of  young  men  with  Duchenne  Muscular 
Dystrophy  in  their  early  20s  could  be  halted.  With  13,200  American 
children  currently  affected  with  Duthenne  Muscular  Dystrophy  and 
600  new  patients  every  year,  this  research  has  the  potential  to  save 
our  health  care  system  $60  million  per  year,  with  these  savings  be- 
ginning in  the  next  decade. 

But  as  one  mother  of  an  eight-year-old  boy  with  Duchenne  Mus- 
cular Dystrophy  said: 

It's  hard  to  live  with  your  precious  child  and  know  that  without  new  funding  for 
research,  he  will  die  before  his  30th  birthday.  And  with  more  funding,  he  stands 
a  chance  of  living. 

Currently,  less  than  one  half  of  one  percent  of  all  federal  monies 
allocated  for  programs  affecting  individuals  with  mental  retarda- 
tion and  developmental  disabilities  goes  to  research.  When  the  cen- 
ters were  established,  they  received  7.7  percent  of  these  funds.  In 
addition,  for  each  of  the  past  five  years,  the  centers  have  seen  their 
awards  reduced  by  over  20  percent. 

Research  funding  by  NICHD  has  saved  billions  of  dollars  in  re- 
lated health,  education  and  institutionalization  costs.  Moreover, 
this  research  base  is  required  to  fully  inform  public  policy  makers 
on  health  care  priorities  particularly  those  related  to  women,  chil- 
dren and  families.  The  failure  to  receive  adequate  resources  for 
more  than  a  decade  has  left  the  NICHD  with  numerous  research 
opportunities  that  cannot  be  pursued.  For  fiscal  year  1994,  the 
NICHD  received  $555.19  million. 

The  NICHD  professional  judgement  budget  for  that  year  called 
for  $684.99  million.  The  fiscal  year  1995  NICHD  professional 
judgement  budget  recommends  $775.28  million.  Notwithstanding 
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the  costs  in  human  suffering  and  lost  potential,  this  truly  is  an 
area  in  which  expenditures  for  research  now  will  cost  less  than 
services  later  for  women,  children  and  families. 

I  urge  you  to  provide  $775  million  for  NICHD  and  the  health  of 
our  nation's  children. 

Thank  you  for  this  opportunity  to  testify.  I  would  be  happy  to  re- 
spond to  any  questions  at  this  time. 

Mr.  Natcher.  Thank  you  very  much.  Thank  you  for  an  excellent 
statement. 


Tuesday,  February  1,  1994. 

WITNESS 
JOHN  A.  CALHOUN,  NATIONAL  CRIME  PREVENTION  COUNCIL 

Mr.  Natcher.  Mr.  Calhoun.  We  will  hear  from  you  at  this  time. 

Mr.  CALHOUN.  Thank  you,  Mr.  Chairman. 

I  am  head  of  the  National  Crime  Prevention  Council,  formerly 
Commissioner  of  the  Administration  for  Children,  Youth  and  Fami- 
lies, and  Commissioner  of  the  Youth  Services  in  Massachusetts. 

I  realize  your  committee  doesn't  have  jurisdiction  over  crime;  but 
so  much  of  what  you  fund  is,  indeed,  hurt  by  or  vitiated  by  crime, 
whether  it  is  disrupting  education,  vitiating  our  health  care  sys- 
tem, or  clobbering  workforce  productivity.  The  causes  and  co-ele- 
ments of  violence  are  not  that  mysterious.  We  know  about  isolated 
kids,  youth  being  looked  at  as  consumers,  not  contributors,  high 
school  dropouts,  teen  pregnancy,  child  abuse,  the  availability  of 
guns. 

As,  indeed,  one  child  in  Oakland  said,  "Why  is  it  that  I  can  get 
a  gun  next  door  but  have  to  take  a  bus  to  get  school  and  values?" 
Kids  are  getting  their  values  from  peers  and  TV  and  not  from  com- 
munities and  their  parents. 

The  tasks  are  large.  Your  committee  has  funded  some  marvelous 
programs:  Head  Start,  Job  Corps,  et  cetera.  But  crime  we  feel  is 
a  local  issue  and  involves  a  great  deal  of  local  rebuilding  of  the 
community.  Many  comprehensive  community  approaches  have 
worked.  The  federal  government  hasn't  done  very  well  pulling  itself 
together,  but  I  commend  the  work  of  counsel  to  Donna  Shalala, 
Peter  Edelman,  for  his  interagency  task  force  work. 

We  have  just  finished  a  major  initiative  in  Texas  for  seven  of  the 
largest  cities  to  see  what  municipal  folks  can  do  working  with  local 
people  to  plan  comprehensive  crime  prevention  strategies.  The  re- 
sults have  been  absolutely  dazzling.  Aggregating  the  results,  one- 
third  relate  to  families  and  children,  one-third  to  neighborhoods, 
and  one-third  to  ordinances,  curfews  and  that  sort  of  thing. 

We  applaud  Secretary  Riley's  safe  school  initiative.  We  have  run 
a  number  of  programs  in  high  schools  throughout  the  country, 
called  Teens,  Crime  and  the  Community:  How  to  Reduce  Teen  Vic- 
timization. We  asked  kids  to  roll  up  their  sleeves  and  become  ac- 
tive partners  in  designing  and  running  school  safety  and  better- 
ment projects,  conflict  resolution  and  mediation,  et  cetera. 

You  asked  us  to  work  with  SUSAP  and  we  have.  This  year  we 
are  working  with  them  in  some  flood  ravaged  cities,  and  we  are 
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asking  youth  to  begin  to  roll  up  their  sleeves  and  be  partners.  We 
asked  in  the  core  cities  what  youth  can  do  to  stop  crime  much  like 
the  partnership  awards.  In  our  publication,  creating  a  climate  of 
hope  we  have  seen  some  of  the  toughest  communities  in  the  coun- 
try pull  together:  one,  defining  community;  two,  task  force;  three, 
setting  short-term  goals  like  closing  a  crack  house;  and,  four,  a 
long-term  vision  like  keeping  schools  open  early  and  late. 

We  commend  your  work  with  CDC.  They  play  a  key  role  in  all 
of  this  in  determining  the  nature  and  the  incidence  and  patterns 
of  violence.  We  are  delighted  that  the  violence  issue  has  become  in- 
creasingly a  public  health  issue.  I  realize  your  committee  does  not 
have  jurisdiction  over  much  of  this;  but,  indeed,  it  affects  every- 
thing I  think  you  fund,  $14.4  billion  in  hospital  care  costs  relating 
to  gunshots,  25  percent  of  the  emergency  room  admissions  there. 

I  will  not  get  into  detail  about  our  feelings  about  the  gun  issue. 
Perhaps  one  thing  I  could  just  show  you — and  whenever  you  have 
the  chance  you  might  advocate  this — a  Teddy  bear,  if  you  will,  has 
about  three  or  four  federal  regulations  so  his  pointy  ears  will  not 
scratch  the  tender  cheek  of  a  child.  Three  of  them  have  been  re- 
called in  the  last  decade.  A  tech-nine  is  not  regulated  at  all.  I  re- 
member drivers  in  the  1950s  and  somebody  had  the  bright  idea 
that  cars  hurtling  at  each  other  at  70  miles  an  hour  did  not  make 
sense  so  up  came  medians  and  driver's  education  and  cars  that 
would  not  whip  over  when  a  tire  blew,  et  cetera,  et  cetera. 

I  suggest  to  you  that  the  gun  issue  could  well  be  looked  at  as  a 
consumer  protection  issue. 

I  have  material  for  you  which  I  will  not  burden  you  with  entering 
in  the  record.  It  is  here  for  your  perusal  if  you  would  like,  some 
of  the  initiative  work  in  Texas.  One  of  the  key  thrusts  we  have  in 
all  our  work  is  that  we  must  look  at  our  youth  who  are  both  in- 
creasingly victims  and  victimizers,  to  say  to  them  you  can  help,  you 
are  part  of  us,  and  let's  shift  the  American  perspective  from  me  to 
we. 

Mr.  Natcher.  Thank  you  very  much.  You  have  given  us  an  ex- 
cellent statement. 

[The  prepared  statement  follows:] 
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Thank  you,  Chairman  Natcher  and  Congressman  Porter,  for  providing  me  the  opportunity  to 
discuss  with  you  today  the  relationship  between  the  work  of  the  National  Crime  Prevention 
Council  —  to  prevent  crime  and  build  safer,  more  caring  communities  —  and  the  programs 
under  your  Subcommittee's  jurisdiction. 

I  have  appeared  before  this  Subcommittee  in  past  years  to  discuss  how  the  programs  funded 
in  your  bill  help  communities  throughout  the  United  States  address  the  causes  of  crime.   Your 
Subcommittee's  work  is  not  normally  considered  crime-related.   Nevertheless,  the  programs 
which  you  fund  directly  affect  our  quality  of  life  and  the  strength  of  our  communities.    Crime 
disrupts  education.    Crime  costs  workforce  productivity.    Crime  vitiates  our  health  care 
system. 

I  would  like  to  share  with  you  several  known,  underlying  causes  of  crime,  violence,  and 
substance  abuse.   Time  allows  mc  to  mention  only  a  few: 

♦  Children,  given  the  collapse  of  families  and  increasingly  anonymous  neighborhoods, 
are  alone,  isolated.    Isolation  kills  individuals  and  communities. 

♦  Youth  today  are  treated  as  consumers  versus  contributors.    Youth  must  be  treated  as 
resources. 

♦  Parents,  increasingly,  raise  children  alone  without  the  support  of  caring  neighbors. 
This  is  both  wrong  and  impossible  —  for  the  parents  and  the  neighbors. 

♦  High  school  dropouts  and  teen  single  parents  are  neither  good  role  models  nor  good 
parents  of  kids.    They  arc  poorer,  abuse  more,  face  bleak  futures,  and  their  children  — 
because  of  poor  parenting  —  get  in  trouble  with  alarming  frequency. 

♦  Children  aren't  safe.    Not  only  arc  kids  being  killed  at  obscenely  high  rates  by  guns, 
but  guns  are  often  more  convenient  than  adults  can  imagine.    One  teen  from  Oakland 
said  plaintively,   "Why  is  it  that  1  can  get  a  gun  down  the  block  but  1  have  to  take  a 
bus  to  get  school  supplies?"    And  child  abuse  continues  to  rise.    Violence  done  to 
children  can  spawn  violence  later  by  the  victim.    We  know  that. 

♦  Children  have  less  contact  with  adults:  increasingly  their  value  purveyors  are  peers  and 
television.  Youth  must  be  given  responsibility  and  "claimed."  We  must  communicate 
to  them  that  they  arc  needed. 

In  order  to  prevent  violence.  \vc  must  have  many  arms  for  children.    We  must  strengthen 
families,  schools  and  communities.    We've  got  to  cut  the  teen  pregnancy  and  drop  out  rates 
and  help  train  for  and  provide  jobs.    We  must  learn  from  effective  grassroots  programs  and 
give  youth  an  opportunity  to  serve.    The  cause  of  compassion  —  helping  kids  —  is  not 
antithetical  to  asking  for  something  in  return.    Our  social  policy  vocabulary  is  impoverished. 
We  patronize  kids.    We  have  tended  to  make  everyone  a  victim.    Yes,  there  are  victims  and 
terrible  wounds,  but  we've  also  got  to  communicate  to  kids,  "You've  got  a  skill  that  someone 
needs  now.    We  need  vou."    Finallv,  wc  must  make  all  kids  safe. 
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These  are  tall  tasks,  and  the  federal  government  can  play  a  role.  That  role,  in  addition  to 
supporting  successful  programs  such  as  Head  Start  and  Job  Corps,  should  be  to  encourage 
local  collaboration  and  to  provide  seed  money  for  expanding  promising  local  and  national 
programs. 

Comprehensive  community  approaches  to  preventing  crime  have  succeeded.    Local 
collaboration  is  difficult  to  promote  when  federal  agencies  are  not  properly  coordinated.   As 
this  Subcommittee  well  knows,  creating  interagency  coordination  is  challenging,  especially 
during  a  period  of  decreasing  resources.    Interagency  coordination  is  essential,  however,  if  the 
federal  government  is  to  successfully  encourage  collaborative  local  efforts  to  prevent  crime, 
violence  and  substance  abuse.   Peter  Edclman,  Counsel  to  the  Secretary  of  Health  and  Human 
Services,  is  doing  excellent  work  in  this  area.    I  urge  you  to  support  his  efforts.    We  have 
seen  what  wonderful  fruit  collaboration  can  bear  through  our  work  in  the  core  city,  and,  more 
recently,  with  seven  of  the  largest  cities  in  Texas  through  a  program  called  the  Texas  City 
Action  Plan  to  Prevent  Crime. 

During  the  past  several  years  we  at  NCPC  have  begun  working  more  directly  with  agencies 
funded  by  your  Subcommittee:  the  U.S.  Department  of  Education;  Center  for  Substance 
Abuse  Prevention;  and  the  Centers  for  Disease  Control  and  Prevention. 

We  applaud  Secretary  Riley's  Safe  and  Violence  Free  Schools  Initiative,  and  we  urge  the 
Committee  to  fully  fund  the  programs  under  this  initiative.    In  cooperation  with  the  National 
Institute  for  Citizen  Education  and  the  Law  (NICEL),  NCPC  developed  and  runs  a  program 
called  Teens,  Crime,  and  the  Community,  a  curriculum  which  has  reached  500,000  young 
people  in  over  500  schools  in  40  states.   Teens,  Crime,  and  the  Community  has  been  largely 
funded  through  the  Department  of  Justice's  Office  of  Juvenile  Justice  and  Delinquency 
Prevention  (OJJDP).    TCC   combines  education  and  action  to  reduce  the  high  level  of  teen 
victimization  and  to  empower  teens  to  become  active  agents  of  change  in  making  their 
schools  and  communities  safer.    With  the  support  of  the  Department  of  Education  we  can 
expand  this  program  to  help  the  next  generation  of  Americans  reduce  crime,  violence  and 
substance  abuse. 

During  the  past  several  years  this  Subcommittee  has  encouraged  the  Center  for  Substance 
Abuse  and  Prevention  (CSAP)  to  work  with  NCPC  on  community  and  youth  substance  abuse 
prevention  strategics.    I  am  pleased  to  report  that  CSAP  has  contracted  with  NCPC  to 
implement  a  program  called  Youth  as  Resources  (YAR)  in  communities  severely  damaged  by 
the  1993  Mississippi  floods.    YAR  "reclaims"  youth  by  providing  them  the  opportunity  to 
design  and  run  community  service  projects.    YAR  was  established  six  years  ago  through  a 
grant  from  the  Eli  Lilly  Foundation.    Independent  evaluations  of  the  program  show 
exceptional  results.    Youth  show  gains  in  confidence,  competence,  educational  achievement, 
and  their  belief  in  and  commitment  to  service  endures.  We  look  forward  to  expanding  YAR 
to  support  CSAP's  mission  to  reduce  the  high  rate  of  violence  and  youth  substance  abuse. 

The  Council  supports  continued  funding  for  CSAP's  Community  Prevention  grant  program, 
and  we  support  focusing  the  program  on  harnessing  existing  community  energies  directed  to 
crime  and  drug  abuse  prevention     In  19X9.  the  Council,  under  a  three  year  Department  of 
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Justice  grant,  developed  and  managed  a  grant  program  called  Community  Responses  to  Drug 
Abuse.   The  CRDA  program  supplemented  existing  community  prevention  programs  with 
small  grants,  in  the  range  of  $25,000  per  year.   All  ten  of  the  Community  Responses  to  Drug 
Abuse  programs  have  received  local  support  to  replace  federal  funding.    The  evaluations  were 
outstanding  because  federal  funds  were  used  to  fund  local  groups  to:  form  task  forces,  define 
community,  set  short  term  goals  (e.g.,  closing  crack  houses),  and  set  long  term  goals  (e.g., 
keep  local  schools  open  early  and  late  as  safe  havens  for  kids). 

The  Council  also  supports  this  Subcommittee's  efforts  to  encourage  the  Centers  for  Disease 
Control  and  Prevention  to  develop  programs  to  prevent  and  control  youth  violence.   The 
CDCP  has  done  an  extraordinary  job  defining  the  problem  —  determining  the  nature, 
incidence,  and  patterns  of  violence.   The  CDCP  should  be  provided  the  necessary  resources 
and  encouragement  to  build  partnerships  with  other  organizations  working  to  prevent 
violence,  and  to  involve  the  health  professions  in  comprehensive  community  prevention 
initiatives.    The  health  professionals  are  a  key  component  in  any  comprehensive  community 
approach  to  crime,  violence,  and  substance  abuse.    Like  law  enforcement,  the  health 
professions  cannot  do  it  alone.   The  Council  would  be  delighted  to  assist  CDCP  in  whatever 
way  it  can. 

The  Council  and  the  members  of  this  Subcommittee  know  that  crime  prevention  is  more  than 
simply  a  justice  issue.    Successful  community  crime  prevention  results  from  an  inter- 
dependence of  individuals  and  their  families  with  law  enforcement,  education,  business, 
churches,  health  professions,  social  and  housing  organizations  —  those  basic  entities  that 
make  a  community  work. 

While  I  know  this  Subcommittee  docs  not  oversee  gun  control  issues,  the  consequences  of 
gun  violence  are  paid  for  under  your  bill.    According  to  Wendy  Max  and  Dorothy  Price, 
writing  in  the  Winter  1993  issue  of  Health  Affairs,  "Firearm  injuries  cost  society  $14.4  billion 
in  1985."  (176).    Twenty-five  percent  of  emergency  room  admissions  are  for  gun  shot 
wounds. 

And  we  know  that  guns  in  the  hand  of  youth  make  our  schools  unsafe;  many  children  do  not 
attend  schools,  fearing  violence. 

Because  this  Subcommittee  pays  for  the  cost  of  gun  violence,  I  believe  we  should  focus  on 
guns  from  a  consumer  safety  perspective.    A  teddy  bear  which  can  scratch  a  child  or  one  of 
whose  eyes  a  child  might  swallow,  has  stringent  licenses  and  has  been  subject  to  recall.   A 
semi-automatic  gun?    None. 

Think  of  cars  in  the  '50s  (yes,  1  can  remember  them).    The  message  was,  "drive  safely  — 
you're  tired,  pull  over."    It  was  the  person,  not  the  implement.    But  things  changed. 
Somebody  had  the  bright  idea  in  the  late  '50s  that  cars  hurtling  at  each  other  at  70  mph, 
going  in  opposite  directions,  might  be  a  bad  idea,  so  up  came  median  barriers.    They  are  now 
standard.    And  now  we  have:  driver's  education;  licensing;  deterrents;  barrier  rails  between 
lanes;  reinforced  car  bodies  that  won't  fold  like  accordions  upon  impact;  tire  requirements  so 
that  when  punctured  won't  explode  and  flip  the  car;  and  banning  of  certain  cars  from 
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roadways,  e.g.  dragsters  (but  you  can  use  a  dragster  on  an  authorized  track  just  as  you  could 
use  a  handgun  at  an  authorized  range). 

This  Subcommittee  may  not  have  "Crime"  in  its  title,  but  its  programs  are  integral  to  enabling 
America  to  reduce  crime,  violence,  and  drug  abuse.    As  you  make  allocation  decisions  for 
fiscal  year  1995,  please  remember  the  critical  importance  of  providing  opportunities  for  all 
Americans,  especially  our  nation's  youth,  to  help  one  another.    Your  decisions  can  help 
transform  the  American  perspective  from  "me"  to  "we." 

Your  patience  during  these  public  witness  hearings,  Chairman  Natcher,  is  admirable.   Thank 
you  for  listening. 
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Mr.  Natcher.  Mr.  Porter,  I  yield. 

Mr.  Porter.  Mr.  Calhoun,  thank  you  for  bringing  up  the  whole 
question  of  guns  and  the  cost  to  society.  I  think  that  is  a  point  that 
we  ought  to  make  to  ourselves  over  and  over  again.  It  ought  to  be 
considered  very  much  in  the  context  of  health  reform  as  well. 

You  mentioned  the  program  Teens,  Crime  and  the  Community. 
You  said  that  was  a  Department  of  Justice  program.  I  wonder  if 
you  can  tell  us  how  many  kids  it  reaches  in  one  level  and  what  pro- 
portion of  the  kids  it  reaches.  And  would  this  not  be  appropriate 
in  the  Department  of  Education  safe  schools  initiative? 

Mr.  Calhoun.  I  will  take  them  in  reverse  order  Congressman.  It 
does  have  a  place  there.  It  was  selected  as  one  of  the  prototype  pro- 
grams for  the  Education  2000  initiative  by  the  Department  of  Edu- 
cation under  its  safe  school  aegis.  It  has  been  evaluated,  and  it 
works.  There  is  less  delinquency.  Kids  have  more  social  attitudes, 
more  altruism,  a  belief  in  ethics,  and  a  belief  in  the  law. 

It  is  both  cognitive,  how  to  increase  your  chances  of  becoming  a 
victim;  but  and  it  also  says,  hey,  we  need  you.  These  kids  who  don't 
necessarily  feel  a  part  of  things  are  asked  to  design  and  run  a 
project. 

It  mainly  serves  middle  schools.  That  is  the  key  area  on  the  issue 
of  connection  and  non-connection  and  dropping  out  becomes  an 
issue. 

Some  schools  have  wanted  us  to  write  it  lower,  and  many  schools 
with  Hispanic  constituency  have  wanted  this  translated.  I  think  it 
is  absolutely  appropriate  as  part  of  the  Secretary's  safe  school  ini- 
tiative. 

Mr.  Porter.  Isn't  500,000  a  small  number? 

Mr.  Calhoun.  It  has  proven  its  success,  and  we  certainly  could. 
It  is  one  into  the  curricula,  so  it  is  not  hard  to  adapt. 

Mr.  Porter.  Can  I  ask  you  a  question  about  the  youth  resources 
program?  Is  this  a  school-based  program?  And  does  the  model  fit 
within  what  we  are  calling  now  education  reform? 

Mr.  Calhoun.  I  think  it  does  because  it  asks  youth  to  be  major 
actors  in  designing  projects  for  social  betterment.  It  is  not  all  based 
in  education.  It  is  community  based. 

About  one-third  of  the  projects  emanate  from  the  schools  all  the 
way  from  fifth  graders  designing  environmental  projects  to  a  dance 
team  in  Evansville,  Indiana,  which  put  on  an  original  dance  on 
peer  pressure  which  they  took  throughout  the  States,  to  a  group  of 
teenage  mothers  who  wrote  a  original  play  about  how  it  felt  to  be 
a  teen  parent,  and  presented  it  to  elementary  school  students 
throughout  Indianapolis. 

I  guess  what  you  are  asking  is:  Does  this  relate  to  educational 
reform?  It  does  because  the  youth  are  asked  to  design  and  run 
projects.  This  was  done  under  the  Lily  Endowment  Projects  we  de- 
signed. It  increases  self-esteem,  competence,  confidence,  altruism. 
It  was  not  set  up  as  an  education  program,  but  49  percent  reported 
educational  gains. 
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Mr.  Porter.  Thank  you  very  much. 


Tuesday,  February  1,  1994. 

WITNESS 
I.  JON  RUSSELL,  M.D.,  PH.D.,  FIBROMYALGIA  NETWORK 

Mr.  Natcher.  Our  next  witness  is  Dr.  Russell.  Doctor,  we  will 
be  pleased  to  hear  from  you. 

Dr.  Russell.  Chairman  Natcher,  Mr.  Porter  and  Mr.  Bonilla,  our 
Representative  from  Texas:  A  large  coalition  of  patients  with 
fibromyalgia  network  syndrome  have  asked  me  to  testify  on  their 
behalf.  I  am  a  physician  licensed  to  practice  in  the  State  of  Texas. 
I  am  also  a  full-time  faculty  member  at  the  medical  school  in  San 
Antonio  for  the  last  15  years.  I  have  been  doing  research  on  pa- 
tients with  fibromyalgia  during  most  of  that  time.  My  doctorate 
training  was  at  the  University  of  Nebraska  and  medical  internal 
medicine  training  at  the  Mayo  Clinic  in  rheumatology  training 
there. 

I  direct  a  clinic  in  San  Antonio  affiliated  with  the  University  and 
edit  a  journal.  Beside  me  here  is  Kristin  Thorsen  who  is  a 
fibromyalgia  patient  and  who  is  the  editor  of  the  Fibromyalgia  Net- 
work which  has  over  20  thousand  patient  members.  It  is  just  one 
of  300  support  groups  for  fibromyalgia  patients  around  the  country. 

Fibromyalgia  syndrome  is  a  very  common  clinical  disorder  which 
is  characterized  by  chronic  widespread  musculoskeletal  pain,  un- 
controlled fatigue  and  a  very  high  disabling  potential.  Epidemio- 
logic evidence  indicates  that  this  disorder  which  affects  mainly 
women,  nine  times  more  frequently  than  men,  affects  them  during 
their  most  productive  years  and  now  claims  about  5  million  Amer- 
ican victims  in  the  United  States  alone. 

It  appears  to  have  approximately  the  same  prevalence  in  every 
country  in  the  world.  Although  the  symptoms  look  like  those  of  ar- 
thritis, it  is  not  an  arthritic  disorder.  We  think  it  is  a  disorder  of 
the  chemical  mechanisms  that  go  from  the  spinal  cord  to  the  brain. 
Despite  the  severity  of  this  disorder — and  I  will  give  evidence  to  in- 
dicate that  it  is  as  severe  a  disorder  to  the  patient  as  rheumatoid 
arthritis — very  little  has  been  done  to  research  this  disorder. 

There  is  almost  no  funding  from  the  federal  government  to  sup- 
port research  in  this  area  despite  the  fact  that  it  is  about  twice  as 
common  as  rheumatoid  arthritis.  It  is  a  huge  cost  to  society.  Re- 
cently, patient  advocacy  groups  and  their  congressional  supporters 
have  attracted  government  attention.  The  Surgeon  General  has  of- 
ficially declared  fibromyalgia  a  disorder  of  concern  to  the  American 
public.  The  NIH  has  convened  a  fact-finding  workshop,  and  Con- 
gress through  this  committee  has  approved  an  allocation  of  $1.9 
million  directed  to  research  and  understanding  the  pathogenesis  of 
this  disease. 

The  legislative  community  is  to  be  congratulated  for  this  remark- 
able progress  and  I  think  it  is  ahead  of  the  medical  community  in 
this  regard.  Part  of  the  problem  with  this  disorder  is  that  there 
were  not  for  many  years  diagnostic  criteria  to  find  the  disorder.  It 
was  thought  of  as  a  wastebasket  diagnosis  which  physicians  made 
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after  other  causes  were  excluded.  Now  the  American  College  of 
Rheumatology  has  defined  very  clear  and  easy  to  use  clinical  cri- 
teria for  the  disorder. 

I  will  mention  briefly  some  of  the  research  findings  which  clearly 
indicate  that  it  is  a  biochemical  or  a  neural  endocrine  chemical 
process.  Most  patients  experience  moderately  severe  musculo- 
skeletal pain.  A  common  lament  or  frustration  among  these  pa- 
tients is  that  they  appear  to  look  healthy  when  they  feel  so  miser- 
able. 

To  briefly  understand  how  patients  feel,  just  think  back  to  the 
last  time  you  had  a  flu  syndrome.  Your  muscles  ached  from  head 
to  toe  and  you  could  not  fathom  the  thought  of  getting  out  of  bed. 
This  is  how  most  fibromyalgia  patients  describe  their  symptoms 
and  this  24-hour  flu  bug  just  does  not  go  ahead.  It  is  persistent  and 
with  them  all  the  time.  They  feel  like  they  hurt  all  over.  There  are 
patients  who  come  to  the  hospital  with  localized  symptoms  which 
mimic  angina  and  they  are  hospitalized  in  intensive  care  wards  or 
some  have  pains  down  the  leg  which  mimics  sciatica. 

The  severity  of  the  pain  and  the  level  to  which  patients  are  inca- 
pacitated by  this  syndrome  is  comparable  to  that  of  rheumatoid  ar- 
thritis and  yet  it  is  about  twice  as  common  as  rheumatoid  arthritis. 
There  have  been  several  each  epidemiologic  studies  around  the 
world  and  most  recently  in  the  United  States  which  has  defined 
the  syndrome  as  affecting  2  percent  of  the  general  population.  Be- 
fore the  room  emptied  out,  there  were  enough  women  in  this  room 
to  have  at  least  two  of  them  suffer  from  fibromyalgia  disorder. 

Three  and  a  half  percent  of  all  women  in  this  country,  including 
all  ethnicities  have  fibromyalgia.  That  means  5  million  people  in 
this  country,  most  of  them  women.  Thirty  percent  of  fibromyalgia 
patients  have  to  change  their  work  capacity  or  job  so  that  they  can 
accomplish  the  tasks  before  them.  Seventeen  percent  have  to  stop 
working  to  be  able  to  survive,  more  or  less. 

Only  11  percent  of  patients  with  fibromyalgia  who  apply  for  dis- 
abilities support  are  funded,  compared  to  rheumatoid  arthritis  at 
24  or  25  percent.  The  estimates  regarding  all  of  these  costs  to  the 
American  public  and  to  the  American  economy  is  listed  on  the 
manuscript  that  I  have  submitted.  The  bottom  line  is  $9.2  billion 
with  a  "B."  This  does  not  include  work  loss.  It  only  accounts  for 
those  fairly  direct  medical  features  of  the  disorder. 

The  experience  in  Canada  and  Norway  is  very  similar.  Yet,  with- 
out government  funding,  research  has  disclosed  that  serum  sero- 
tonin in  these  patients,  a  chemical  that  helps  to  interpret  pain  sig- 
nals is  low,  from  these  studies  in  San  Antonio  and  one  in  Switzer- 
land. 

The  substance  P,  a  chemical  mediator  of  pain  is  very  high  in  the 
brain  fluid  of  patients  with  fibromyalgia,  as  evidenced  from  a  study 
in  Norway  and  another  in  San  Antonio. 

The  hypothalamic  pituitary  adrenal  axis  is  abnormal,  as  evi- 
denced in  studies  by  NIH  in  Portland  and  San  Antonio.  The  chemi- 
cal called  ATP  which  is  involved  in  energy  metabolism  is  low  in  the 
muscle  of  patients  with  fibromyalgia  and  in  their  red  cells.  It  now 
appears  that  this  human  disorder  is  going  to  become  the  human 
model  to  understand  musculoskeletal  pain. 
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In  terms  of  treatment,  there  is  very  little  available  but  there  is 
great  hope  because  each  of  these  mechanisms  that  are  becoming 
understood  better  have  the  promise  of  being  interrupted  specifi- 
cally. 

We  know  the  committee  has  very  hard  decisions  to  make  but  also 
that  the  committee  wants  to  be  fair  with  its  constituents.  We  rec- 
ommend the  following  actions:  First  of  all,  we  recommend  that  na- 
tional support  for  effective  biomedical  research  in  this  area  be  es- 
tablished for  a  period  of  10  years  at  a  level  of  funding  threefold 
higher  than  established  by  the  initial  $1.4  million.  That  would  be 
$4.2  million,  that  is  very  conservative,  compared  to  the  $9.2  billion 
cost  of  this  to  the  economy  and  to  other  costs  that  I  have  heard  this 
morning.  That  represents  84  cents  per  year  per  patient  affected  in 
this  country. 

Secondly,  we  would  suggest  that  resources  be  provided  to  educate 
physicians  about  this  disorder  so  they  can  make  the  diagnosis  early 
and  cut  diagnostic  costs;  make  it  clear  to  potentially  interested 
pharmaceutical  companies  that  the  U.S.  government  is  taking 
fibromyalgia  seriously  and  that  pharmaceutical  solutions  are  wel- 
come. Those  solutions  could  result  in  medications  that  could  be  sold 
by  our  companies  to  patients  all  around  the  world.  Direct  the  So- 
cial Security  Administration  to  consider  fibromyalgia  among  those 
listed  as  potentially  causing  disabling  symptoms. 

Finally,  establish  a  temporary  commission  to  explore  the  impact 
of  this  disorder  on  work  loss,  work  compensation,  welfare  com- 
pensation, health  insurance  benefits,  and  patient  longevity.  This 
commission  could  advise  Congress  on  future  directions  regarding 
this  disorder. 

Thank  you  for  your  attention. 

[The  prepared  statement  follows:] 
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FIBROMYALGIA  SYNDROME 
Current  Clinical  Status  and  Needs  Assessment 


Witness: 
Representing: 


I.  Jon  Russell,  M.D.,  Ph.D. 

Fibromyalgia  Network  (patient  advocacy  organization) 
5700  Stockdale  Hwy.,  Ste  100 
Bakersfield,  CA    93309  -  (805)  631-1950 


Testimony  Date:   February  1,  1994,  10  a.m.  -  12  noon  session 


Dr.  Russell  is  an  Associate  Professor  of  Medicine  at  The  University  of  Texas  Health 
Science  Center  in  San  Antonio.  He  obtained  his  training  in  internal  medicine  and 
rheumatology  from  the  Mayo  Clinic  Foundation  in  Rochester,  Minnesota.  He  is 
director  of  the  Brady-Green  Clinical  Research  Center,  an  affiliate  of  UTHSC-SA,  and 
is  editor  of  the  Journal  of  Musculoskeletal  Pain.  He  has  been  studying  fibromyalgia 
with  emphasis  on  the  neuroendocrine  biochemistry  of  the  disorder  for  about  12  years 
and  has  67  published  abstracts  and  manuscripts  on  those  topics. 


Prepared  for  presentation,  by  request  of  Fibromyalgia  Network,  to  the  U.S.  House  of 
Representatives  Appropriations  Subcommittee  on  Labor,  Health  and  Human  Services, 
Washington,  DC,  February  1,  1994. 
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Introduction 

Fibromyalgia  syndrome  (FMS)  is  a  common  disorder  characterized  by  chronic,  wide- 
spread, musculoskeletal  pain,  uncontrollable  fatigue  and  a  high  disabling  potential. 
Epidemiological  evidence  indicates  that  this  disorder,  which  affects  mainly  women 
in  their  most  productive  years,  now  claims  about  5  million  victims  in  the  U.S.  alone. 

Despite  the  severity  of  this  disorder,  its  high  prevalence  in  the  U.S.,  and  its  high 
cost  to  society,  little  has  yet  been  done  by  the  research  community  to  identify  its 
cause,  nor  by  the  pharmaceutical  community  to  find  effective  therapy.  Recently, 
patient  advocacy  groups  and  their  congressional  supporters  have  attracted 
government  attention.  The  Surgeon  Geneial  has  officially  declared  FMS  a  real 
disorder,  the  NIH  has  convened  a  fact-finding  workshop,  and  Congress  has  approved 
the  allocation  of  $1.4  million  for  applied  research  directed  at  understanding  its 
pathogenesis.  The  legislative  community  is  to  be  congratulated  for  this  remarkable 
progress. 

Needs  Assessment 

Little  has  been  done  by  the  research  community  to  identify  the  cause  of  FMS,  nor 
has  the  pharmaceutical  community  done  much  to  find  effective  therapy  for  this 
disorder.  I  urge  the  Committee  to  help  make  up  for  lost  time  by  recommending  the 
following  actions  be  taken: 

a.  Formalize  national  support  for  effective  research  in  this  area  by  establishing, 
for  a  period  of  10  years,  a  funding  level  about  3-fold  higher  than  established 
by  NIH's  initial  $1.4  million  RFA. 

b.  Provide  resources  to  educate  physicians  about  this  disorder. 

c.  Make  it  clear  to  potentially  interested  pharmaceutical  companies  that  the  U.S. 
government  is  taking  FMS  seriously  and  that  pharmaceutical  solutions  are 
welcome. 

d.  Direct  the  Social  Security  Administration  to  consider  including  FMS  in  the  list 
of  potentially  disabling  conditions. 

e.  Establish  a  temporary  commission  to  further  explore  the  impact  of  this  disorder 
on  work  loss,  worker's  compensation,  health  insurance  benefits,  welfare 
compensation,  and  patient  longevity.  That  commission  could  then  advise 
Congress  on  future  directions  regarding  this  disorder. 

Diagnosis 

Once  viewed  by  most  clinicians  as  a  "wastebasket  diagnosis,"  attitudes  about  FMS 
are  changing.  The  current  diagnostic  criteria,  approved  by  the  American  College  of 
Rheumatology  (ACR),  were  derived  from  a  multi-center  study  under  the  leadership 
of  Dr.  Fred  Wolfe  in  Wichita,  KS,  and  published  in  1990.  The  ACR  criteria  are  easy 
to  learn  and  take  only  a  few  minutes  to  apply.  Patients  must  have  at  least  a  3 
month  history  of  pain  in  many  areas  of  the  musculoskeletal  system  and  at  least  1 1 
of  1 8  defined  anatomical  sites  (called  tender  points)  around  the  body  must  be  painful 
to  4  kg  of  palpation  pressure  (approximately  the  pressure  that  blanches  the  blood 
from  the  nailbed  at  the  tip  of  the  thumb).  Field  testing  the  ACR  criteria  showed  that 
it  was  85%  accurate  in  selecting  FMS  patients  from  a  group  of  people  with  other 
painful  conditions. 
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Clinical  Features 

Most  FMS  patients  experience  moderately  severe  musculoskeletal  pain.  A  common 
lament  of  frustration  among  this  patient  group  is  that  they  appear  to  look  healthy 
when  they  feel  so  miserable.  To  understand  how  patients  feel,  just  think  back  to  the 
last  time  you  had  the  flu.  Your  muscles  ached  from  head  to  toe  and  you  couldn't 
fathom  the  thought  of  getting  out  of  bed.  This  is  how  many  patients  with  FMS 
describe  their  condition,  but  unlike  the  24-hour  flu  bug,  their  symptoms  don't  go 
away. 

The  pain  is  felt  "all  over"  the  body  nearly  all  of  the  time.  In  addition,  the  chest  pain 
can  be  so  severe  as  to  mimic  an  ischemic  heart  attack  and  has  resulted  in  many 
coronary  care  unit  hospitalizations  for  presumed  heart  disease.  The  back,  thigh  and 
knee  symptoms  can  symptomatically  mimic  sciatica  and  can  prompt  expensive 
radiographic  imaging  tests  and  neurological  workups  which  usually  prove  to  be 
negative. 

Rheumatoid  arthritis  is  an  inflammatory,  joint-destructive,  disabling  disease  which 
was  shown  by  Dr.  Ted  Pincus  in  Nashville,  to  be  comparable  in  severity  to  Hodgkin's 
disease,  a  form  of  lymph  node  cancer.  Studies  comparing  symptoms  and  functional 
ability  between  FMS  and  rheumatoid  arthritis  have  found  the  two  disorders  to  be 
very  comparable.  Thus,  the  pain  experienced  and  the  limitations  in  the  ability  to 
perform  in  the  role  of  a  spouse,  a  homemaker,  a  parent,  and  an  employee  are  as 
severe  in  FMS  as  they  are  in  rheumatoid  arthritis. 

Other  typical  manifestations  of  FMS  include  difficulty  getting  to  sleep  or  staying 
asleep,  severe  morning  stiffness,  daytime  tiredness/fatigue,  chronic  muscle- 
contraction  headaches,  confusion  or  memory  deficits,  depression,  cramping 
abdominal  pain,  and  a  peculiar  intolerance  for  sustained  physical  exercise. 
Performing  tasks  that  were  once  well  tolerated  can  cause  a  temporary  incapacity 
necessitating  complete  bed  rest  for  one  to  several  days.  This  aspect  alone  has  been 
the  cause  of  many  work  loss  days  among  FMS  patients. 

Prevalence,  Disability  and  Fiscal  Impact 

Several  studies  have  shown  that  FMS  is  present  in  about  20%  of  all  new  patients 
evaluated  by  rheumatologists  and  6-12%  of  patients  waiting  to  see  a  general 
internist.  The  frequency  of  FMS  in  the  U.S.  Caucasian  population  has  now  been 
established  by  Dr.  Wolfe  in  Wichita  to  be  2.0%  of  the  general  population,  0.5%  of 
white  males  and  3.4%  of  white  females.  A  similar  study  which  will  assess  the 
prevalence  of  FMS  in  Hispanics  is  currently  underway  in  San  Antonio.  Building  upon 
Dr.  Wolfe's  data,  there  are  about  5  million  people  in  this  country  with  FMS.  The 
prevalence  of  this  disorder  is  comparable  to  that  figure  in  every  country  so  far 
studied,  including  Norway,  Denmark,  Germany,  Poland,  and  South  Africa. 

From  survey  data  collected  in  a  multi-center  study,  Dr.  Wolfe  found  that  30%  of  the 
FMS  patients  had  to  change  jobs  to  find  one  they  could  successfully  accomplish  on 
a  continuing  basis  and  17%  were  unable  to  continue  gainful  employment  at  all 
because  of  their  FMS  symptoms.  54%  reported  difficulty  in  performing  routine  daily 
living  activities.  Only  11%  of  FMS-diagnosed  patients  were  successful  in  their 
application  for  Social  Security  disability  support.  That  figure  compares  with  24%  for 
rheumatoid  arthritis-diagnosed  patients.  Why  the  discrepancy?  Rheumatoid  arthritis 
is  included  in  the  official  Social  Security  list  of  conditions  commonly  causing 
disability  while  FMS  is  not.  The  situation  is  different  in  several  other  countries;  for 
instance,  Australia,  Norway  and  the  Ontario  Provincial  Government  of  Canada  do 
recognize  FMS  as  a  compensable,  disabling  condition.  For  the  record,  24%  of  the 
pMS  patients  in  Norway  receive  a  disability  pension.    Using  the  11%  disability  rate 
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and  applying  it  to  the  5  million  people  in  the  U.S.  who  have  FMS,  the  total  annual 
disability  payments  amount  to  roughly  $5.3  billion  (assuming  an  average  pension  of 
$800  per  month). 

An  important  observation  by  Dr.  Wolfe's  team  was  that  70%  of  81  patients 
surveyed  were  hospitalized  for  painful  symptoms  prior  to  receiving  the  FMS 
diagnosis.  This  compares  to  22%  for  the  community  controls.  A  three  year  follow- 
up  study  of  this  same  patient  group  revealed  that  the  number  of  hospitalizations  after 
diagnosis  were  dramatically  reduced.  Expensive  hospitalizations,  costly  and 
inappropriate  surgeries,  and  unnecessary  testing  are  common  problems  because,  on 
the  average,  there  is  a  five  year  delay  in  making  the  diagnosis  of  FMS.  Educating 
physicians  to  make  a  timely  diagnosis  could  save  patients  and  their  insurance 
companies  an  estimated  $300  million  per  year  in  hospital  costs  (assuming  a  10% 
reduction  in  the  number  of  hospitalizations  at  a  cost  of  $3,000/hospital  visit  and 
estimating  that  at  any  given  time  20%  or  1  million  patients  are  yet  to  be  diagnosed). 
The  actual  cost  of  making  the  FMS  diagnosis  is  estimated  to  cost  at  least  $500 
million  annually.  Even  after  a  diagnosis  is  rendered,  patients  typically  visit  their 
physician  for  routine  follow-ups  3  times  per  year  and  a  survey  of  400  patients 
recently  showed  that  97%  of  them  were  taking  at  least  one  prescription  medicine 
for  their  disorder.  Post-diagnostic  health  care  costs  are  approximately  $3.1  billion 
annually  ($600  per  year  for  medications,  $150  per  year  for  physician  care,  $20  per 
year  for  tests. ..all  for  4  million  people-or  80%  of  the  patients). 

Summarizing  the  fiscal  impact  of  FMS  in  the  U.S.: 

Prevalence:    5  million 

%  Receiving  Disability:    11% 

Annual  disability  cost:  $5.3  billion 

Annual  pre-diagnostic  hospitalizations:  $0.3  billion 

Annual  cost  of  making  the  diagnosis:  $0.5  billion 

Annual  post-diagnostic  health  care  cost:  $3. 1  billion 

Total  Yearly  Drain  on  U.S.  Economy:        $9.2  billion 

These  figures  certainly  justify  a  concerted  effort  to  help  the  patients  who  are 
suffering  from  this  condition  and  to  reduce  its  burden  on  the  economy. 

The  Canadian  Experience:  In  1989,  Dr.  Glenn  McCain,  previously  of  London, 
Ontario,  published  a  report  reviewing  a  representative  sample  of  longterm  disability 
claims  at  London  Life,  a  major  Canadian  life  insurance  company.  9%  of  this 
company's  caseload  of  7,000  claimants  were  filing  for  disability  based  on  their  FMS. 
The  average  disability  payment  was  $1,500/month.  It  was  estimated  that  private 
disability  insurers  in  Canada  pay  out  over  $200  million  per  year  in  longterm  disability 
claims  for  FMS.  This  figure  does  not  include  the  other  sources  of  disability  such 
as  group  short  term  disability,  individual  disability  insurance,  and  Canadian  Pension 
disability. 

The  Situation  in  Norway:  Colleagues  in  Norway  say  that  disability  claims  for  FMS 
are  the  highest  of  any  other  condition.  If  medical  or  pharmaceutical  solutions  are  not 
found  for  this  syndrome  in  the  near  future,  its  drain  on  the  Norwegian  economy  will 
become  unbearable. 


Testimony  by  I.  Jon  Russell,  M.D.  for  Fibromyalgia  Network,  Bakersfield,  CA 


113 


Etiology 

Usually,  the  most  effective  way  to  develop  therapy  for  a  medical  condition  is  to 
find  out  what  causes  it,  so  precisely-directed  treatment  can  be  designed.  The  cause 
of  FMS  remains  unknown  but  several  theories  have  been  proposed.  The  most 
compelling  evidence  regarding  an  etiology  for  FMS  comes  from  biochemical  studies 
of  the  neuroendocrine  and  metabolic  systems. 

Neurotransmitters:  In  1975,  Drs.  Hugh  Smythe  and  Harvey  Moldofsky  of  Toronto 
suggested  that  central  nervous  system  serotonin  might  be  deficient  because  it  was 
known  to  down  regulate  pain  perception  and  induce  deep  restful  sleep.  Dr.  I.  Jon 
Russell's  group  showed  that  the  essential  amino  acid  tryptophan  (the  metabolic 
precursor  of  serotonin)  plus  6  other  amino  acids  and  serotonin  were  deficient  in  the 
serum  of  FMS  patients  compared  with  normal  controls  and  that  the  density  of 
platelet  receptors  for  serotonin  was  increased.  Dr.  Muhammad  Yunus  of  Peoria,  IL, 
found  impaired  transport  of  tryptophan  from  the  blood  into  the  brain  where  it  is 
needed  for  serotonin  synthesis.  Dr.  W.  Muller's  group  in  Switzerland  confirmed  the 
finding  of  low  serotonin  in  fibromyalgia  serum  and  demonstrated  that  the  apparent 
serotonin  deficiency  correlated  with  the  severity  of  the  patients'  symptoms. 
Tryptophan  can  be  diverted  into  the  kynurenine  metabolic  pathway  as  an  alternative 
to  conversion  into  serotonin  and  could  in  that  way  limit  the  amount  of  available 
substrate.  Dr.  Russell's  group  found  abnormally  high  activity  of  that  bypass  pathway 
in  spinal  fluids  obtained  from  FMS  patients  when  compared  with  spinal  fluids  from 
normal  controls.  Dr.  Reinhild  Kline's  group  in  Germany  has  reported  finding 
circulating  antibodies  to  serotonin  and  to  serotonin  receptors  in  a  high  proportion  of 
FMS  patients  so  experiments  are  underway  to  confirm  those  findings.  All  in  all, 
several  different  studies  implicate  serotonin  in  the  pathogenesis  of  FMS. 

A  very  dramatic  abnormality  in  FMS  cerebrospinal  fluid  was  reported  by  Dr.  Henning 
Vaeroy  of  Norway.  Substance  P,  a  neurotransmitter  involved  in  the  signalling  of  pain 
at  the  spinal  cord  level  was  3-fold  higher  in  the  spinal  fluid  of  FMS  patients  than  in 
normal  controls.  Dr.  Russell's  laboratory  has  confirmed  that  finding  and  observed 
that  the  levels  of  substance  P  present  are  weakly  correlated  with  the  severity  of  the 
patient's  pain.  Since  serotonin  is  involved  in  the  down  regulation  of  pain  signals 
initiated  by  substance  P,  the  combined  deficiency  of  the  serotonin  effect  and  the 
excess  of  substance  P  could  cause  abnormal  perception  of  even  normal  pressure 
stimuli  on  body  tissues  (perhaps  contributing  to  widespread  pain  and  tender  points). 

Hormones:  Another  area  of  interest  is  the  hypothalamic-pituitary-adrenal  and  liver- 
muscle  axes  because  measurements  of  hormone  levels  or  tissue  responses  to  a 
variety  of  stimuli  in  these  systems  have  been  quite  abnormal.  Dr.  McCain,  then 
working  in  London,  Ontario,  and  Dr.  Leslie  Crofford  from  NIH  have  documented 
abnormalities  in  the  response  of  the  Cortisol  system  to  physical  and  chemical 
stressors.  Hypothalamic  stimulation  by  corticotropin  releasing  hormone  (CRH) 
produced  an  exaggerated  response,  suggesting  that  this  hormone  was  deficient  in 
patients,  and  may  be  contributing  to  the  symptom  of  fatigue.  Dr.  Eduard  Griep,  from 
the  Netherlands,  found  the  same  abnormalities  in  the  hypothalamic  pituitary  axis 
using  CRH  stimulation,  insulin-induced  hypoglycemia,  and  even  exercise.  The  latter 
finding  suggested  a  tie-in  to  the  sore  muscles  in  FMS  patients.  Dr.  Robert  Bennett 
of  Portland,  OR,  and  Dr.  Russell  have  both  shown  that  serum  levels  of  insulin-like 
growth  factor-1  (IGF1)  were  low  in  FMS.  That  was  of  interest  because  IGF1  is 
produced  in  response  to  growth  hormone  from  the  pituitary  which  is  released  mainly 
during  stage  4  Non-REM  sleep,  the  very  sleep  stage  Moldofsky  and  Smythe  reported 
to  be  deficient  in  FMS.  One  task  assigned  to  IGF1  is  to  guide  the  repair  of 
microtrauma  to  muscles  that  occurs  during  the  course  of  usual  daily  activities.  Too 
little  deep  sleep  would  result  in  too  little  growth  hormone,  too  little  IGF1  and 
inadequate  maintenance  of  the  skeletal  muscles  which  is  where  patients  tend  to  hurt. 
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Metabolic  Systems:  Dr.  Ann  Bengtsson  in  Sweden  found  that  the  levels  of  ATP,  the 
body's  immediate  source  of  energy,  was  lower  than  normal  in  the  muscle  of  patients 
with  FMS.  An  examination  of  the  red  blood  cells  of  FMS  patients  in  Dr.  Russell's 
laboratory  disclosed  lower  than  normal  levels  of  ATP  in  them  as  well.  Dr.  Daniel 
Clauw  of  Washington,  DC,  and  Dr.  Thomas  Romano  of  Wheeling,  WV,  have  both 
observed  lower  than  normal  levels  of  red  blood  cell  magnesium  which  is  critical  to 
the  process  of  maintaining  the  necessary  levels  of  ATP  in  tissues  where  it  is  needed. 

Just  how  all  of  these  biochemical  abnormalities  can  be  integrated  to  explain  the 
symptoms  of  FMS  is  not  clear.  It  is  evident,  however,  that  FMS  is  no  longer  a 
"wastebasket  diagnosis"  entirely  lacking  in  objective  abnormalities.  The  reason  that 
standard  laboratory  tests  have  always  been  normal  in  these  patients  is  that  they 
were  the  wrong  tests.  It  seems  likely  that  FMS  is  destined  to  become  the  human 
model  for  the  study  of  chronic  pain  during  the  next  decade.  A  better  understanding 
of  the  abnormalities  present  will  likely  to  lead  to  more  specific  and  effective 
therapies. 

Treatment 

No  single  therapeutic  intervention  is  capable  of  controlling  the  symptoms  of  FMS. 
Despite  this  problem,  there  is  some  research  in  the  area  and  progress  is  being  made. 
As  stated  by  Dr.  Rene  Cailliet,  "Our  ignorance  should  never  lead  us  to  complacency, 
nor  should  any  patient  who  complains  of  disabling  musculoskeletal  pain  be  denied 
a  searching  mind  nor  willingness  to  explore  innovative  treatment."  Most  successful 
treatment  protocols  involve  a  multi-disciplinary  approach  including  accurate  diagnosis, 
education,  psychological  support,  physical  therapy,  an  aerobic  exercise  program, 
selected  medication,  and  routine  follow-up. 

Of  the  relatively  small  number  of  medications  which  have  been  shown  in  placebo- 
controlled  studies  to  be  somewhat  helpful  in  FMS,  four  can  be  seen  as  attempting 
to  correct  a  functional  deficiency  of  serotonin:  amitriptyline,  cyclobenzaprine, 
alprazolam,  and  5-hydroxy-tryptophan. 

At  best,  we  believe  that  70%  of  patients  experience  a  30-50%  reduction  of  their 
symptoms  while  the  remainder  struggle  to  find  ways  to  adapt  to  substantial  changes 
in  their  life  style.  Even  when  a  particular  therapy  has  been  found  to  work,  it  may 
become  less  effective  over  time.  At  the  NIH  workshop  last  year,  Dr.  Don  Goldenberg 
of  Boston,  MA,  stated  that  patients  often  come  back  to  visit  him,  complaining:  "My 
improvement  wore  off."  Voicing  similar  experiences,  Dr.  Wolfe  said  that  only  one- 
third  of  the  patients  he  prescribed  amitriptyline  to  were  still  taking  it  one  year  later. 

There  is  clearly  a  huge  market  for  more  effective  therapy  for  this  disorder.  Most 
pharmaceutical  companies  have  not  expressed  much  interest  in  FMS  because  of  the 
past  uncertainly  regarding  its  place  in  the  medical  system's  priorities.  On  the  other 
hand,  the  industry  which  has  spent  and  made  billions  on  non-steroidal  anti- 
inflammatory drugs  has  great  expertise  and  resources  which  could  be  brought  to  bear 
on  a  solution  for  FMS  if  there  were  a  clear  indication  that  the  U.S.  government  is 
taking  FMS  research  seriously. 

On  behalf  of  dedicated  researchers  who  have  laid  the  groundwork  in  this  field  and 
the  300  patient  support  groups  in  the  U.S.,  I  wish  to  thank  the  Committee  for  its 
continued  interest  in  the  fibromyalgia  syndrome. 
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Mr.  Natcher.  Thank  you,  doctor.  You  have  given  us  an  excellent 
statement. 
The  committee  will  now  recess  until  10  o'clock  in  the  morning. 


Wednesday,  February  2,  1994. 

witnesses 

leonard  berg,  m.d. 

william  markesbery,  m.d.,  alzheimer's  association 

Mr.  Natcher.  Our  first  two  witnesses  this  morning  are  Dr.  Berg 
and  Dr.  Markesbery.  Come  around,  gentlemen.  We  will  be  pleased 
to  hear  from  you  at  this  time. 

Dr.  Berg.  Thank  you,  Mr.  Chairman,  and  good  morning.  I  am 
Dr.  Leonard  Berg,  and  I  am  the  Chairman  of  the  Alzheimer's  Asso- 
ciation's Medical  and  Scientific  Advisory  Board.  Seated  at  my  left 
is  Dr.  William  Markesbery  from  the  great  State  of  Kentucky.  Dr. 
Markesbery  is  the  Director  of  the  Alzheimer's  Disease  Research 
Center  at  the  University  of  Kentucky. 

As  you  may  know,  the  Alzheimer's  Association  is  the  only  na- 
tional voluntary  health  organization  dedicated  to  research  to  find 
better  answers  for  Alzheimer's  disease.  Our  mission  is  also  to  sup- 
port the  4  million  Americans  and  their  families  who  are  dealing  on 
a  daily  basis  with  this  devastating  illness  and  to  advocate  for 
health  care  and  long-term  care  that  will  give  them  basic  health  se- 
curity. First  and  foremost,  we  want  to  thank  you  and  your  col- 
leagues for  your  leadership  over  the  years,  your  tireless  support,  to- 
gether with  our  own  commitment  of  over  $30,000,000  in  private 
funds  has  helped  pushed  back  the  frontiers  of  medical  knowledge 
about  this  disease  and  has  opened  the  door  to  sorely  needed  treat- 
ment and  family  services. 

Mr.  Chairman,  at  a  time  when  the  public  spotlight  is  on  health 
care  reform,  it  is  important  to  stress  that  the  goals  of  disease  pre- 
vention and  cost  containment  can  only  be  achieved  if  researchers 
find  answers  to  critical  and  costly  public  health  problems  like  Alz- 
heimer's disease.  Over  4  million  Americans  have  the  disease  now. 
We  project  that  because  of  the  prevalence  of  Alzheimer's  disease, 
as  it  increases  with  age  and  because  people  in  this  country  are  liv- 
ing longer,  there  will  be  as  many  as  14  million  who  will  fall  victim 
to  Alzheimer's  disease  by  the  middle  of  the  next  century  unless 
science  finds  some  answers  very  soon. 

Each  year,  at  present,  Alzheimer's  disease  costs  society  nearly 
$100  billion.  And  since  neither  public  programs  nor  private  insur- 
ance offer  much  protection,  most  of  that  cost  is  borne  by  families 
and  loved  ones.  Consider  the  national  impact  of  tripling  that  cost 
in  the  next  40  to  50  years.  But  there  is  reason  to  hope.  The  public 
and  private  partnership  I  alluded  to  has  helped  create  an  infra- 
structure of  academic  research  centers  and  individual  investigators 
that  have  built  a  solid  base  of  knowledge  about  the  disease  and 
have  brought  us  to  the  edge  of  important  discoveries. 

Risk  factors,  which  are  the  keys  to  causes,  are  better  understood. 
New  clues  are  being  uncovered  about  the  origin  of  abnormalities  in 
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Alzheimer  brain  tissue.  Recent  important  results  from  genetic  re- 
search include  the  findings  of  abnormal  genes  in  young-onset 
Alzheimer  families  and  clues  to  how  those  abnormal  genes  cause 
damage  to  nerve  cells  in  the  brain.  Most  recently,  a  research  team 
at  Duke  University  identified  the  first  genetic  risk  factor  for  late- 
onset  Alzheimer's  disease.  That  is  the  form  of  the  disease  that  be- 
gins after  age  65  and  makes  up  more  than  three-quarters  of  the 
cases.  The  risk  factor  is  the  gene  called  ApoE4.  People  who  inherit 
two  copies  of  ApoE4  have  a  risk  of  developing  the  disease  more 
than  eight  times  greater  than  that  of  people  with  no  copies  of  the 
gene. 

Mr.  Chairman,  we  are  excited  because  these  findings  hold  enor- 
mous potential  for  reducing  human  suffering  and  saving  billions  in 
health  care  cost.  If  we  are  able  to  pinpoint  the  mechanisms  of  the 
risk  factors,  we  will  learn  how  to  protect  nerve  cells  and,  thus, 
delay  the  onset  of  the  symptoms.  Indeed,  if  we  were  able  to  delay 
the  disease  for  only  five  years,  we  would  reduce  the  number  of  per- 
sons with  Alzheimer's  disease  by  half  and  cut  the  Nation's  health 
and  long-term  care  costs  by  as  much  as  $60  billion  in  a  year. 

As  a  result  of  past  investments  made  by  this  subcommittee,  the 
first  drug  approved  for  the  treatment  of  Alzheimer's  disease  is  now 
available.  It  helps  only  a  minority  of  persons  who  try  it  and  only 
to  a  modest  degree,  but  it  signals  a  new  and  important  chapter  in 
our  struggle  to  find  effective  treatments.  Some  important  advances 
are  also  being  made  to  find  effective  nondrug  treatments  as  simple 
as  environmental  changes  and  new  communication  techniques  that 
help  patients  maintain  function  and  improve  the  overall  quality  of 
life. 

In  addition  to  research,  I  am  especially  pleased  to  report  that  a 
program  this  committee  helped  to  launch  is  already  beginning  to 
help  address  the  needs  of  caregivers  in  selected  sites  throughout 
the  country.  The  Alzheimer  Demonstration  Grant  program,  admin- 
istered by  the  Health  Resources  and  Services  Administration,  pro- 
vides small  matching  grants  between  $150  thousand  and  $600 
thousand,  to  help  States  better  coordinate  services  to  persons  with 
Alzheimer's  and  their  caregivers.  The  program  helps  provide  family 
caregivers  the  respite  services  they  so  desperately  need.  The  pro- 
gram also  provides  information  and  support  to  families,  subsidizes 
some  of  their  care  and  recruits  and  trains  home  aides.  States  recog- 
nize the  importance  of  these  programs  as  they  are  planning  for  the 
kind  of  home-  and  community-based  care  the  President  has  pro- 
posed in  his  Health  Security  Act.  At  least  40  States  have  applied 
to  participate  in  this  grant  program.  Unfortunately,  past  appropria- 
tions have  not  been  able  to  keep  pace  with  the  need.  Thus  far  only 
13  States,  the  District  of  Columbia  and  Puerto  Rico  have  received 
grant  awards. 

Here  are  our  recommendations.  In  spite  of  all  your  efforts,  Alz- 
heimer's research  remains  grossly  underfunded.  This  year  the  Na- 
tional Institutes  of  Health  will  devote  approximately  $305  million 
to  Alzheimer-related  research,  or  about  $1  for  every  $330  the  dis- 
ease is  draining  from  our  Nation's  economy.  Even  though  this  dis- 
ease carries  tremendous  social  and  economic  costs,  research  fund- 
ing on  Alzheimer's  still  lags  far  behind  the  federal  investment  in 
other  major  diseases,  such  as  cancer,  heart  disease  and  AIDS. 
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Our  goal  for  research  funding  is  $550  million  annually.  We  recog- 
nize, however,  that  you  face  very  strict  fiscal  constraints.  In  order 
to  maintain  research  momentum  and  to  capitalize  on  the  most  re- 
cent findings  with  respect  to  ApoE  and  the  other  important  genetic 
discoveries,  we  urge  you  to  provide  an  additional  $30  million  in  fis- 
cal year  1995.  Those  funds  will  enable  researchers  to  focus  imme- 
diately on  a  line  of  investigation  that  holds  great  promise  for  slow- 
ing or  perhaps  stopping  the  disease. 

And  to  help  address  the  desperate  needs  of  family  caregivers,  we 
are  asking  for  continued  funding  for  the  Alzheimer  Demonstration 
State  Grant  program.  We  urge  you  to  expand  that  program  to  $7.5 
million  so  as  to  permit  more  States  to  meet  the  needs  of  persons 
with  Alzheimer's  disease  and  their  families. 

Again,  Mr.  Chairman,  let  me  thank  you  for  your  support.  Dr. 
Markesbery  and  I  will  be  glad  to  answer  any  questions  you  may 
have.  Thank  you  very  much. 

Mr.  Natcher.  Thank  you  Dr.  Berg. 

Dr.  Markesbery,  we  will  be  pleased  to  hear  from  you.  Any  obser- 
vations? 

Dr.  Markesbery.  I  would  like  to  underscore  what  Dr.  Berg  said 
and  express  our  gratitude  to  you  and  your  colleagues  for  the  sup- 
port that  you  have  given.  You  have  allowed  us  to  develop  the  infra- 
structure to  study  this  disease.  There  are  28  centers  that  are  scat- 
tered around  the  country.  They  work  very  closely.  There  is  a  degree 
of  cooperation,  I  think,  that  is  unique  at  NIH,  and  it  has  increased 
our  understanding  of  the  disease  considerably. 

There  is  a  bottom  line  about  this  disease.  We  will  not  be  able  to 
treat  it  or  prevent  it  until  we  actually  understand  its  causes,  and 
we  are  poised  at  this  point.  We  have  a  special  opportunity,  I  think, 
to  gain  a  better  understanding  of  the  factors  which  lead  us  to  know 
what  causes  this  disease. 

Now  we  are  ready  with  the  infrastructure  that  has  been  built 
and  the  new  breakthroughs,  and  I  think  that  we  can  do  that.  I 
know  you  have  hundreds  of  worthy  causes  that  come  to  your  door- 
step each  day,  but  this  is  the  most  demeaning  disease  that  we 
know  about.  It  takes  away  the  very  essence  of  what  we  are  as 
human  beings:  Our  ability  to  think,  to  remember,  and  to  speak, 
and  it  is  played  out  4  million  times  each  day  in  this  country  and 
we  need  your  continued  support. 

Mr.  Natcher.  Thank  you,  Doctor.  Both  of  you  gentlemen  have 
given  us  an  excellent  statement  and  we  appreciate  your  appear- 
ance. And  every  consideration  will  be  given  to  your  request. 

Dr.  Berg.  Thank  you,  sir. 


Wednesday,  February  2,  1994. 

WITNESS 

RON   J.   DOYLE,    PH.D.,   AMERICAN   ASSOCIATION   FOR   DENTAL   RE- 
SEARCH 

Mr.  Natcher.  Our  next  witness  is  Dr.  Doyle.  Come  around,  Dr. 
Doyle.  Doctor,  we  will  be  pleased  to  hear  from  you  at  this  time. 

Mr.  Doyle.  Mr.  Chairman,  and  Members  of  the  committee,  my 
name  is  Ron  Doyle.  I  am  Associate  Dean  for  Research  at  the  Uni- 
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versity  of  Louisville  School  of  Dentistry.  Today  I  am  appearing  on 
behalf  of  the  American  Association  for  Dental  Research,  of  which 
I  have  been  a  member  for  15  years.  The  members  of  our  association 
appreciate  this  opportunity  to  present  testimony  in  support  of  the 
1995  budget  for  the  National  Institute  of  Dental  Research. 

Our  principal  objective  is  to  promote  the  advancement  of  re- 
search in  all  sciences  pertaining  to  the  mouth  and  facial  structures, 
to  seek  ways  of  treating  and  preventing  oral  diseases,  and  to  facili- 
tate the  transfer  of  knowledge  into  practical  help  for  the  public.  In 
1989,  Mr.  Chairman,  Americans  lost  more  than  164  million  work 
hours  and  over  50  million  school  hours  due  to  dental  diseases. 
Some  statistics  reveal  that  oral  disorders  are  second  only  to  alco- 
holism in  causing  work  loss  hours. 

Poor  oral  health  can  lead  to  pain  and  infection  and  affects  an  in- 
dividual's ability  to  eat,  speak  and  function  as  a  productive  mem- 
ber of  society.  Significant  progress  has  been  made  in  treatment  and 
prevention,  but  oral  and  dental  diseases  remain  among  the  most 
common  chronic  health  problems  among  adults  in  the  United 
States.  Health  services  research  in  dentistry  also  addresses  issues 
affecting  health  care  delivery.  As  you  know,  this  is  currently  an  im- 
portant issue,  and  my  association  is  active  in  supporting  the  inclu- 
sion of  oral  health  in  health  care  reform. 

We  are  concerned  about  the  oral  health  of  ethnic  and  racial  mi- 
norities who  often  lack  access  or  funds  for  dental  care.  As  a  result, 
we  know  that,  in  general,  minority  groups  have  more  severe  and 
extensive  oral  health  problems  than  mainstream  Americans.  Oral 
health  research  addresses  all  of  the  diseases  and  disorders  that  af- 
fect the  teeth,  mouth,  and  facial  structures.  This  involves  under- 
standing the  causes  of  such  diseases  and  examining  the  ways  in 
which  they  affect  general  health  and  well-being. 

Mr.  Chairman,  in  Louisville,  we  have  a  group  of  professors  and 
students  who  are  interested  in  the  role  of  sucrose  or  table  sugar 
in  promoting  dental  decay.  Our  research  effort  is  to  produce  a 
nontoxic  derivative  of  sucrose  which  would  actually  prevent  the 
decay  of  teeth.  Interestingly  enough,  some  of  our  compounds  have 
a  role  or  could  have  a  role  in  regulating  sugar  intake  in  diabetic 
individuals.  In  addition,  some  of  the  compounds  behave  as  if  they 
are  antibiotics.  I  should  like  to  comment  that  research  frequently 
leads  to  pleasant  and  unexpected  surprises. 

As  regards  the  fiscal  year  1995  NIDR  budget,  we  respectfully  re- 
quest a  funding  level  for  the  National  Institute  of  Dental  Research 
of  $202  million.  We  fully  recognize  the  current  austere  budget  envi- 
ronment, the  Federal  deficit  and  the  associated  funding  limitations. 
However,  considering  that  NIDR  is  the  most  significant  source  of 
funding  for  dental  research  in  America  today,  it  rests  with  NIDR 
to  provide  the  primary  resources  to  advance  the  oral  health  of  all 
Americans. 

In  addition,  Mr.  Chairman,  we  also  wish  to  point  out  that  we 
support  the  recommendation  of  the  Ad  Hoc  Group  for  Medical  Re- 
search Funding  of  approximately  $12  billion  for  all  of  the  activities 
of  the  National  Institutes  of  Health  for  fiscal  year  1995.  We  ask  for 
your  support. 

In  conclusion,  Mr.  Chairman,  thank  you  for  this  opportunity  to 
provide  testimony  on  dental  research.  Research  funded  by  NIDR 
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has  opened  new  pathways  for  better  diagnoses,  prevention  and 
treatment  of  oral  diseases.  We  believe  that  continued  funding  sup- 
port for  the  NIDR  is  essential  for  the  health  of  America's  children, 
adults  and  senior  citizens. 

This  concludes  my  testimony,  Mr.  Chairman.  I  would  be  pleased 
to  respond  to  any  questions. 

Mr.  Natcher.  Doctor,  thank  you  very  much.  You  have  given  us 
an  excellent  statement  and  we  appreciate  your  appearance. 

[The  prepared  statement  follows:! 
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American  Association  for  Dental  Research 

Formal  Testimony 

before  the 

House  Labor,  Health  and  Human  Services,  Education,  and  Related 

Agencies  Subcommittee  on  Appropriations 

February  2, 1994 

Mr.  Chairman  and  members  of  the  Committee,  my  name  is  Dr.  R.  J.  Doyle,  and  I 
am  the  Associate  Dean  for  Research  and  Professor  of  Microbiology  &  Immunology  in 
the  School  of  Dentistry  at  the  University  of  Louisville,  Louisville,  Kentucky. 

I  am  appearing  today  on  behalf  of  the  American  Association  for  Dental 
Research,  of  which  I  have  been  a  member  for  1 5  years.  The  members  of  our 
Association  greatly  appreciate  this  opportunity  to  present  testimony  in  support  of  the 
fiscal  year  1995  budget  for  the  National  Institute  of  Dental  Research. 

The  membership  of  the  American  Association  for  Dental  Research  consists  of 
almost  5,000  research  scientists  from  a  variety  of  scientific  and  clinical  disciplines 
located  in  universities,  dental  schools,  research  institutes,  hospitals,  and  industrial 
laboratories  around  the  country. 

Our  principal  objective  is  to  promote  the  advancement  of  research  in  all  sciences 
pertaining  to  the  mouth  and  facial  structures,  to  seek  ways  of  treating  and  preventing 
oral  diseases,  and  to  facilitate  the  transfer  of  knowledge  into  practical  help  for  the 
public. 

The  health  of  the  mouth,  including  the  teeth,  gums,  jaws,  and  surrounding 
structures,  contributes  to  the  health  of  the  whole  body.  Oral  diseases  can  cause  pain, 
poor  nutrition,  weight  loss,  disfigurement,  lost  work  days,  and,  in  the  case  of  oral 
cancer,  death.  In  1989,  Americans  lost  more  than  164  million  work  hours  and  51 
million  school  hours  due  to  dental  diseases.  As  former  Surgeon  General  C.  Everett 
Koop  stated,  "If  you  don't  have  oral  health,  you're  not  healthy."  Poor  oral  health  can 
lead  to  pain  and  infection  and  affects  an  individual's  ability  to  eat,  speak,  and  function 
as  a  productive  member  of  society.  Significant  progress  has  been  made  in  prevention 
and  treatment,  but  oral  and  dental  diseases  remain  among  the  most  common  chronic 
health  problems  among  adults  in  the  United  States. 

Health  services  research  in  dentistry  also  addresses  issues  affecting  health  care 
delivery.  This  is  currently  an  important  issue,  and  my  Association  is  active  in  supporting 
the  inclusion  of  oral  heath  in  health  care  reform. 
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We  are  concerned  about  the  oral  health  of  ethnic  and  racial  minorities  who  often 
lack  access  or  funds  for  dental  care.  As  a  result,  we  know  that,  in  general,  minority 
groups  have  more  severe  and  extensive  oral  health  problems  than  mainstream 
Americans. 

The  cost  of  dental  care  to  the  Nation  was  $38.7  billion  in  1992.1  While  oral 
diseases  remain  a  costly  public  health  problem,  research  about  the  causes  of  these 
diseases  and  how  to  prevent  them  has  resulted  in  substantial  savings  in  health  care. 
Current  estimates  put  the  savings  between  1979  and  1989  at  $40  billion.2  Dental  care 
delivery  costs  continue  to  fall  as  a  percentage  of  total  expenditures  on  health  care  and 
are  increasing  at  a  lower  rate  than  physician  and  hospital  services.  Dental  research 
and  prevention  are  a  model  for  cost  savings  in  health  care  delivery.  Future  research 
will  provide  further  opportunities  to  achieve  significant  cost  savings  and  improved  oral 
health  in  America. 

I  am  pleased  to  report  that  the  National  Institute  of  Dental  Research  is 
supporting  planning  grants  for  six  (6)  Regional  Research  Centers  on  Minority  Oral 
Health  aimed  at  improving  the  oral  health  status  of  minorities  and  recruiting  more 
minority  members  to  careers  in  research. 

Today,  I  would  like  to  bring  to  the  attention  of  your  committee  some  of  the  areas 
of  dental  research  where  we  have  been  successful  and  where  opportunities  for  greater 
success  appear  evident.  I  would  also  like  to  discuss  savings  in  health  costs  resulting 
from  dental  research,  such  as:  oral  cancer,  salivary  gland  disease,  birth  defects,  AIDS, 
joint  and  bone  disease,  pain,  implant  technology,  dental  caries,  periodontal  disease, 
and  care  of  special-care  patients. 

The  Research  Challenge. 

Oral  health  research  addresses  all  of  the  diseases  and  disorders  that  affect  the  teeth, 
mouth,  and  facial  structures.  This  involves  understanding  the  causes  of  such  diseases, 
and  examining  the  ways  in  which  they  affect  general  health  and  well-being. 

Research  Opportunities. 

Oral  Sort-tissue  Research. 

The  tissue  lining  the  mouth  (the  oral  mucosa),  together  with  associated  soft  tissues 
including  the  salivary  glands,  forms  an  important  barrier,  guarding  the  main  entryway 
into  the  body.  In  the  past  decade,  research  has  led  to  improved  diagnosis  and 
treatment  of  oral  infections,  oral  cancer,  pre-cancerous  lesions,  salivary  gland 
dysfunction  (dry  mouth),  and  AIDS.    In  1 992,  30,000  Americans  were  diagnosed  with 


1  Health  Care  Financing  Administration  (HCFA),  Office  of  Actuary,  Dept.  of  HHS,  Baltimore,  MD.  Also,  the 
Bureau  of  Economic  Analysis,  Dept.  of  Commerce,  Washington,  DC. 

2  L.J.  Brown,  TJ.  Beazoglou,  D.  Heffley,  "Factors  Related  to  the  Slow  Growth  in  US  Dental  Expenditures", 
Journal  of  Dental  Research,  Vol.  72  (Special  Issue),  page  520,  1992. 
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oral  cancer,  and  over  9,000  died  of  the  disease  in  the  US.3    It  is  more  common  than 
cancer  of  the  brain,  cervix,  ovaries,  testicles,  or  stomach.  New  research  initiatives  are 
needed  to  improve  understanding  of  the  molecular  basis  of  these  diseases. 

Birth  Defects  Research. 

Enhanced  surgical  treatments  have  resulted  in  dramatic  improvements  in  function  and 
appearance  for  children  with  cleft  lip  and  palate,  as  well  as  those  with  other  disfiguring 
craniofacial  conditions.  The  identification  of  genetic  markers  has  revolutionized  pre- 
natal screening  and  counseling  for  these  conditions.  Research  on  the  human  genome 
holds  out  the  possibility  of  such  diseases  being  prevented. 

Jaw  Joint  Research. 

The  temporomandibular  joint  (TMJ)  links  the  jaw  to  the  skull.  Dysfunction  of  this  joint 
causes  severe  pain  and  discomfort  to  many  Americans,  particularly  women.  Biological, 
epidemiological,  and  behavioral  research  has  begun  to  clarify  why  there  may  be 
gender-related  differences  in  this  condition. 

Pain  Research. 

An  understanding  of  the  nature  of  pain  requires  studies  of  the  whole  nervous  system. 
Dental  researchers  are  among  world  leaders  in  pain  research,  and  their  findings  have 
application  to  pain  in  the  entire  body.  Significant  progress  has  been  made  in  treating  a 
variety  of  acute  and  chronic  pain  conditions,  but  more  work  is  needed. 

Materials  Research. 

Dental  researchers  have  an  outstanding  record  in  biomaterials  research  and  have 
made  significant  contributions  to  the  overall  knowledge  base  in  this  field.  Over  the  past 
50  years,  a  true  revolution  in  dental  materials  has  resulted  in  a  broad  array  of  new  and 
economical  materials  constructed  from  plastics,  ceramics,  and  metal  alloys  suitable  for 
use  in  replacing  diseased  or  damaged  oral  structures. 

Dental  Implant  Research. 

Today,  dental  implants  have  become  one  of  the  most  exciting  and  rapidly  developing 
areas  of  dental  treatment.  Building  on  advances  in  our  understanding  of  the  attachment 
between  the  implant  and  biological  tissues,  this  new  treatment  method  offers  for  the 
first  time  an  alternative  to  removable  dentures. 

Periodontal  (Gum)  Research. 

Bacteria  in  dental  plaque  can  lead  to  destruction  of  the  soft  tissues  and  the  loss  of  the 
bone  supporting  the  teeth.  Periodontal  disease  remains  one  of  the  most  widespread 
diseases  among  Americans  and  is  a  leading  cause  of  tooth  loss.  Over  the  past  decade, 
advances  have  been  made  in  the  understanding,  diagnosis,  and  treatment  of  these 


3  Federation  Dentaire  Internationale  (FDI),  "Oro-Facial  Neoplasms:  Global  Epidemiology,  Risk  Factors  and 
Recommendations  for  Research",  N.W.  Johnson,  Editor,  Working  Group  #2,  London,  England,  1990. 


126 


AADR  Congressional  Testimony 
February  2, 1994. 

diseases.  More  research  is  needed  on  the  basic  biology  of  tissue  healing  and 
regeneration  to  improve  the  effectiveness  of  treatment. 

Dental  Caries  (Decay)  Research. 

Tooth  decay  (dental  caries)  has  probably  been  responsible  for  more  pain  and 
discomfort  than  any  other  disease.  Thanks  to  preventive  techniques  made  possible  by 
dental  research,  about  half  of  all  US  schoolchildren  aged  5-17  have  permanent  teeth 
free  from  tooth  decay.  This  is  an  increase  of  about  4  million  caries-free  children  since 
1980.4   Nevertheless,  caries  is  still  prevalent,  particularly  among  the  elderly,  minorities, 
poor  children,  and  individuals  with  systemic  diseases,  and  is  responsible  for  more 
absence  from  work  than  any  other  disease.  Investigators  must  continue  to  explore 
caries  as  a  disease,  the  role  of  diet,  the  mode  of  action  of  fluoride,  and  the  potential  for 
a  caries  vaccine  and  other  preventive  measures. 

Special-care  Patients. 

Millions  of  Americans  are  at  high  risk  for  oral  health  problems  because  of  systemic 
diseases  and  their  treatments.  These  "special  care"  patients  include  individuals  with 
diabetes,  which  increases  the  risk  for  gum  disease;  HIV  infection,  which  often  begins 
with  oral  signs  and  symptoms;  Sjogren's  syndrome,  in  which  the  salivary  and  tear 
glands  are  progressively  destroyed;  and  bone  and  joint  disorders  like  arthritis, 
osteoporosis,  and  Paget's  disease,  that  may  directly  affect  facial  bones  and  joints  or 
interfere  with  self-care.  Many  older  Americans  take  one  or  more  daily  medications  that 
may  lead  to  dry  mouth,  increasing  the  risk  for  tooth  decay.  Patients  undergoing 
radiation  and  chemotherapy  may  suffer  permanent  damage  to  the  oral  tissues. 

The  National  Institute  of  Dental  Research  (NIDR). 

As  biomedical  research  approaches  the  molecular  level,  it  becomes  increasingly 
difficult  to  differentiate  between  oral  health  research  and  basic  biomedical  research 
aimed  at  preventing  a  wide  range  of  diseases  that  affect  our  overall  health  and  well- 
being.  Researchers  continue  to  seek  better  understanding  and  improved  control  of 
diseases  of  the  oral  cavity.  NIDR  is  the  central  focus  of  the  Federal  Government  for 
oral  health  research  and  training.  Therefore,  continued  funding  for  the  NIDR  is 
essential  to  maintain  and  improve  the  general  health  of  the  American  people. 

The  NIDR  Budget. 

With  regard  to  the  fiscal  year  1995  NIDR  budget,  we  respectfully  request  a  funding 
level  for  the  National  Institute  of  Dental  Research  of  $202  million.  We  are  fully 
cognizant  of  the  current  austere  budget  environment,  the  Federal  deficit,  and  the 
associated  funding  limitations.  However,  considering  that  NIDR  is  the  most  significant 
source  of  funding  for  dental  research  in  America  today,  it  rests  with  NIDR  to  provide  the 
primary  resources  to  advance  the  oral  health  for  all  Americans.  In  addition,  Mr. 
Chairman,  we  also  wish  to  point  out  that  we  support  the  recommendation  of  the  ad  hoc 


4  NIDR  National  Survey  of  U.S.  School  Children:  1986-1987,  "Oral  Health  of  U.S.  Children",  NIH  Pub.  No. 
89-2247,  page  6,  September,  1989. 


127 


AADR  Congressional  Testimony 
February  2, 1994. 

Group  for  Medical  Research  Funding  of  $1 1 .950  billion  for  all  of  the  activities  of  the 
National  Institutes  of  Health  for  fiscal  year  1995.  We  ask  for  your  support. 

Conclusion. 

In  conclusion,  Mr.  Chairman,  I  want  to  thank  you  again  for  this  opportunity  to  provide 
testimony  on  dental  research.  Research  funded  by  NIDR  has  opened  new  pathways  to 
better  diagnosis,  prevention,  and  treatment  of  oral  diseases.  We  believe  that  continued 
funding  support  for  the  NIDR  is  essential  to  the  health  of  America's  children,  adults, 
and  senior  citizens.  This  concludes  my  testimony.  I  would  be  happy  to  answer  any 
questions  you  may  have. 


77-364    0—94- 
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WITNESS 

BERNARD   MORREY,   M.D.,   AMERICAN   ACADEMY   OF   ORTHOPAEDIC 
SURGEONS 

Mr.  Natcher.  Our  next  witness  is  Dr.  Morrey.  Come  around, 
Doctor.  Doctor,  we  would  be  pleased  to  hear  from  you  at  this  time. 

Dr.  Morrey.  Thank  you,  Mr.  Chairman,  and  Members  of  the 
committee.  I  am  Bernard  Morrey,  President-elect  of  the  American 
Academy  of  Orthopedic  Surgeons  and  Professor  and  Chairman  of 
the  Department  of  Orthopaedic  Surgery  at  the  Mayo  Clinic.  I  have 
personally  benefitted  from  NIH  support  in  the  past  and  it  gives  me 
particular  pleasure  today  to  present  the  academy's  position  on  the 
vital  topic  of  musculoskeletal  research. 

The  economic  consequences  for  millions  of  Americans  afflicted 
with  musculoskeletal  diseases  and  injuries  is  staggering  and  meas- 
ures about  $126  billion  a  year.  Over  30  million  Americans  suffer 
from  osteoarthritis.  In  the  more  severe  stages,  this  disabling  dis- 
ease is  a  major  societal  problem  as  well  as  one  for  the  family.  Yet 
basic  investigations  have  demonstrated  specific  gene  probes  that 
have  been  able  to  identify  some  of  the  basic  mechanisms  in  the  de- 
velopment of  osteoarthritis.  The  application  of  state-of-the-art  mo- 
lecular biological  techniques  have  also  introduced  interesting  and 
provocative  opportunities  to  treat  osteoarthritis  in  a  manner  that 
does  not  require  surgery. 

The  academy,  with  NIAMS,  in  a  landmark  initiative,  will  cospon- 
sor  an  international  workshop  to  discuss  the  state-of-the-art  knowl- 
edge in  this  critical  area  and  focus  on  rewarding  future  research 
initiatives. 

On  the  other  end  of  the  spectrum,  joint  replacement  arthroplasty 
has  been  so  successful  as  to  be  recognized  by  all.  In  a  survey  con- 
ducted by  the  National  Center  for  Health  Statistics,  it  was  dem- 
onstrated that  about  300,000  individuals  will  undergo  a  joint  re- 
placement in  the  given  year.  At  any  given  time,  such  as  now,  about 
one-half  of  1  percent  of  individuals  have  an  artificial  implant. 
Three  percent  of  individuals  over  the  age  of  65  have  an  artificial 
implant.  Yet,  somewhat  surprisingly,  approximately  30  percent  of 
the  implants  go  into  people  under  the  age  of  65,  in  their  productive 
years. 

Despite  this  spectacular  success  in  joint  replacement  surgery, 
there  is  a  major  problem  and  a  major  concern,  that  of  wear  debris 
and  the  sometimes  disastrous  impact  on  the  host  bone.  Although 
this  problem  is  extensive  and  devastating  and  it  has  been  recog- 
nized for  several  years,  basic  research  is  almost  nonexistent  since 
adequate  funding  has  not  been  made  available  to  address  this  most 
significant  question.  And  I  have  personally  reviewed  the  NIH 
grants  awarded  to  orthopedics  over  the  last  several  years  and  can 
attest  to  the  validity  of  that  statement. 

A  consensus  conference  on  total  hip  arthroplasty  is  being  devel- 
oped by  the  academy  in  conjunction  with  NIH.  Once  again,  we  hope 
important  initiatives  will  be  defined  to  help  analyze  and  to  focus 
on  future  funding  for  these  important  issues. 

The  prevalence  of  low-back  pain  is  almost  overwhelming  and  is 
increasing.  Eighty  percent  of  individuals  at  one  time  in  their  life 
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will  have  significant  low-back  pain.  It  is  the  fifth  leading  cause  of 
hospitalization  in  this  country  and  it  is  the  second  leading  reason 
for  patients  to  go  into  a  doctor's  office.  The  direct  costs  in  terms 
of  society  is  also  staggering.  It  is  over  $13  billion.  In  a  given  year, 
about  2.5  million  Americans  will  suffer  a  back  injury  and  almost 
5  million  people  are  currently  disabled  because  of  back  pain.  Mark- 
edly increased  research  initiatives  are  needed  to  understand  the 
exact  etiology  of  this  disabling  disorder,  to  develop  more  accurate 
and  objective  diagnostic  procedures,  and  to  develop  better  clinical 
and  functional  outcome  measurements. 

Another  33  million  Americans  suffer  from  injuries  each  year,  and 
this  has  an  impact  of  over  $23  billion.  Yet  new  technologies  from 
basic  research  have  proven  to  be  lifesaving  or  limb  saving  such  as 
those  from  microvascular  surgical  techniques  that  have  been  large- 
ly spawned  and  supported  by  basic  research.  Improvements  in 
spine  fracture  stabilization  have  made  it  possible  to  realize  early 
functional  rehabilitation  for  those  individuals  with  spine  injuries 
and  paralysis. 

The  academy,  in  order  to  try  to  improve  the  preventive  areas, 
have  offered  and  proposed  "Play  It  Safe"  and  "Drive  It  Safe"  cam- 
paigns to  the  public,  hoping  to  have  some  impact  on  a  preventive 
measure.  In  a  word,  in  this  brief  time,  I  have  tried  to  summarize, 
first,  the  enormous  impact  of  musculoskeletal  inflictions  in  this 
country.  Second  of  all,  to  demonstrate  the  sophisticated  research 
technologies  being  brought  to  bear  on  the  question;  and,  thirdly, 
that  it  has  proven  successful.  We  have  also  tried  to  indicate  that 
the  academy  has  been  strongly  supportive  of  these  initiatives. 

And  now  for  my  fifth  point.  In  spite  of  the  tremendous  support 
that  this  committee  has  provided  to  NIAMS  through  the  years,  we 
feel  as  though  research  for  musculoskeletal  conditions  is  woefully 
underserved.  If  one  compares  the  societal  impact  and  the  benefit 
for  applied  research  in  the  past,  we  feel  as  though  there  are  signifi- 
cant measures  and  gains  that  can  be  made  with  improved  funding. 

We  feel  as  though  we  are  at  a  disadvantage  with  our  institute 
and  NIAMS  because  it  is  an  institute  of  disparate  interest  and  it 
does  not  have  a  single  focus.  This,  we  think,  has  been  some  dis- 
advantage through  the  years.  We  would  urge  the  committee  to  pro- 
vide, in  spite  of  the  strict  budgetary  constraints  that  we  recognize 
that  you  are  under,  the  $250  million  for  NIAMS  that  was  rec- 
ommended by  the  Coalition  of  Voluntary  and  Professional  Associa- 
tions and  we,  of  course,  would  also  strongly  recommend  that  you 
consider  the  overall  package  of  almost  $12  billion  for  the  NIH. 

On  behalf  of  the  16  thousand  members  of  the  American  Academy 
of  Orthopedic  Surgeons,  I  would  like  to  express  my  appreciation  for 
the  opportunity  to  share  these  views  with  you  this  morning. 

Mr.  Natcher.  Thank  you  very  much,  Doctor.  You  have  given  us 
an  excellent  statement  and  we  appreciate  your  appearance. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  members  of  the  Committee-- 

I  am  Bernard  Morrey,  President-elect  of  the  American  Academy  of  Orthopaedic 
Surgeons  and  Chairman  of  the  Department  of  Orthopaedic  Surgery  at  the  Mayo  Clinic 
in  Rochester,  Minnesota. 

As  I  have  personally  benefited  from  NIH  support  in  the  past,  it  gives  me 
particular  pleasure  to  appear  before  you  today  to  present  the  Academy's  position  on 
the  need  for  continued  and  expanded  funding  for  research  on  the  musculoskeletal 
system. 

Millions  of  Americans  are  sufficiently  crippled  from  bone,  joint,  and  muscular 
conditions  that  impair  their  ability  to  perform  even  the  simplest  daily  activities  of  life. 
The  economic  consequences  to  society  for  conditions  such  as  osteoarthritis,  joint 
replacements,  low  back  pain,  osteoporosis,  trauma  and  sports  injuries  exceeds  $126 
billion  each  year. 

The  establishment  of  the  National  Institute  of  Arthritis  and  Musculoskeletal  and 
Skin  Diseases  (NIAMS),  which  encompasses  numerous  and  diverse  diseases,  was 
intended  to  support  a  focused  program  on  the  most  debilitating  and  costly  diseases 
afflicting  the  Nation's  health.  Many  of  which  last  a  lifetime  and  afflict  people  of  all  ages. 

The  knowledge  gained  from  musculoskeletal  research  has  helped  to  restore 
function  in  disabled  persons,  and  has  enhanced  their  quality  of  life.  However, 
additional  research  needs  to  be  directed  towards,  but  not  limited  to: 

Osteoarthritis.  Researchers  have  made  important  progress  in 
understanding  this  disease  which  afflicts  over  30  million  Americans  and 
is  the  most  common  form  of  arthritis.  This  disease  primarily  affects 
articular  cartilage,  the  tissue  that  covers  and  cushions  the  ends  of  bone 
and  allows  for  smooth  pain-free  motion  of  the  joints.  Fraying,  wearing  and 
ulceration  of  this  tissue  due  to  osteoarthritis  results  in  pain,  deformity  and 
restricts  mobility.  Those  seriously  afflicted  are  often  unable  to  continue 
as  productive  members  of  society,  making  them  dependent  on  their 
families  or  society  as  a  whole. 

Researchers  have  developed  specific  genetic  probes  to  examine  the 
sequential  events  leading  to  osteoarthritis.  The  investigators  have  been 
able  to  assess  the  role  of  specific  enzymes  that  break  down 
proteoglycans  and  collagen,  the  major  proteins  of  cartilage.  Also, 
application  of  state  of  the  art  molecular  biologic  technology  has  introduced 
promising  research  to  improve  treatment  of  osteoarthritis.  This  includes 
experiments  to  repair  osteoarthritic  lesions  with  transplanted  cultured 
cartilage  cells  and  animal  research  demonstrating  chondrocytes'  ability  to 
mend  cartilage  tissue. 
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In  order  to  maintain  this  exciting  and  rewarding  research  momentum, 
current  research  needs  include  exploring  the  reparative  potential  of  using 
primitive  stem  cells  in  conjunction  with  engineered  collagen  matrix  to 
repair  damaged  or  diseased  cartilage;  and  exploring  the  biological  and 
mechanical  factors  that  influence  the  progression  of  osteoarthritis. 

To  address  new  research  horizons  in  osteoarthritis,  the  Academy  and  the 
NIAMS  will  cosponsor  a  workshop,  bringing  together  leading  international 
experts  to  discuss  the  state-of-knowledge  and  future  directions  in  this 
area.  We  must  capitalize  on  this  landmark  initiative  by  focusing  continued 
research  in  this  area. 

Total  Joint  Replacement.  Joint  replacement  surgery  has  become  a 
successful  treatment  for  joints  damaged  by  diseases  such  as 
osteoarthritis,  rheumatoid  arthritis,  as  well  as  those  damaged  by  injury. 
According  to  the  1991  National  Hospital  Discharge  Survey  conducted  by 
the  National  Center  for  Health  Statistics,  more  than  291,000  joint 
replacement  procedures  were  performed  in  U.S.  hospitals  in  1991.  Total 
hip  replacement  and  total  knee  replacement  accounted  for  95%  of  the 
joint  replacement  procedures.  It  should  be  noted  that  approximately  30% 
of  the  joint  replacement  procedures  were  provided  to  patients  under  age 
65.  Currently,  approximately  .5  percent  of  Americans  have  one  of  their 
joints  replaced  with  an  artificial  device  and  almost  3  percent  of  those  over 
65  years  of  age  have  a  hip  or  knee  replacement  at  the  present  time. 

Before  the  era  of  joint  replacements,  these  individuals  would  have  been 
doomed  to  lives  of  crippling  pain  and  complete  dependence.  Successful 
joint  replacement  translates  into  retained  independence  and  self-care  for 
the  recipient. 

There  have  been  numerous  recent  advances  in  this  area.  Nearly  one- 
third  of  the  knee  and  hip  replacements  now  use  a  porous-coated  surface 
rather  than  cement.  The  porous  surface  allows  eventual  bonding  of  the 
prosthesis  directly  to  the  bone;  thereby  reducing  the  risk  of  loosening  of 
the  prosthesis,  a  common  cause  of  failure  particularly  in  young  patients. 

Despite  the  spectacular  success  of  joint  replacement  surgery,  a  major 
concern  has  surfaced,  that  of  wear  debris  and  the  sometimes  devastating 
impact  on  the  host  bone.  Although  this  problem  is  extensive  and 
devastating  and  has  been  recognized  for  several  years,  basic  research  is 
almost  nonexistent  since  adequate  funding  has  not  been  made  available 
to  address  this  most  significant  question.  Further  research  is  needed  to 
explore  better  implants  made  of  improved  materials,  enhancing  existing 
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operative  procedures  and  to  develop  methodologies  for  achieving  lasting 
fixation  so  that  patients  who  do  require  replacement  surgery  will  not  have 
to  undergo  revision  surgery  in  the  future. 

A  Consensus  Conference  on  Total  Hip  Joint  Replacements  has  been 
organized  and  planned  by  the  NIH  for  the  fall  of  1994.  Once  again,  this 
important  initiative  will  suggest  lines  of  basic  investigation  that  must  be 
supported  by  adequately  funded  research. 

Low  Back  Pain.  Low  back  pain  is  a  disabling  problem,  manifesting  itself 
as  pain  in  the  back  and  sometimes  legs.  Low  back  pain  is  associated 
with  many  disorders  of  the  spine,  such  as  disc  degeneration,  ruptured 
discs,  pinched  nerves  and  muscle  strains.  The  prevalence  of  low  back 
pain  is  increasing  and  almost  overwhelming.  Studies  indicate  that  up  to 
80  percent  of  people  experience  an  episode  of  low  back  pain  in  their 
lifetimes. 

Low  back  pain  is  the  fifth  leading  cause  of  hospitalizations  and  the  second 
leading  reason  for  physicians'  visits  for  chronic  disorders.  The  direct 
costs  in  terms  of  medical  care  and  disability  payments  rose  from  $2.7 
billion  in  1978  to  $13.4  billion  in  1988.  Indirect  costs  associated  with  this 
disorder,  including  those  related  to  lost  productivity  and  wages,  were 
estimated  to  be  another  $13.4  billion  in  1988.  Injuries  resulting  in  low 
back  pain  occur  in  2.5  million  people  each  year  and  4.8  million  persons 
are  disabled  because  of  this  disorder. 

A  major  societal  concern  is  the  increasing  cost  of  disability  payments  due 
to  low  back  pain.  This  problem  commonly  affects  adults  in  the  prime  of 
their  working  years.  According  to  the  National  Health  and  Nutrition 
Examination  Survey  II,  the  disorder  is  most  common  between  the  ages  of 
25  and  44. 

Researchers  have  identified  a  number  of  risk  factors  for  low  back  pain, 
including  those  related  to  age,  strength,  postural  problems,  and 
occupation.  However,  additional  research  is  needed  to  distinguish  back 
degeneration  from  injury  and  disease;  to  develop  more  accurate 
diagnostic  procedures;  to  study  normal  as1  well  as  pathologic  spine 
tissues;  and  to  develop  better  clinical  and  functional  outcome  measures. 

It  should  be  noted  that  the  Academy  has  launched  a  public  education 
program  aimed  at  the  workplace  titled  "Lift  It  Safe".  The  objective  is  the 
prevention  of  back  injuries. 
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Trauma  and  Sports  Related  Injuries.  As  our  nation  continues  to  place 
increased  emphasis  on  fitness,  trauma  and  sports  related  injuries  to  the 
musculoskeletal  system  assume  an  increased  significance.  These  injuries 
include  fractured  bones,  dislocated  joints,  fractured  vertebrae,  muscle 
strains,  and  tears  of  the  ligaments  that  hold  joints  together  and  the 
tendons  that  allow  joints  to  move. 

Approximately  61  million  Americans  sustain  injuries  annually.  Nearly  33 
million  of  these  injuries  are  musculoskeletal  in  nature.  Approximately  40 
percent  of  the  musculoskeletal  injuries  occur  in  an  around  the  home;  and 
1 5  percent  occur  at  work.  Given  that  millions  of  Americans  participate  in 
organized  sports,  it  is  not  surprising  that  20  percent  of  musculoskeletal 
injuries  occur  during  sports  activities  or  on  school  grounds.  One  in  every 
ten  musculoskeletal  injuries  is  incurred  in  a  car  accident. 

Here  again,  the  Academy  has  supported  a  public  education  program 
called  "Drive  It  Safe".  The  objective  is  to  increase  seat  belt  use  and  safe 
operation  of  vehicles. 

In  terms  of  health  costs,  more  than  90  percent  of  the  musculoskeletal 
injuries  require  medical  attention.  Also  reduced  activities,  lost  work  days 
and  school  days  due  to  musculoskeletal  injuries  cost  more  than  $26  billion 
per  year. 

Numerous  new  technologies  have  been  developed  to  assist  in  the 
treatment  of  musculoskeletal  injuries,  thereby  reducing  the  length  of  time 
people  are  disabled  by  these  injuries  and  improving  the  overall  outcomes. 
A  variety  of  devices,  such  as  plates  and  rods,  have  been  developed  from 
new  and  improved  metals.  Enhanced  designs  permit  early  and  accurate 
repositioning  of  fractured  bones  and  injured  tissues,  while  simultaneously 
permitting  early  ambulation  and  rehabilitation.  Advances  in  vascular 
microsurgery  have  permitted  surgeons  to  reattach  completely  severed 
limbs.  Improvements  in  spine  fracture  stabilization  have  made  it  possible 
for  surgeons  to  fuse  fewer  vertebrae,  allowing  patients  greater  range  of 
motion  while  still  providing  them  with  sufficient  spine  stability  for  early 
function  and  rehabilitation. 

Though  there  have  been  exciting  current  advances,  research  is  needed 
in  developing  synthetic  replacements  for  muscle,  soft  tissue,  and  bone 
damaged  beyond  repair  or  lost  as  a  consequence  of  trauma;  manipulating 
the  body's  immune  system,  thereby  permitting  increased  transplants  of 
donated  bone  and  ligaments;  gaining  a  better  understanding  of  the 
molecular  signals  that  control  repair  and  growth  functions  in  the  cells  of 
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the  musculoskeletal  system;  and  educating  all  Americans  about  the 
importance  of  using  proper  body  mechanics  and  taking  safety  precautions 
while  at  work,  at  play,  in  the  car,  and  in  the  home. 

Mr.  Chairman,  the  Academy  appreciates  this  Committee's  efforts  over  the  years 
to  maintain  the  momentum  in  science,  uncovering  new  knowledge  that  leads  to  better 
health  for  everyone. 

While  we  recognize  the  budgetary  problems  facing  you,  we  believe  an 
investment  in  the  NIAMS  will  continue  to  pay  dividends  in  the  future.  The  return  on  this 
investment  includes  reduced  hospitalization  and  nursing  home  confinement,  improved 
national  productivity  by  reducing  days  lost  from  work,  reduced  cost  of  workers 
compensation  and  social  security  disability  insurance,  and  an  overall  improvement  in 
the  quality  of  life  for  Americans.  I  have  tried  to  demonstrate  the  broad  spectrum  of 
significant  and  far-reaching  problems  that  confront  our  society  and  that  are  so 
dependent  upon  federal  funding  for  successful  resolution. 

We  urge  the  Committee  to  provide  $250  million  for  the  NIAMS.  This  level  of 
funding  is  also  recommended  by  the  Coalition  of  Voluntary  and  Professional 
Associations  concerned  with  the  Programs  of  the  NIAMS.  This  is  quite  a  modest 
amount  relative  to  that  allocated  to  programs  with  less  societal  impact  than  that  outlined 
above. 

Mr.  Chairman,  we  also  support  the  recommendation  of  the  Ad  Hoc  Group  for 
Medical  Research  Funding  that  $11,950,000,000  is  required  for  all  of  the  programs  at 
NIH. 

On  behalf  of  the  16,000  members  of  the  AAOS,  we  thank  you  for  your  continued 
support  and  the  opportunity  to  testify  before  you  today.  I  will  be  happy  to  answer  any 
questions. 
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WITNESS 
KATHERINE  McCARTER,  COALITION  FOR  HEALTH  FUNDING 

Mr.  Natcher.  Our  next  witness  is  Ms.  McCarter.  Come  around, 
Ms.  McCarter.  We  will  be  pleased  to  hear  from  you  at  this  time. 

Ms.  McCarter.  Good  morning,  Mr.  Chairman,  and  Members  of 
the  subcommittee.  I  am  Katherine  McCarter,  Associate  Executive 
Director  of  the  American  Public  Health  Association.  I  am  here 
today  in  my  capacity  as  President  of  the  Coalition  for  Health  Fund- 
ing. 

The  coalition,  as  you  have  heard  from  us  year  after  year,  is  a  23- 
year-old  alliance  of  40  national  health  associations  who  are  dedi- 
cated to  working  with  Congress  to  achieve  optimal  Federal  support 
for  discretionary  health  programs.  The  membership  of  the  coalition 
sincerely  appreciates  the  support  that  this  subcommittee  has  given 
in  the  past  to  health  discretionary  programs,  and  we  understand 
that  you  recognize  that  a  strong  Public  Health  Service  benefits  all 
Americans. 

We  appreciate  also  the  reality  of  the  increasing  constraints  facing 
the  subcommittee  as  it  deliberates  spending  priorities  for  the  com- 
ing year.  However,  we  continue  to  urge  the  subcommittee  to  main- 
tain its  level  of  support  for  health  services  for  vulnerable  popu- 
lations, biomedical  and  behavioral  research,  prevention  initiatives, 
and  health  professions  training. 

Mr.  Chairman,  we  are  the  only  coalition  that  I  know  of  that  looks 
at  the  entire  Public  Health  Service  budget  funding  for  discretionary 
health  programs  and  develops  a  recommendation  for  all  those  pro- 
grams. We  do  this  by  reaching  out  to  our  member  organizations 
and  to  other  major  national  health  alliances  which  look  at  these 
same  programs.  And  we  determine,  through  that  process,  what  we 
believe  is  an  appropriate  level  of  federal  support  for  health  discre- 
tionary programs. 

For  fiscal  year  1995,  the  coalition  is  making  a  recommendation 
of  $23,696  billion  to  address  the  Nation's  needs  in  the  areas  of  bio- 
medical and  behavioral  research,  health  services  and  health  profes- 
sions training,  substance  abuse  treatment  and  prevention,  health 
promotion  and  prevention  initiatives,  and  AIDS  prevention  and 
treatment. 

Attached  to  my  testimony  is  a  table  which  summarizes  our  rec- 
ommendations for  the  different  agencies  of  the  Public  Health  Serv- 
ice. Our  recommendation  is  11  percent  above  the  amount  appro- 
priated in  fiscal  year  1994  for  these  same  agencies  and  programs. 
Although  this  happens  to  be  one  of  the  smallest  increases  that  the 
coalition  has  ever  recommended,  we  nonetheless  appreciate  that  it 
will  be  regarded  as  a  significant  increase  in  the  context  of  the 
budget  agreements  which  require  a  hard  freeze  on  funding  for  all 
discretionary  programs  in  the  coming  fiscal  year. 

We  also  expect  in  response  to  the  constraints  that  the  President's 
budget  will  actually  freeze  federal  funding  at  last  year's  level  for 
a  large  number  of  Public  Health  Service  programs.  However,  the 
membership  of  the  Coalition  for  Health  Funding  cannot  in  good 
faith  and  will  not  abrogate  its  responsibility  to  inform  the  Members 
of  this  subcommittee  of  the  public  health  needs  of  the  American 
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population.  The  total  dollars  spent  on  health  discretionary  pro- 
grams is  a  very  small  percent  of  the  Nation's  overall  health  care 
budget,  but  it  yields  a  very  large  dividend  in  real  and  potential  cost 
savings.  We  should  not  fail  to  invest  pennies  today  in  solving  pub- 
lic health  problems  which  could  cost  this  Nation  billions  of  dollars 
in  the  future. 

We  have  been  asked  many  times  as  a  coalition  in  recent  months 
what  our  position  will  be  with  regard  to  health  discretionary  spend- 
ing for  fiscal  year  1995  given  the  fact  that  the  President's  plan  for 
medical  care  reform  contains  important  public  health  initiatives. 
We  can  only  respond  to  this  question  very  honestly.  The  public 
health  initiatives  contained  within  Title  III  of  the  Health  Security 
Act  demonstrate  that  the  Clinton  administration  recognizes  that 
public  health  issues  should  be  a  part  of  any  effort  to  reform  our 
Nation's  medical  care  system.  For  this,  we  applaud  the  President 
and  the  administration.  However,  except  for  medical  education,  the 
initiatives  described  have  no  identified  source  of  funding  to  support 
them.  This  concerns  us,  since  it  implies  to  us  very  clearly  that  the 
funding  will  have  to  come  from  existing  programs. 

Our  conclusion  is  that  we  must  continue  to  advocate  on  behalf 
of  those  existing  health  discretionary  programs  and  to  continue  to 
identify  the  public  health  needs  of  the  Nation.  Support  for  bio- 
medical and  behavioral  research,  basic  health  care  services  to  the 
Nation's  underserved  populations,  training  of  health  professions 
that  are  in  short  supply  and  health  promotion  and  primary  preven- 
tion strategies  must  not  diminish  as  we  debate  the  best  approach 
to  reform  our  health  care  system.  Failure  to  provide  an  adequate 
funding  base  for  these  programs  will  have  very  serious  con- 
sequences for  the  health  of  our  Nation  in  the  future. 

What  follows  in  my  testimony  is  an  agency-by-agency  rec- 
ommendation of  the  coalition's  funding  targets  for  those  agencies 
and  a  description  of  some  of  the  programs  and  initiatives  that 
could  be  achieved  with  those  levels  of  funding. 

Mr.  Chairman,  I  want  to  thank  you  for  this  opportunity  to  testify 
before  the  subcommittee  and  to  share  with  you  the  recommenda- 
tions of  the  Coalition  for  Health  Funding.  On  behalf  of  our  mem- 
bership, we  look  forward  to  working  with  you  and  the  subcommit- 
tee to  ensure  that  funding  for  public  health  programs  is  adequate 
to  serve  the  Nation's  needs  now  and  in  the  future.  And  we  sym- 
pathize in  many  ways  with  the  task  that  faces  you  in  the  coming 
year.  Thank  you. 

Mr.  Natcher.  Thank  you  very  much.  You  have  given  us  an  ex- 
cellent statement,  and  we  appreciate  your  appearance. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  Members  of  the  subcommittee,  I  am  Katherine  McCarter, 
President  of  the  Coalition  for  Health  Funding,  a  twenty-three  year  old  alliance  of  forty 
national  health  associations  dedicated  to  working  with  Congress  to  achieve  optimal 
federal  support  for  health  discretionary  programs.   I  am  also  Associate  Executive 
Director  of  the  American  Public  Health  Association.   The  membership  of  the  Coalition 
sincerely  appreciates  the  support  this  subcommittee  has  given  in  the  past  to  health 
discretionary  programs  in  recognition  that  a  strong  public  health  service  benefits  all 
Americans.   We  appreciate  the  reality  of  increasing  constraints  facing  the  subcommittee 
as  it  deliberates  spending  priorities  for  the  coming  fiscal  year.   However,  we  continue  to 
urge  the  subcommittee  to  maintain  its  commitment  to  biomedical  and  behavioral 
research,  health  services  for  vulnerable  populations,  prevention  initiatives,  and  health 
professions  training. 

Mr.  Chairman,  each  year  the  Coalition  works  with  its  own  membership  and  with  other 
national  health  alliances  to  determine  an  appropriate  level  of  federal  support  for  health 
discretionary  programs.    For  FY  '95  the  Coalition  is  recommending  $23,696  billion  to 
address  the  nation's  needs  in  the  areas  of  biomedical  and  behavioral  research,  health 
services  and  health  professions  training,  substance  abuse  treatment  and  prevention, 
health  promotion  and  prevention  initiatives,  and  AIDS  prevention  and  treatment. 
Attached,  for  your  review,  is  a  table  summarizing  the  Coalition's  recommendations  for 
the  U.S.  Public  Health  Service  agencies.  It  is  important  to  note  that  this  is  still  a 
preliminary  recommendation  and  may  change  in  the  next  week  or  two,  but  is  unlikely  to 
change  significantly. 

The  Coalition's  recommendation  is  11  percent  above  the  amount  appropriated  for 
FY  1994.   Although  one  of  the  smallest  increases  the  Coalition  has  ever  recommended, 
we  nevertheless  appreciate  that  this  will  be  regarded  as  a  significant  increase 
in  the  context  of  the  OBRA  1993  which  requires  a  hard  freeze  on  funding  for  all 
discretionary  programs  for  the  coming  fiscal  year.   We  also  expect,  in  response  to  this 
constraint,  that  the  President's  budget  request  will  actually  freeze  funding  at  last  year's 
level  for  a  large  number  of  public  health  programs. 

However,  the  membership  of  the  Coalition  for  Health  Funding  cannot  in  good  faith,  and 
will  not,  abrogate  its  responsibility  to  inform  the  Members  of  this  Subcommittee  of  the 
public  health  needs  of  the  American  population.  The  total  dollars  spent  on  health 
discretionary  programs  is  a  very  small  percent  of  the  nation's  overall  health  care  budget, 
but  yields  a  very  large  dividend  in  real  and  potential  cost  savings.  We  should  not  fail  to 
invest  pennies  today  in  solving  public  health  problems  which  could  cost  the  nation 
billions  tomorrow. 

The  Coalition  has  been  asked  many  times  in  recent  months  what  our  position  will  be 
with  regard  to  health  discretionary  spending  for  FY  1995  given  the  fact  that  the 
President's  plan  for  health  care  reform  contains  important  pubic  health  initiatives.   We 
can  only  respond  to  this  question  honesdy.  The  public  health  initiatives  contained  within 
Tide  III  of  the  Health  Security  Act  demonstrate  that  the  Clinton  Administration 
recognizes  that  public  health  issues  should  be  part  of  any  effort  to  reform  the  nation's 
health  care  system.   For  this,  we  applaud  the  President  and  his  Administration.   However, 
except  for  medical  education,  the  initiatives  described  have  no  identified  source  of 
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funding  to  support  them.   This  concerns  us  since  it  implies  to  us  that  funding  will  come 
from  existing  programs. 

Our  conclusion  is  that  we  must  continue  to  advocate  on  behalf  of  existing  health 
discretionary  programs  and  continue  to  identify  the  public  health  needs  of  the  nation. 
Support  for  biomedical  and  behavioral  research,  basic  health  care  services  to  the 
nation's  underserved  populations,  training  of  health  professionals  that  are  in  short 
supply,  and  health  promotion  and  primary  prevention  strategies  must  not  diminish  as 
we  debate  the  best  approach  to  reform  of  our  health  care  system.   Failure  to  provide  an 
adequate  funding  base  for  these  programs  may  have  serious  consequences  for  the  health 
and  welfare  of  all  Americans. 

The  following  is  a  partial  list  of  the  Coalition's  findings  and  recommendations: 

Recommendation  for  NIII 

FY  1993  app.  FY  1994  app.  FY  199*?  CHF  rec, 

$10,363  billion  $10,956  billion  $11,950  billion 

The  Coalition  for  Health  Funding  recommends  a  FY  1995  funding  level  of  $11,950  billion 
for  the  National  Institutes  of  Health,  the  world's  leading  institution  for  biomedical  and 
behavioral  research.  This  amount  would  permit  NIH  to  fund  at  least  30  percent  of  its 
new  and  competing  renewal  research  project  grants  in  FY  '95  for  basic  research. 
Currently,  the  average  percentage  of  applications  funded  has  been  one  in  four  and  at 
some  institutes  the  average  is  one  in  five  causing  significant  discouragement  among  the 
some  of  the  nation's  brightest  medical  scientists.     The  Coalition's  funding 
recommendation  would  also  provide  additional  funds  for  support  of  clinical  research  so 
that  the  promise  of  basic  research  findings  is  not  lost,  but  is  instead  applied  to  specific 
treatment  and  prevention  strategies.  The  Coalition's  recommended  funding  level  would 
also  support  the  same  number  of  research  trainees  in  FY  1995  as  in  FY  1994,  and  would 
increase  the  number  of  students  under  the  Medical  Scientists  Training  Program  (MSTP) 
by  60  to  a  total  of  920  and  a  significant  step  toward  the  ultimate  goal  of  1,000  MSTP 
students.     Finally,  the  Coalition's  funding  recommendation  for  the  NIH  supports 
research  infrastructure,  such  as  advanced  information  processing  and  medical 
communication  initiatives,  which  underpin  research  efforts  across  the  NIH  institutes. 

Recommendation  for  CDCP 

FY  1993  app.  FY  1994  app.  FY  1995  CHF  rec. 

1.662  billion  $2,051  billion  $2,500  billion 

The  primary  mission  of  the  Centers  for  Disease  Control  and  Prevention  is  disease 
prevention.   CDCP  is  the  nation's  prevention  agency.  The  Coalition  for  Health  Funding 
recommends  an  overall  funding  level  for  FY  1995  of  $2.5  billion.    While  all  CDCP 
programs  are  targeted  for  increased  spending  over  FY  '94  under  the  Coalition's 
recommendation,  because  none  are  funded  at  a  level  to  meet  the  needs  of  the  diverse 
American  population,  some  have  captured  public  attention  in  the  past  year:   TB 
elimination,  including  Multi-Drug  Resistant  TB  —  CHF  recommends  $484  million,  up  from 
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$142  million  appropriated  in  FY  '94;  Breast  and  Cervical  Cancer  Prevention  —  CHF 
recommends  $200  million,  up  from  $78  million  appropriated  in  FY  '94;  Lead  Poisoning 
Prevention  —  CHF  recommends  $50  million,  up  from  $34.7  million  appropriated  in  FY 
'94;  Childhood  Immunization  —  the  Coalition  will  support  the  President's  request;  the 
Occupational  Safety  and  Health  Programs  —  CHF  recommends  $173  million,  up  from 
$128  million  appropriated  in  FY  '94;  the  Center  for  Injury  Prevention  and  Control  -  CHF 
recommends  $85  million,  up  from  $39  million  appropriated  in  FY  '94;  and 
Cardiovascular  Diseases  Prevention  -  CHF  recommends  $10  million. 

Recommendation  for  HRSA 

FY  1993  app.  FY  1994  app.  FY  1995  app. 

$2,775  billion  $3,159  billion  $3,609  billion 

The  Health  Resources  and  Services  Administration  (HRSA)  directs  some  of  the  most 
critical  health  service  delivery  programs  in  the  nation.  The  Coalition  for  Health  Funding 
recommends  an  overall  funding  level  of  $3,609  billion  for  FY  1995  for  HRSA.  This 
funding  total  includes  $675.4  million  for  Community  Health  Centers;  $66  million  for 
Migrant  Health  Centers;  $70.6  million  for  Health  Care  for  the  Homeless;  $50  million  for 
National  Health  Service  Corps  (NHSC)  Field  Placements  and  $92  million  for  the  NHSC 
Recruitment  Program;  $750  million  for  the  Maternal  and  Child  Health  Block  Grant,  and 
$805. 5  million  for  AIDS  related  programs.    In  addition  the  Coalition  recommends  $316.4 
million  for  Health  Professions  Training  including  $15  million  for  the  Geriatric  Education 
and  Training  Program;  $9  million  for  the  physician  assistants  training  program;  $15.5 
million  for  the  public  health  traineeships  and  Preventive  Medicine  Program;  and  $6 
million  for  the  General  Dentistry  Program.   The  Title  VII  and  VIII  health  professions  and 
nursing  education  programs  are  designed  to  meet  the  nation's  needs  for  an  expanded 
supply  of  primary  health  care  providers,  train  more  allied  health  professionals  in 
shortage  fields,  and  increase  access  to  health  care  for  medically  underserved  populations. 
These  are  major  goals  of  health  care  reform  which  cannot  be  achieved  without  an 
appropriate  level  of  investment  in  these  training  programs. 

The  programs  within  HRSA  serve  some  of  the  nation's  most  vulnerable  populations. 
Their  health  and  well-being  ultimately  impacts  the  health  and  well-being  of  all  Americans. 
The  Coalition's  recommendation  recognizes  that  these  programs  have  long  been 
severely  underfunded. 

Recommendation  for  SAMHSA 

FY  1993  app.  FY  1994  app.  N  FY  1995  CHF  rec. 

$2,007  billion  $2,125  billion  ,  $2,500  billion 

The  creation  of  SAMHSA  under  the  Alcohol,  Drug  Abuse  and  Mental  Health  Services 
Administration  Re-Organizauon  Act  (P.L.  102-321)  provided  opportunity  for  renewed 
federal  leadership  in  the  areas  of  mental  health  services  and  substance  abuse  treatment 
and  prevention.  However,  enthusiasm  among  advocates  has  dimmed  in  the  face  of 
seriously  inadequate  resources  to  address  the  needs  of  individuals  and  families  struggling 
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with  mental  illness  and  behavioral  and  substance  abuse  problems.  The  Coalition  is 
recommending  $2.5  billion  for  SAMHSA  for  FY  '95  which  is  a  17.6%  increase  over  the 
FY  '94  appropriation,  but  represents  a  truly  modest  request  for  this  agency  which  is 
attempting  to  reinvigorate  seriously  neglected  services  for  more  than  a  decade.  The 
Coalition  specifically  supports  a  funding  request  of  $834  million  for  the  Center  for  Mental 
Health  Services,  to  assist  the  center  with  the  considerable  challenges  of  meeting  the 
needs  of  the  mentally  ill  homeless,  seriously  disturbed  children  and  adolescents,  while 
also  administering  the  community  mental  health  block  grant,  promoting  systems 
development,  and  implementing  prevention  programs. 

Mr.  Chairman,  thank  you  for  the  opportunity  to  testify  before  the  subcommittee,  and  to 
share  with  you  our  recommendations  for  funding  of  health  discretionary  programs.   On 
behalf  of  the  Coalition  membership,  we  look  forward  to  working  with  you  and  the 
subcommittee  to  ensure  that  funding  for  public  health  programs  is  adequate  to  serve  the 
nation's  needs  now  and  in  the  future. 
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COALITION  FOR  HEALTH  FUNDING 

Discretionary  Health  Programs 
(B.A.  in  Millions  of  Dollars) 


FDA 

HRSA 

IHS 

CDC 

NIH 

SAMSHA 

AHCPR 

OASH 

AIDS 

(non-add) 


FY'94 

$813* 

3,159 

1,942 

2,051 

10,956 

2,125 

154 

70 

(4,887) 


CHF  Prof, 
judgement 

Diff.  CHF  FV95- 
FY'94  App. 

$894' 

+$81  (+10%) 

3,609 

+$450  (+14%) 

1,978 

+$36  (+1.8%) 

2,500 

+$449  (+22%) 

11,950 

+$994     (+9%) 

2,500 

+$375  (+17.6%) 

188 

+$34    (+22%) 

77 

+$7    (+10%) 

(5,477) 

[+$590  (+12%)] 

U.S. 

PUBLIC 

HEALTH 


$  21,270 


$  23,696 


$  +2,426  (+11%) 


'Does  not  include  prescription  drug  user  fee  numbers. 
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Wednesday,  February  2,  1994. 

WITNESS 

ROBERT  G.  PETERSDORF,  M.D.,  ASSOCIATION  OF  AMERICAN  MEDICAL 
COLLEGES 

Mr.  Natcher.  Our  next  witness  is  Dr.  Petersdorf.  And  come 
around,  Doctor.  Doctor,  it  is  a  pleasure  to  have  you  back  before  the 
committee  again.  We  would  be  pleased  to  hear  from  you. 

Dr.  Petersdorf.  Thank  you  very  much,  Mr.  Natcher. 

Members  of  the  committee,  Mr.  Chairman,  I  am  Robert  G. 
Petersdorf,  the  President  of  the  Association  of  American  Medical 
Colleges.  The  association  wishes  to  thank  you  and  the  Members  of 
the  committee  for  their  continued  support  of  the  National  Insti- 
tutes of  Health  and  the  health  professions  training  programs  that 
I  am  going  to  discuss  this  morning. 

The  NIH  has  a  long  and  distinguished  record  of  improving  the 
health  and  quality  of  lives  of  all  Americans  through  the  continued 
pursuit  of  fundamental  knowledge  and  the  application  of  this 
knowledge  to  the  prevention,  diagnosis  and  treatment  of  disease. 
The  AAMC  supports  the  fiscal  year  1995  proposal  of  the  Ad  Hoc 
Group  for  Medical  Research  Funding  which  recommends  $11.95  bil- 
lion for  the  NIH.  This  represents  an  increase  of  $1  billion  over  the 
comparable  fiscal  year  i994  budget.  The  ad  hoc  group  is  a  coalition 
of  more  than  130  medical  and  scientific  societies,  voluntary  health 
groups,  and  academic  and  research  organizations.  The  AAMC  is  a 
member  of  the  group's  executive  committee  and  provides  the  staff- 
ing for  the  group. 

The  AAMC  recognizes  the  serious  fiscal  situation  that  continues 
to  confront  this  country.  However,  this  country  also  faces  serious 
health  problems  and  for  many  of  these  conditions  biomedical  and 
behavioral  research  represent  the  best  and,  in  some  cases,  the  only 
hope. 

The  subcommittee  acknowledged  the  value  of  the  NIH  when  it 
doubled  the  increase  in  the  administration's  request  last  year  from 
3  percent  to  approximately  6  percent.  However,  even  with  current 
funding  levels,  progress  has  been  limited  in  critical  health  areas. 
The  AAMC  believes  that  the  9  percent  increase  proposed  by  the  ad 
hoc  group  represents  a  wise  and  necessary  expenditure  of  federal 
funds. 

The  ad  hoc  group  proposal  would  make  it  possible  for  the  NIH 
to  fund  approximately  30  percent  of  new  and  competing  renewal  re- 
search project  grants  in  fiscal  year  1995.  In  recent  years,  the  aver- 
age percentage  of  applications  funded  has  been  about  1  in  4.  And 
in  some  NIH  institutes  less  than  1  in  5  applications  are  funded. 
This  problem  is  particularly  critical  for  new  research  project  appli- 
cations. Because  of  inadequate  resources  in  some  fields,  it  is  not 
uncommon  for  grant  applications  in  the  top  10  to  12  percent  to  go 
unfunded  the  first  time  they  are  reviewed.  As  a  result,  many  im- 
portant scientific  leads  are  being  delayed  and  some  of  the  poten- 
tially brightest  minds  are  being  discouraged  from  careers  in  medi- 
cal research. 

With  reductions  in  revenues  from  State  budgets  and  patient  in- 
come, many  academic  medical  centers  are  no  longer  able  to  provide 
"bridging"  funds  for  scientists  who  must  submit  their  proposals  two 
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or  three  times  to  get  them  funded,  and  in  some  instance  it  is  they 
are  not  funded  at  all.  Consequently,  entire  laboratories  are  being 
closed  and  highly  trained  scientists  are  leaving  research. 

The  ad  hoc  group  proposes  not  only  increased  funding  for  basic 
research  but  also  insists  that  clinical  research  be  fostered  in  order 
to  continue  ongoing  activities  and  to  undertake  new  initiatives.  The 
ad  hoc  group  would  support  a  modest  increase  in  the  number  of 
M.D.-Ph.D.  students,  early  scientists  for  the  future,  under  the 
medical  scientists  training  program  by  approximately  60  to  a  total 
of  920.  This  represents  a  step  toward  the  ultimate  goal  of  a  thou- 
sand students  in  this  program,  as  is  recommended  by  the  NIH. 

The  AAMC  also  supports  additional  funds  to  expand  NIH's  pro- 
grams to  provide  increased  opportunities  for  interdisciplinary  train- 
ing and  to  encourage  greater  participation  by  women  and  members 
of  minority  groups  in  medical  research  careers. 

Finally,  the  ad  hoc  group  proposal  provides  funding  for  a  diverse 
series  of  infrastructure  programs  ranging  from  the  advanced  medi- 
cal communications  and  information  processing  initiatives  of  the 
Library  of  Medicine,  to  the  small  instrument  grant  program.  These 
programs  complement  the  research  efforts  of  all  NIH  institutes. 

The  AAMC  urges  the  subcommittee  to  focus  specific  attention  on 
the  programs  of  the  NIH's  National  Center  for  Research  Resources. 
The  NCRR  is  a  critical  component  of  the  NIH,  assuring  that  the 
programs  of  the  disease-oriented  institutes  will  be  undergirded  by 
the  essential  elements  of  a  vigorous  research  environment.  The 
NCRR  provides  state-of-the-art  instrumentation,  advanced  tech- 
nologies, essential  animal  models  and  resources  and  comprehensive 
support  for  clinical  research. 

The  administration  has  proposed  authority  for  prevention  re- 
search initiatives  at  the  NIH  as  part  of  the  Health  Security  Act. 
The  AAMC  believes  that  funding  for  this  important  expansion  of 
the  NIH's  prevention  research  activity  must  come  in  addition  to  the 
current  NIH  budget  base  and  not  be  transferred  from  existing  ini- 
tiatives. 

A  final  word  about  health  manpower.  The  geographic  and  spe- 
cialty maldistribution  of  physicians  in  the  United  States  remain 
critical  problems  and  must  be  addressed  before  the  Nation's  health 
care  reform  is  to  succeed.  Although  the  National  Health  Service 
Corps  and  the  health  professions  training  program  under  Title  VII 
of  the  Public  Health  Service  Act  are  designed  to  address  these  con- 
cerns, however,  historically  these  programs  have  been  under- 
funded. The  AAMC  believes  the  National  Health  Service  Corps  and 
the  Title  VII  health  professions  training  programs  provide  critical 
support  for  physicians  and  institutions  to  meet  public  health  needs 
and  deserve  to  be  funded  accordingly.  The  association's  written 
statement  includes  specific  funding  recommendations  for  a  number 
of  these  programs. 

The  AAMC  welcomed  the  attention  given  to  the  National  Health 
Service  Corps  in  Title  VII  last  year  in  both  the  President's  budget 
and  the  appropriations  decisions  of  the  Congress.  We  hope  that 
these  individual  and  institutional  support  programs  will  receive 
even  stronger  support  in  fiscal  year  1995.  If  adequately  funded, 
these  programs  can  assist  the  AAMC's  membership  in  meeting  the 
country's  needs  for  an  expanding  supply  of  generalist  physicians  in 
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providing  access  to  health  care  for  disadvantaged  and  underserved 
populations.  Because  these  objectives  are  central  to  plans  for  re- 
forming our  Nation's  health  care  system,  these  programs  must  be 
supported  generously  as  part  of  any  health  care  reform  effort. 

The  AAMC  appreciates  the  continued  support  the  subcommittee 
has  given  these  programs.  Your  work  is  vital  to  the  future  of  Amer- 
ican medicine.  We  look  forward  to  working  with  the  Members  and 
staff  to  achieve  our  vision  of  better  health  for  our  people. 

Thank  you,  Mr.  Chairman. 

Mr.  Natcher.  Doctor,  you  have  given  us  an  excellent  statement 
and  we  appreciate  your  appearance  before  this  committee. 

[The  prepared  statement  follows:] 
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The  Association  of  American  Medical  Colleges  (AAMC)   which  represents  the  1 26 
accredited  U.S.  medical  schools,  400  major  teaching  hospitals,  91  professional  and  academic 
societies,  and  the  nation's  medical  students,  appreciates  this  opportunity  to  comment  on  the  FY 
appropriations  for  the  National  Institutes  of  Health  (NIH)  and  the  various  health  professions  training 
programs  funded  through  the  Department  of  Health  and  Human  Services.  The  Association's 
members,  who  have  the  primary  responsibility  for  implementing  the  Federal  Government's  initiatives 
in  biomedical  and  behavioral  research  and  health  professions  training,  wish  to  thank  and  commend 
the  Chairman  and  members  of  this  Subcommittee  for  their  continued  support  of  these  programs. 

Medical  Research 

The  investment  that  the  Federal  Government  has  made  in  the  NIH  has  produced  a 
comprehensive  network  of  scientists,  technicians,  and  laboratories  to  combat  the  diseases  and 
disabilities  that  afflict  millions  of  Americans.   The  NIH  has  a  long  and  distinguished  record  of 
improving  the  health  and  quality  of  lives  that  all  Americans  can  attain  through  the  continued  pursuit 
of  fundamental  knowledge  and  the  application  of  this  knowledge  to  the  prevention,  diagnosis,  and 
treatment  of  disease. 

The  AAMC  supports  the  FY  1 995  proposal  of  the  Ad  Hoc  Group  for  Medical  Research 
Funding  of  $11 .95  billion  for  the  NIH.  This  represents  an  increase  of  $1  billion  over  the  comparable 
FY  1 994  budget.  The  Ad  Hoc  Group  is  a  coalition  of  more  than  1 30  medical  and  scientific 
societies,  voluntary  health  groups,  and  academic  and  research  organizations  dedicated  to  the  future 
of  biomedical  and  behavioral  research.  The  AAMC  is  a  member  of  the  Ad  Hoc  Group's  Executive 
Committee  and  provides  staff  support  for  this  effort. 

The  AAMC  recognizes  the  serious  fiscal  situation  that  continues  to  confront  this  nation. 
However,  America  also  faces  serious  health  problems  and  new  challenges  constantly  appear.   For 
many  of  these  conditions,  biomedical  and  behavioral  research  represent  the  best  and,  in  some 
cases,  the  only  hope.  This  Subcommittee  acknowledged  the  continuing  importance  of  the  NIH 
when  it  doubled  the  Administration's  request  last  year. 

However,  even  with  the  current  funding  levels,  progress  has  been  limited  in  critical  health 
areas.   For  this  reason,  the  AAMC  believes  that  the  9  percent  increase  proposed  by  the  Ad  Hoc 
Group  represents  a  wise  and  necessary  expenditure  of  Federal  funds.  The  Ad  Hoc  Group  proposal 
would  provide  increases  in  four  essential  areas:  basic  research,  clinical  research,  training,  and  the 
research  infrastructure. 

The  Ad  Hoc  Group  proposal  would  make  it  possible  for  the  NIH  to  fund  approximately  30 
percent  of  new  and  competing  renewal  research  project  grants  in  FY  1 995.   Investigator-initiated 
research,  supported  primarily  through  research  project  grants,  is  the  core  of  the  NIH's  research 
programs.   To  ensure  that  top-quality  research  opportunities  are  not  missed,  the  NIH  should  fund 
one  out  of  three  research  project  grant  applications.   However,  in  recent  years  the  average 
percentage  of  applications  funded  has  been  about  one  in  four,  and  in  some  NIH  institutes,  less  than 
one  in  five  applications  is  funded. 

This  problem  is  particularly  critical  for  new  research  project  applications.  The  new  ideas 
proposed  in  these  applications  constitute  the  anatomy  of  medical  progress.  Yet  because  of 
inadequate  resources,  in  some  fields  of  medical  research,  it  is  not  uncommon  for  grant  applications 
judged  to  be  in  the  top  1 0  to  12  percent  of  applications  received  to  go  unfunded  the  first  time  they 
are  reviewed.   As  a  result,  many  important  scientific  leads  are  being  delayed  and  some  of  the 
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potentially  brightest  minds  are  being  discouraged  from  pursuing  careers  in  medical  research. 

With  reductions  in  revenues  from  state  budgets  and  patient  income,  many  academic  medical 
centers  are  no  longer  able  to  provide  "bridging"  funds  for  scientists  who  must  submit  their 
proposals  two  or  three  times  to  get  them  funded,  and  in  some  instances  meritorious  applications  are 
not  funded  at  all.   Consequently,  entire  laboratories  are  being  closed  and  highly  trained  scientists  are 
leaving  research. 

Basic  research  is  only  the  first  step  in  the  conquest  of  disease.  The  knowledge  gained 
through  basic  research  must  be  applied  to  clinical  problems  such  as  the  diagnosis,  treatment,  and 
prevention  of  disease.   This  type  of  investigation  is  called  clinical  research,  and  it  often  provides 
important  leads  to  identify  further  basic  research  opportunities. 

In  recent  years,  NIH  funding  for  clinical  research  activities  has  not  kept  pace  with  available 
research  opportunities  or  current  health  needs.   The  Ad  Hoc  Group  proposal  includes  additional 
funds  to  support  clinical  research,  not  only  to  continue  ongoing  activities  but  also  to  undertake  new 
initiatives. 

A  robust  and  diverse  talent  base  is  critical  to  the  present  and  future  success  of  biomedical 
and  behavioral  research.   In  FY  1994  ,  the  Congress  appropriated  increased  funds  for  the  National 
Research  Service  Award  (NRSA)  program,  which  has  enabled  the  NIH  to  provide  a  much  needed 
increase  in  the  stipends  paid  to  NRSA  trainees.  The  Ad  Hoc  Group  proposal  would  support  the 
same  number  of  trainees  as  in  FY  1994  (with  one  important  exception  noted  below),  while  providing 
a  cost-of-living  increase  for  stipends. 

During  the  last  two  decades,  physician  scientists  (M.D.-Ph.D.s)  have  proved  to  be  among 
the  most  productive  investments  for  integrating  basic  research  with  clinical  science.   The  AAMC 
supports  the  Ad  Hoc  Group  proposal  for  a  modest  increase  in  the  number  of  M.D.-Ph.D.  students 
under  the  Medical  Scientists  Training  Program  (MSTP)  by  approximately  60  to  a  total  of  920 
students.  This  represents  a  step  toward  an  ultimate  goal  of  1 ,000  students  in  this  program,  as 
recommended  by  the  NIH. 

The  AAMC  also  supports  additional  funds  to  expand  NIH's  programs  to  provide  increased 
opportunities  for  interdisciplinary  training  and  to  encourage  greater  participation  by  women  and 
members  of  minority  groups  in  medical  research  careers. 

The  Ad  Hoc  Group  proposal  also  provides  funding  for  a  diverse  series  of  infrastructure 
programs  ranging  from  the  advanced  medical  communications  and  information  processing  initiatives 
of  the  Library  of  Medicine  to  the  Small  Instrument  Grant  program.  These  programs  complement  the 
research  efforts  of  the  NIH  institutes. 

The  AAMC  wishes  to  focus  specific  attention  on  the  programs  of  the  NIH's  National  Center 
for  Research  Resources  (NCRR).  The  NCRR  is  a  critical  component  of  the  NIH,  assuring  that  the 
programs  of  the  disease-oriented  institutes  will  have  the  essential  elements  of  a  vigorous  research 
environment.  The  NCRR  provides  state-of-the-art  instrumentation,  advanced  technologies,  essential 
animal  models  and  resources,  and  comprehensive  support  for  clinical  research. 

In  addition,  NCRR  programs  emphasize  shared  resources,  which  enhanced  the  value  of  the 
Federal  funds  supporting  individual  investigators  and  encourages  interactions  among  scientists 
which  stimulate  interdisciplinary  efforts.   By  providing  new  research  technologies  and  providing 
shared  resources,  the  NCRR  also  enhances  the  productivity  of  the  Federal-academic  research 
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partnership. 

The  AAMC  thanks  the  Subcommittee  for  its  support  of  the  NCRR  in  the  FY  1 994 
appropriation.   However,  the  ability  of  the  NCRR  to  fulfill  its  mission  has  been  strained  by  declining 
appropriations  in  previous  years.   Even  with  the  increase  in  FY  1 994,  funding  for  the  NCRR,  as  a 
percentage  of  the  overall  NIH  budget,  falls  short  of  the  levels  of  the  mid-1980s. 

The  impact  of  these  funding  constraints  has  been  severe.   For  example,  the  Shared 
Instrumentation  Grant  program  has  been  cut  by  75  percent  in  recent  years.  This  program  helps 
scientists  meet  critical  instrumentation  needs  by  providing  groups  of  investigators  cost-effective, 
technologically  sophisticated  equipment  that  would  be  prohibitively  expensive  to  support  on  a  single 
grant  application.   By  sharing  equipment,  scientists  are  able  to  maximize  the  utility  of  Federal 
research  dollars. 

Another  NCRR  activity  that  has  been  severely  hampered  by  recent  funding  trends  is  the 
General  Clinical  Research  Centers  (GCRC)  program.  This  program  supports  clinical  research  centers 
at  university-based  hospitals  throughout  the  country.  The  GCRC's  are  important  because  they  offer 
centralized  and  highly  specialized  resources  for  research  aimed  at  understanding  disease  processes 
and  discovering  better  therapies  and  cures  for  a  host  of  conditions,  including  cancer,  heart  disease, 
hypertension,  diabetes,  AIDS,  Alzheimer's  disease,  osteoporosis,  and  cystic  fibrosis.   A  typical 
GCRC  has  both  inpatient  and  outpatient  research  facilities.  Within  a  GCRC,  clinical  investigators 
have  access  to  specialized  laboratories,  metabolic  kitchens,  specially  trained  research  nurses  and 
dieticians,  biostatisticians,  and  computer  systems  managers.  This  collection  of  highly  specialized 
personnel  and  resources  provides  a  supportive  environment  for  the  patient  and  significantly 
facilitates  progress  on  tomorrow's  live-saving  treatments  and  cures. 

As  with  many  NCRR  programs,  the  GCRC  has  seen  virtually  no  growth  after  adjustment  for 
inflation  since  1985.  At  the  same  time  the  utilization  of  the  GCRC's  has  increased,  straining  their 
capacity. 

Other  NCRR  programs  include  the  Biomedical  Research  Technology  Program,  the  Biological 
Models  and  Materials  Research  Program,  the  Comparative  Medicine  Program,  the  Minority  High 
School  Student  Research  Apprentice  Program,  and  Research  Centers  in  Minority  Institutions.  The 
health  of  tomorrow's  research  efforts  depends  upon  revitalization  of  the  NCRR  today.  Therefore, 
the  AAMC  urges  the  Subcommittee  to  pay  particular  attention  to  the  needs  of  the  National  Center 
for  Research  Resources. 

The  Administration  has  proposed  authority  for  a  prevention  research  initiative  at  the  NIH  as 
part  of  the  Health  Security  Act.  The  AAMC  believes  that  funding  for  this  important  expansion  of 
the  NIH's  prevention  research  activities  must  come  in  addition  to  the  current  NIH  budget  base  and 
not  be  transferred  from  existing  activities. 


Health  Manpower 

The  geographic  and  specialty  maldistribution  of  physicians  in  the  United  States  remain 
critical  problems  and  must  be  addressed  if  reform  of  the  nation's  health  care  system  is  to  succeed. 
Although  the  National  Health  Service  Corps  (NHSC)  and  the  health  professions  training  programs 
under  Title  VII  of  the  Public  Health  Service  Act  are  designed  to  play  a  major  role  in  addressing  these 
concerns,  historically  these  programs  have  been  underfunded.  The  AAMC  believes  the  NHSC  and 
the  Title  VII  health  professions  training  programs  provide  critical  support  for  physicians  and 
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institutions  to  meet  public  health  needs  and  deserve  to  be  funded  accordingly. 

The  National  Health  Service  Corps  was  established  to  assist  in  the  recruitment  of  primary 
care  health  professionals  for  service  in  shortage  areas.   In  exchange  for  service,  the  NHSC  awards 
scholarships  to  students  and  enters  into  loan  repayment  agreements.  The  NHSC  also  awards  grants 
to  states  for  the  support  of  state  loan  repayment  agreements. 

In  contrast  to  the  1 980s,  when  funding  for  the  National  Health  Service  Corps  was  virtually 
gutted,  the  NHSC  has  seen  an  overdue  but  welcome  increase  in  funding  support  during  the  past  few 
years.   In  the  FY  1 994  appropriations  bill  for  the  Department  of  Health  and  Human  Services,  the 
NHSC  received  $126.7  million,  an  $8  million  increase  over  the  FY  1993  level.   Since  the  NHSC  can 
play  an  important  role  in  redressing  the  geographic  imbalance  that  characterizes  physician 
distribution,  the  AAMC  hopes  this  upward  trend  in  support  for  the  NHSC  will  continue.  To  this  end, 
the  AAMC  recommends  that  Congress  fund  the  National  Health  Service  Corps  at  $155  million  for 
FY  1995;  $95  million  for  loans  and  scholarships,  and  $60  million  for  field  placements. 

Unlike  the  National  Health  Service  Corps,  however,  the  Title  VII  health  professions  training 
programs  had  been  sorely  underfunded  in  recent  years.   Funding  for  health  professions  training  in 
FY  1994,  however,  increased  to  $282.7  million,  a  $16  million  gain.   The  AAMC  is  a  strong 
proponent  of  the  Title  VII  programs,  which  are  designed  to  meet  the  nation's  needs  for  an  expanded 
supply  of  primary  health  care  providers,  improve  the  geographic  distribution  of  health  professionals, 
and  increase  access  to  health  care  in  both  urban  and  rural  underserved  areas.   Since  the  objectives 
of  the  Title  VII  programs  are  also  vital  planks  in  health  care  reform,  these  programs  must  continue 
to  be  supported  generously  as  pan  of  any  comprehensive  plan  to  reform  our  nation's  system  of 
health  care  delivery. 

Three  programs  under  Title  VII  provide  support  to  medical  schools  and  teaching  hospitals  for 
planning,  developing,  and  operating  of  programs  that  emphasize  the  education  of  students  and 
residents  in  primary  care  medicine.  The  grants  authorized  for  general  internal  medicine  and  general 
pediatrics  residencies,  family  medicine  training,  and  preventive  medicine  residencies  are  instrumental 
in  establishing  and  expanding  these  programs  in  many  institutions.  The  AAMC  supports  FY  1 995 
funding  for  these  programs  at  the  following  levels: 

General  Internal  Medicine  and  General  Pediatrics  Residencies  -  $25  million,  up  from 

$16.8  million; 

Family  Medicine  Training  -  $54  million,  up  from  $47.2  million,  and 

Preventive  Medicine  Residencies  -  $4.7  million,  up  from  $2.3  million. 

The  AAMC  also  recommends  continued  support  for  geriatric  education  centers  and  geriatric 
training  programs,  for  physicians  and  other  health  professionals.  These  centers  were  created  to 
provide  physicians  and  other  health  professionals  with  the  skills  necessary  to  care  for  the  growing 
number  of  elderly  Americans,  and  the  programs  promote  curricula  in  geriatric  education,  improve 
methods  of  treatment  for  the  elderly,  establish  clinical  training  programs  in  geriatric  education,  and 
engage  in  faculty  development  in  geriatrics.   The  AAMC  suggests  FY  1995  funding  of  $17  million 
for  these  grant  programs. 

Title  VII  also  provides  grants  for  the  creation  and  operation  of  area  health  education  centers 
(AHECs)  and  health  education  and  training  centers  (HETCs).  The  AH  EC  programs  provide  clinical 
training  opportunities  for  medical  students  and  residents  in  rural  settings  by  extending  the  resources 
of  academic  health  centers  to  communities  in  need  of  health  care  and  education.  This  merger 
creates  a  strong  partnership  to  improve  the  supply,  quality,  and  distribution  of  primary  care 
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providers  to  these  underserved  areas.  The  HETC  programs  are  targeted  specifically  to  improve 
access  to  health  services  in  Florida  and  along  the  border  between  the  United  States  and  Mexico. 
The  AAMC  recommends  FY  1995  funding  of  $25  million  for  AHECs  and  $5  million  for  HETCs. 

Title  VII  authorizes  two  major  programs  upon  which  institutions  rely  to  increase  the 
representation  in  medicine  of  minorities  and  individuals  with  disadvantaged  backgrounds.   Grants 
made  to  medical  schools  under  the  Health  Careers  Opportunity  Program  (HCOP)  are  used  to  identify 
and  recruit  disadvantaged  students,  facilitate  their  entry  into  medical  school,  and  help  them 
complete  their  education.   HCOP  funds  are  also  used  to  provide  any  necessary  preparatory 
education  and  to  pay  for  scholarships  and  stipends  that  defray  the  costs  of  medical  school.  The 
second  initiative,  the  Centers  of  Excellence  program,  extends  grants  to  health  professions  schools 
for  the  establishment  and  expansion  of  programs  to  enhance  the  academic  performance  of  minority 
students.   Centers  of  Excellence  grants  also  help  schools  train  and  retain  minority  faculty  and 
facilitate  research  on  health  issues  that  affect  minorities.  The  AAMC  recommends  funding  in  FY 
1 995  of  $40  million  for  the  HCOP  program  and  $32  million  for  minority  Centers  of  Excellence.  This 
represents  an  $8.8  million  and  an  $8.5  million  increase  respectively. 

Lastly,  the  Title  VII  legislation  provides  significant  financial  aid,  in  the  form  of  both  loans  and 
scholarships,  to  medical  students  to  cover  the  costs  of  their  education.  The  AAMC  urges  Congress 
to  fund  the  four  Title  VII  student  financial  assistance  programs  listed  below,  each  of  which  was 
created  for  disadvantaged  and  needy  students,  at  the  following  levels  in  FY  1 995: 

Loans  for  Disadvantaged  Students  -  $15  million,  up  from  $7.9  million; 
Exceptional  Financial  Need  scholarships  -  $16  million,  up  from  $10.4  million; 
Scholarships  for  Disadvantaged  Students  -  $24  million,  up  from  $17.1  million;  and 
Minority  Faculty  Loan  Repayment  and  Fellowships  -  $4  million,  up  from  $1.1  million 

In  addition,  the  AAMC  asks  Congress  to  provide  $425  million  of  guarantee  authority  for  the 
Health  Education  Assistance  Loan  (HEAL)  program  to  ensure  the  availability  of  HEAL  for  all  students 
who  must  borrow  funds  to  attend  health  professions  schools. 

The  AAMC  regrets  that  time  constraints  limit  the  opportunity  to  discuss  other  important 
health  and  education  programs  under  the  Subcommittee's  jurisdiction.  We  appreciate  the  continued 
support  the  Subcommittee  has  given  these  programs.   We  emphasize  again  their  critical  importance 
and  look  forward  to  working  with  the  members  and  staff  to  achieve  their  implementation. 
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Wednesday,  February  2,  1994. 

WITNESS 

BERNARD   J.    GERSH,    M.D.,    FACC,  AMERICAN   COLLEGE    OF   CARDI- 
OLOGY 

Mr.  Natcher.  Our  next  witness  is  Dr.  Gersh.  Come  around,  Doc- 
tor. We  will  be  pleased  to  hear  from  you  at  this  time. 

Dr.  Gersh.  Mr.  Chairman  and  Members  of  the  subcommittee,  I 
am  Bernard  Gersh,  Chief  of  the  Division  of  Cardiology  at  George- 
town University,  formerly  at  the  Mayo  Clinic  for  15  years.  I  am  a 
Fellow  of  the  American  College  of  Cardiology  and  Vice  Chairman 
of  the  American  Heart  Association's  Council  on  Clinical  Cardiology. 
I  am  pleased  to  be  with  you  today  representing  the  American  Col- 
lege of  Cardiology. 

The  National  Heart,  Lung,  and  Blood  Institute  is  our  Nation's 
catalyst  for  quality  medical  research  in  both  the  basic  and  clinical 
sciences  with  the  ultimate  objective  of  enhancing  the  prevention, 
diagnosis,  and  treatment  of  cardiovascular  disease.  We  wish  to  con- 
firm our  strong  and  ongoing  support  for  funding  for  the  institute 
at  the  highest  possible  level  in  the  year  1995,  and  the  American 
College  of  Cardiology  recommends  an  increase  of  9.5  percent  from 
fiscal  year  1994. 

While  we  realize  that  additional  federal  funds  must  come  from 
a  reduction  elsewhere  in  the  domestic  budget,  we  believe  that  this 
funding  is  crucial  to  the  Nation's  health.  More  than  1  in  5  Ameri- 
cans suffer  from  the  consequences  of  cardiovascular  disease.  Heart 
attack  is  the  number  one  killer  of  both  American  men  and  women. 
One  American  dies  from  cardiovascular  disease  every  34  seconds, 
which  means  that  in  fact  10  people  will  have  died  of  cardiovascular 
disease  by  the  time  I  conclude  these  remarks.  Our  country  has  tra- 
ditionally been  at  the  forefront  of  cardiovascular  research,  and  we 
have  reaped  important  societal  benefits  through  a  dramatic  reduc- 
tion in  the  number  of  deaths  from  cardiovascular  disease  in  the 
benefit  of  longer,  more  productive  lives.  Death  rates  from  cardio- 
vascular disease  declined  nearly  26  percent  between  1981  and 
1991.  In  addition,  medical  research  has  stimulated  a  vibrant,  thriv- 
ing biotechnology  industry  which  contributes  substantially  to  the 
economy. 

Furthermore,  NHLBI  research  programs  form  the  primary  basis 
for  the  College  of  Cardiology's  development  of  practice  guidelines, 
and  these  are  of  key  importance  to  the  delivery  of  quality  and  effec- 
tive cardiovascular  medical  care  in  this  the  year  of  health  care  re- 
form. Many  of  the  activities  of  the  National  Heart,  Lung,  and  Blood 
Institute  are  vital  to  improving  the  diagnosis  and  the  treatment  of 
heart  conditions,  prolonging  lives,  and  improving  the  quality  of  life 
for  the  people  that  we  serve,  and  this  becomes  particularly  compel- 
ling as  we  deal  with  the  rapidly  expanding  aging  population,  in 
which  survival  is  not  the  only  end  point  but  quality  is  of  increasing 
importance. 

There  are  major  new  research  initiatives  and  clinical  trials  which 
the  institute  has  proposed  for  fiscal  year  1995,  including  several 
strategies  aimed  at  treating  arrhythmias  and  sudden  cardiac 
death,  new  approaches  to  the  management  of  systolic  hypertension 
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and  stroke,  and  a  number  of  studies  evaluating  the  diagnosis  and 
prevention  of  cardiovascular  disease  in  women. 

At  the  other  end  of  the  age  spectrum,  congenital  heart  disease 
affects  about  30  thousand  newborns  in  the  United  States  each  year. 
Recent  advances  in  molecular  biology  have  shown  that  many  forms 
of  this  disease  can  be  attributed  to  a  simple  identifiable  genetic  de- 
fect or  defects.  Further  research  at  the  NHLBI  is  expected  to  pro- 
vide new  approaches  for  improved  prenatal  diagnosis  and  treat- 
ment, genetic  counselling  for  disease  prevention,  and  ultimately 
gene  therapy  for  congenital  heart  disease.  We  are  on  the  verge  of 
a  therapeutic  revolution  but  this  will  not  come  about  without  suffi- 
cient funding. 

Finally,  we  are  concerned  that  as  efforts  to  reform  the  health 
care  system  and  cut  health  care  costs  progress,  the  United  States 
will  lose  its  leadership  role  in  the  development  of  new  treatments 
and  technologies.  It  is  essential  that  policymakers  distinguish  be- 
tween the  appropriate  debate  surrounding  the  delivery  and  financ- 
ing of  health  care  services  and  support  for  biomedical  research,  an 
area  where  we  as  a  Nation  should  strive  to  maintain  the  pre- 
eminence that  we  have  but  is  currently  under  challenge  from  other 
countries. 

Mr.  Chairman,  I  appreciate  the  opportunity  to  appear  before  this 
distinguished  subcommittee  today.  On  behalf  of  my  colleagues  in 
cardiovascular  medicine  and  surgery,  I  would  like  to  thank  the 
Members  of  the  subcommittee  and  yourself  for  your  consistent  sup- 
port of  the  NHLBI  in  the  past  and  your  help  with  our  efforts  to 
restrain  the  Nation's  number  one  killer,  which  is  heart  disease. 

Thank  you,  sir. 

Mr.  NATCHER.  Doctor,  you  have  given  us  an  excellent  statement. 
We  appreciate  your  appearance  before  the  committee. 

[The  prepared  statement  follows:] 
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INTRODUCTION 


Mr.  Chairman,  and  members  of  the  Subcommittee,  I  am  Bernard  J.  Gersh,  M.D.,  Chief  of  the 
Division  of  Cardiology  and  Professor  of  Medicine  at  Georgetown  University  Hospital  and 
Medical  School,  Vice-Chairman  of  the  Council  on  Clinical  Cardiology  with  the  American 
Heart  Association,  and  a  Fellow  of  the  American  College  of  Cardiology  (ACC).   I  am  very 
pleased  to  be  with  you  today  representing  the  College,  a  2 1 ,800  member  non-profit 
professional  medical  society  and  teaching  institution  whose  mission  is  to  foster  optimal 
cardiovascular  care  and  disease  prevention  through  professional  education,  promotion  of 
research,  and  leadership  in  the  development  of  standards  and  guidelines  and  the  formulation 
of  health  care  policy. 

The  National  Heart,  Lung,  and  Blood  Institute  (NHLBI)  is  our  nation's  catalyst  for  quality 
medical  research  in  the  basic  and  clinical  sciences  with  the  ultimate  objective  of  enhancing 
the  prevention,  diagnosis,  and  treatment  of  cardiovascular  disease.   We  wish  to  confirm  our 
strong  and  ongoing  support  for  funding  for  the  Institute  at  the  highest  possible  level  for  Fiscal 
Year  1995.   The  American  College  of  Cardiology  recommends  an  increase  of  9.5  percent 
from  FY94,  or  a  total  of  $1.4  billion  for  NHLBI  in  FY95. 

Though  we  have  yet  to  see  the  Clinton  Administration's  Fiscal  Year  1995  budget,  we  know 
that  current  fiscal  constraints  could  threaten  the  loss  of  many  important  research  projects,  as 
well  as  a  cadre  of  future  researchers.   We  recognize  that  additional  federal  funds  are  scarce 
and  must  come  from  a  commensurate  reduction  elsewhere  in  the  domestic  budget.   We 
believe,  however,  that  this  funding  is  crucial  to  the  nation's  health. 

The  importance  of  cardiovascular  disease  to  the  health  of  our  nation  is  evident  in  the 
estimates  by  the  American  Heart  Association  (AHA)  that  more  than  56  million  Americans  — 
more  than  one  in  five  —  suffer  from  the  consequences  of  heart  disease.   In  fact,  heart  attack  is 
the  number  one  killer  of  both  American  men  and  women.   Forty  three  percent  of  all  deaths  in 
this  country,  totalling  923,422  in  1991,  can  be  attributed  to  cardiovascular  disease.   More  than 
one-sixth  of  all  people  killed  by  cardiovascular  heart  disease  are  under  age  65.   One 
American  dies  from  cardiovascular  disease  every  34  seconds. 

The  United  States  has  traditionally  been  at  the  forefront  of  cardiovascular  research,  reaping 
important  societal  benefits  through  a  reduction  in  the  number  of  deaths  from  cardiovascular 
disease  and  the  benefit  of  longer,  more  productive  lives.   Death  rates  from  cardiovascular 
disease  overall  declined  25.7  percent  between  1981  and  1991.   In  1950,  the  death  rate  from 
cardiovascular  disease  was  424.2  per  100,000;  in  1990,  it  had  dropped  to  190.9  per  100,000. 
The  programs  of  the  NHLBI  have  been  central  to  achieving  these  results.   In  addition, 
medical  research  has  stimulated  a  vibrant  biotechnology  industry  which  brings  substantial 
economic  benefits  to  this  country.   We  fear  that  putting  the  brakes  on  medical  research  and 
development  could  mean  the  loss  of  America's  world  leadership  in  this  area. 
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NHLBI  research  programs  form  the  primary  basis  for  the  College's  development  of  practice 
guidelines  for  the  delivery  of  quality  and  effective  cardiovascular  medical  care.     At  a  time 
when  federal  health  care  reform  is  center  stage  and  the  private  sector  pressures  to  reduce 
costs  and  eliminate  inappropriate  health  care  services  are  strong,  the  research  conducted  at 
NHLBI  is  even  more  crucial. 

The  following  activities  of  the  NHLBI  are  vital  to  saving  money,  improving  diagnosis  and 
treatment  of  heart  conditions,  prolonging  lives  and  improving  the  quality  of  life  for  the  people 
we  serve. 


ARRHYTHMIAS 

A  new  clinical  trial  is  expected  to  examine  the  cost-effective  treatment  of  serious  arrhythmias, 
a  major  cause  of  sudden  death  in  the  United  States.   The  implantable  cardiac  defibrillator 
(ICD)  has  become  an  accepted  means  of  treating  arrhythmias;  however,  it  is  important  to 
determine  the  survival  advantage  of  this  device  over  more  conventional  antiarrhythmic  drug 
therapy.   By  improving  the  ability  to  identify  groups  of  patients  most  likely  to  benefit  from 
the  ICD,  the  information  from  this  trial  will  encourage  the  appropriate  use  of  this  procedure. 
In  a  similar  vein,  another  trial  will  examine  the  use  of  antiarrhythmic  drugs  for  the 
management  of  atrial  fibrillation,  a  common  condition  affecting  as  many  as  two  million 
Americans  and  a  leading  cause  of  stroke  in  all  age  groups.    Several  approaches  to  treatment 
are  widely  used,  but  it  is  essential  that  the  risks  and  benefits  of  the  various  treatment 
strategies  be  more  clearly  defined. 


CONGENITAL  HEART  DISEASE 

Congenital  heart  disease  affects  about  30,000  newborns  in  the  United  States  each  year, 
causing  cyanosis  ("blue  babies")  as  well  as  severe  heart  problems  requiring  heart 
transplantation  in  childhood.   Recent  advances  in  molecular  biology  have  found  that  many 
forms  of  this  disease  can  be  attributed  to  simple,  identifiable  genetic  defects.   Further  research 
at  the  NHLBI  is  expected  to  provide  new  approaches  for  improved  prenatal  diagnosis  and 
treatment,  genetic  counseling  for  disease  prevention,  and  perhaps  ultimately,  gene  therapy  for 
congenital  heart  disease. 


CHOLESTEROL 

Several  studies  are  being  conducted  at  the  NHLBI  that  relate  to  the  role  of  cholesterol  in 
coronary  heart  disease  (CHD)  prevention.   Data  from  the  National  Health  and  Nutrition 
Examination  Survey  (NHANES)  show  that  mean  serum  cholesterol  levels  in  U.S.  adults 
declined  6  percent  in  men  and  8  percent  in  women  from  1960  through  1991.   These 
cholesterol  changes  could  have  contributed  to  the  marked  decrease  in  deaths  due  to  CHD  and 
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should  ultimately  have  a  favorable  impact  on  the  costs  associated  with  CHD.   The  NHLBI 
also  plans  to  encourage  applications  for  research  to  improve  the  understanding  of  low 
cholesterol  conditions  in  health  and  disease. 

Nineteen  hundred  and  ninety  four  marks  the  ten-year  anniversary  of  the  National  Cholesterol 
Education  Program  (NCEP),  and  the  NHLBI  plans  to  readminister  the  Cholesterol  Awareness 
Survey  (CAS)  to  track  changes  in  public  and  physician  attitudes  and  practices  relating  to 
cholesterol.   NCEP  hopes  to  identify  areas  for  continuing  education  for  the  public  and 
physicians. 


HYPERTENSION 

The  Institute  is  also  conducting  important  research  regarding  hypertension.   A  new  analysis  of 
data  from  the  Framingham  Heart  Study  has  found  that  systolic  hypertension,  a  common 
condition  affecting  one  in  ten  people  over  the  age  of  65,  may  be  a  more  important  contributor 
to  risk  than  the  diastolic  component  of  blood  pressure.   These  findings,  which  are  contrary  to 
previous  beliefs,  suggest  early  intervention  may  be  needed  to  prevent  borderline  high  blood 
pressure  from  progressing  to  more  severe  hypertension. 

The  NHLBI  also  plans  to  conduct  a  program  to  encourage  collaborative  research  attempting 
to  identify  the  major  genetic  determinants  of  high  blood  pressure.   The  Institute  is  also 
planning  for  Specialized  Centers  of  Research  (SCORS)  to  study  the  molecular  genetics  of 
hypertension.     The  Institute  would  also  like  to  conduct  research  on  hypertension  in  African 
Americans  to  increase  understanding  of  genetic  factors  behind  biological  racial  differences. 


HYPERTROPHIC  CARDIOMYOPATHY 

Hypertrophic  cardiomyopathy  (HCM),  a  thickening  of  the  heart  muscle,  is  an  inherited 
condition  and  the  leading  cause  of  sudden  cardiac  death  in  otherwise  healthy  young  people. 
Research  at  the  NTH  has  discovered  a  genetic  defect  in  the  hearts  of  HCM  patients.   Further 
research  is  needed  to  improve  the  detection  and  individualized  treatment  of  these  patients, 
including  the  use  of  dual  chamber  pacemakers  rather  than  surgery. 


NUTRITION  AND  PHYSICAL  ACTIVITY 

The  NHLBI  plans  to  conduct  studies  on  the  development,  control,  and  prevention  of  obesity, 
a  risk  factor  for  CV  disease.   The  Institute  would  also  like  to  examine  the  mechanisms  by 
which  natural  antioxidants  (such  as  beta  carotene)  act  as  anti-atherosclerotic  agents.   In 
addition,  researchers  will  analyze  whether  interventions  to  promote  physical  activity  effect 
long-term  improvements  in  physical  fitness  habits. 
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OTHER  AREAS  OF  RESEARCH 

Other  areas  of  necessary  research  being  conducted  and  new  initiatives  being  implemented  by 
the  National  Heart,  Lung,  and  Blood  Institute  include  the  following: 

•  Specialized  Centers  of  Research  (SCORS)  in  Ischemic  Heart  Disease,  Sudden  Cardiac 
Death,  and  Heart  Failure  (to  begin  in  FY  1995V-This  program  will  foster  an  integrated 
research  approach  to  study  these  diseases.   The  combination  of  basic  and  clinical 
research  should  foster  the  translation  of  the  research  findings  into  improved  diagnosis, 
treatment,  and  prevention. 

•  Community  Intervention  to  Reduce  Myocardial  Infarction  Treatment  Delay— The 
objective  of  this  program  is  to  evaluate,  using  demonstration  projects,  whether  public 
health  education  projects  can  improve  early  recognition  of  heart  attack  symptoms  and 
reduce  delay  time  in  seeking  treatment.     The  research  will  also  look  at  the  impact  of 
the  projects  on  the  use  of  emergency  department  services,  thrombolytic  therapy,  and 
on  acute  myocardial  infarction  fatalities. 

•  Development  of  Biochemical  and  Genetic  Markers  for  Premature  Atherogenesis— The 
goal  of  this  program  is  to  identify  markers  of  the  atherosclerotic  process  to  distinguish 
high-risk  children  and  take  preventive  measures  to  moderate  progression  of  the 
disease. 

•  Evaluation  of  Ischemic  Heart  Disease  in  Women— This  program  aims  to  improve  the 
diagnostic  reliability  of  cardiovascular  testing  in  evaluating  ischemic  heart  disease  in 
women.  This  research  is  in  addition  to  the  ongoing  and  crucial  work  examining  the 
effect  of  estrogen  on  the  development  of  heart  disease  in  women. 

•  Beta-Blockers  in  Heart  Failure  Trial  (to  begin  in  FY  1995)-This  initiative  will  try  to 
determine  the  impact  on  mortality  of  using  beta-blockers  in  addition  to  standard 
therapy  in  patients  with  moderate  to  severe  congestive  heart  failure. 


NATIONAL  LIBRARY  OF  MEDICINE 


The  College  would  also  like  to  take  this  opportunity  to  voice  continued  strong  support  for  the 
work  of  the  National  Library  of  Medicine.   All  who  participate  in  pur  educational  and 
research  programs  benefit  directly  from  the  outstanding  resources  of  the  Library. 


77-364    0—94- 
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CLOSING  REMARKS 


In  summary,  the  ACC  would  like  to  stress  the  critical  importance  of  cardiovascular  research 
and  the  contributions  of  the  National  Heart,  Lung,  and  Blood  Institute  to  the  advancement  of 
cardiovascular  care  for  all  people.   Cardiovascular  disease  is  the  major  cause  of  death  in 
America  and  causes  tremendous  personal  and  economic  loss  to  the  people  of  this  nation. 
We  at  the  American  College  of  Cardiology  want  to  emphasize  our  support  for  funding  at  the 
highest  possible  level  to  continue  and  enhance  the  programs  such  as  those  outlined  above. 

Finally,  we  are  concerned  that  as  efforts  to  reform  the  health  care  system  and  cut  health  care 
costs  progress,  the  U.S.  will  lose  its  leadership  role  in  the  development  of  new  treatments  and 
technologies.   It  is  essential  that  policymakers  distinguish  between  the  debate  surrounding  the 
delivery  and  financing  of  health  care  services  and  support  for  biomedical  research,  an  area 
where  we  as  a  nation  should  strive  to  maintain  preeminence. 


sk:  12750 
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Wednesday,  February  2,  1994. 

WITNESS 
WARREN  GREENBERG,  PH.D.,  MENDED  HEARTS,  INC. 

Mr.  Natcher.  Our  next  witness  is  Dr.  Greenberg.  Come  around, 
Doctor.  We  will  be  pleased  to  hear  from  you  at  this  time. 

Dr.  Greenberg.  Thank  you  very  much,  Mr.  Chairman.  I  am 
pleased  to  be  here.  My  name  is  Warren  Greenberg.  I  am  a  Profes- 
sor of  Health  Economics  and  of  Health  Care  Sciences  at  George 
Washington  University.  I  am  married  and  have  a  19-year-old 
daughter. 

I  appear  here  to  testify  for  increased  appropriations  for  the  Na- 
tional Heart,  Lung,  and  Blood  Institute.  I  appear  here  today  as  a 
victim  of  heart  disease  and  as  a  beneficiary  of  the  efforts  of  medical 
researchers  to  overcome  this  disease.  I  might  also  add  that  I  am 
a  member  of  Mended  Hearts,  a  support  group  of  22  thousand  indi- 
viduals throughout  the  United  States  who  have  heart  disease,  and 
I  have  been  appointed  lobbying  and  legislative  chairperson  of  that 
group — a  volunteer  position. 

I  am  50  years  old.  I  was  born  with  aortic  stenosis,  a  narrowing 
of  the  heart  valve.  Throughout  my  entire  life  I  have  lived  with 
heart  disease,  often  incredibly  severe.  When  I  was  in  my  early 
teens,  my  physicians  did  not  allow  me  to  play  high  school  intra- 
mural sports,  although  I  was  a  fine  young  athlete.  At  the  age  of 
18,  I  was  told  not  to  play  ball  under  any  circumstances.  In  my 
early  twenties,  I  was  told  to  climb  no  more  than  two  flights  of 
stairs.  By  my  early  and  mid  thirties,  I  began  to  climb  steps  more 
and  more  slowly,  often  pausing  to  rest.  I  never  carried  an  attache 
case  home  from  work.  It  was  too  heavy.  I  would  often  balance  a 
large  book  on  my  hips,  rather  than  carrying  it  outright  in  order  to 
blunt  the  weight.  I  would  walk  two  or  three  blocks  on  a  level  street 
to  avoid  going  up  three  or  four  steps  at  the  end  of  particular  block. 
I  could  barely  lift  my  newborn  child;  I  could  not  help  my  wife  take 
in  the  grocery  bags.  I  was  a  cardiac  cripple. 

On  May  7,  1982,  at  the  age  of  39,  I  had  open-heart  surgery  at 
the  Cleveland  Clinic  to  replace  my  diseased  valve  with  the  valve 
of  a  pig.  After  my  six-week  recuperative  period,  I  was  amazed  to 
find  that  not  only  was  I  able  to  walk,  but  was  able  to  play  tennis, 
to  jog,  and  to  exercise.  I  was  able  to  live  a  normal  life.  By  August 
1988,  however,  my  new  valve  had  failed.  On  August  31,  I  again 
had  cardiac  surgery  at  the  Cleveland  Clinic  to  replace  the  failed  pig 
valve  with  an  artificial  plastic  valve,  known  as  the  St.  Jude's  valve. 
I  am  again  able  to  live  a  relatively  normal,  very  productive  life. 
And  I  am  deeply  thankful  for  it. 

I  still  take  a  blood-thinning  medicine  called  Coumadin  which 
helps  prevent  clots  on  my  new  valve.  At  the  same  time,  because  of 
the  medicine,  I  must  be  cognizant  and  careful  of  excessive  bleeding. 
In  1983,  I  contracted  bacterial  endocarditis,  an  infection  of  the 
heart  valve,  from  dental  work  which  kept  me  in  the  hospital  for  six 
weeks.  Whenever  I  have  dental  work  now,  I  get  intravenous  peni- 
cillin to  protect  me  against  such  infections.  I  realize  that  my  valve, 
as  a  mechanical  device,  may  fail  at  any  time  in  the  future. 

For  nearly  12  years,  thanks  to  the  fruits  of  medical  research,  I 
have  been  able  to  travel  abroad  at  least  once  a  year,  to  jog  in  the 
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park,  to  be  a  productive  author  of  many  scholarly  articles  and  a 
number  of  books  on  the  health  care  economy.  I  have  been  quoted 
often  on  my  views  on  the  U.S.  health  care  system  and  have  made 
many  television  appearances.  If  it  were  not  for  the  advances  in  re- 
search leading  to  improved  techniques  in  open-heart  surgery,  I 
would  not  have  seen  my  fortieth  birthday.  I  would  not  be  able  to 
look  forward  to  a  life  of  many  rewards  and  enjoyments. 

As  an  economist,  I  observe  continually  the  link  between  mone- 
tary resources  and  the  development  of  innovation  and  technology. 
Health  care  research,  and  cardiovascular  research  in  particular,  is 
no  exception.  I  also  understand  as  an  economist  that  there  are  al- 
ways competing  uses  for  appropriated  monies.  However,  cardio- 
vascular diseases  last  year  killed  more  than  920  thousand  Ameri- 
cans, more  than  150  thousand  of  whom  were  under  age  65.  Despite 
advances  in  medical  research,  these  diseases  remain  the  number 
one  killer  in  the  United  States  and  a  leading  cause  of  disability. 

From  my  perspective,  Mr.  Chairman,  and  for  those  in  Mended 
Hearts,  Inc.  and  others  in  the  United  States  who  have  heart  dis- 
ease or  will  get  it  in  their  lifetime,  I  ask  for  an  increase  in  appro- 
priations for  the  National  Heart,  Lung,  and  Blood  Institute  to  $1.4 
billion,  to  help  reduce  further  the  incidence  and  degree  of  heart  dis- 
ease in  this  country. 

Thank  you,  Mr.  Chairman. 

Mr.  NATCHER.  Thank  you  very  much,  Doctor.  Mr.  Bonilla,  I  yield. 

Mr.  Bonilla.  Dr.  Greenberg,  I  want  to  thank  you  for  being  here 
and  providing  your  testimony  today.  You  are  a  great  testament  to 
the  benefits  of  heart  research,  especially  during  a  month  like  Feb- 
ruary, which  is  American  Heart  Month. 

This  Saturday  night  my  wife  and  I  participated,  as  we  have 
many  times  over  the  years,  in  the  American  Heart  Association's 
Heart  of  Gold  Gala  back  in  my  hometown  of  San  Antonio  and  it 
is  a  great  opportunity  for  the  private  sector  to  get  involved  in  help- 
ing with  heart  research  as  well. 

I  would  also  like  to  submit,  if  I  could,  Mr.  Chairman,  the  testi- 
mony for  the  American  Heart  Association,  just  for  the  record. 

Mr.  Natcher.  It  will  be  placed  in  the  record  at  this  point. 

Mr.  Bonilla.  Thank  you,  Mr.  Chairman. 

[The  statement  of  the  American  Heart  Association  follows:] 
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Summary  of  Recommendations: 


National  Institutes  of  Health— $11.95  billion 

National  Heart,  Lung,  and  Blood  Institute — $1.4  billion 
National  Institute  of  Neurological  Disorders  and  Stroke 

Stroke  Research — $95  million 
National  Center  for  Research  Resources — $362  million 
National  Institute  on  Aging 

Cardiovascular  Research — $34  million 

Office  of  Disease  Prevention  and  Health  Promotion — $5.77  million 

Centers  for  Disease  Control  and  Prevention 

Cardiovascular  Diseases  Prevention — $10  million 

Comprehensive  School  Health  Education — $50  million 

Office  on  Smoking  and  Health — $30  million 

Preventive  Health  and  Health  Services  Block  Grant— $182  million 

Agency  for  Health  Care  Policy  Research— $188  million 
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The  American  Heart  Association,  committed  to  reducing  disability  and  death  from 
cardiovascular  diseases,  including  heart  attack  and  stroke,  works  closely  with  federal 
agencies  responsible  for  research,  education  and  prevention  programs.  Research  and 
prevention  programs  must  be  key  components  of  health  care  reform  because  they  save  lives 
and  money.  Our  comments  and  FY  1995  funding  recommendations  for  programs  of  major 
interest  follow.  These  remarks  are  particularly  pertinent  during  February,  American  Heart 
Month,  an  annual  event  initiated  by  Congress  and  the  President  in  1964  in  recognition  of 
the  seriousness  of  cardiovascular  diseases,  including  heart  attack  and  stroke. 

From  1981  to  1991  age-adjusted  death  rates  from  cardiovascular  diseases  declined  25.7 
percent,   but  actual  number  of  deaths  fell  only  6.1  percent.     Still,  cardiovascular  diseases, 
including  heart  attack  and  stroke,  remain  a  major  cause  of  disability  and  the  No.  1  killer  of 
men  and  women  in  the  United  States  since  1919.  Each  year  more  than  923,000  Americans 
die  from  cardiovascular  diseases,  which  claim  a  life  every  34  seconds,  accounting  for  42.7 
percent  of  all  deaths  in  the  United  States.   Heart  attack,  America's  single  largest  killer,  kills 
more  than  five  times  as  many  women  as  breast  cancer.    Stroke  is  America's  third  largest 
killer  and  the  leading  cause  of  serious  disability.    Based  on  a  lifespan  of  74  years, 
cardiovascular  diseases  accounted  for  4.7  million  years  of  potential  life  lost  in  1990. 

These  declining  death  rates  have  forced  many  into  complacency.  Yet,  prevalence  of 
heart  attack  and  stroke  survivors  will  continue  to  escalate  because  of  the  rapidly  growing 
older  population.  In  a  January  5,  1994  New  York  Times  article,  William  Castelli,  M.D. 
warns  that  "most  people  who  get  heart  attack  and  stroke  don't  die.  They  live.  This  is  how 
our  country  is  going  broke,  paying  for  the  bypass  operations,  angioplasties  and  truck  loads 
of  medicines  needed  to  keep  people  with  cardiovascular  diseases  alive.  Hospitalizations 
for  coronary  disease  have  actually  increased,  not  declined.  We  have  to  look  at  the  whole 
picture,  not  just  pat  ourselves  on  the  back  because  death  rates  have  fallen.  We  have  a  long 
way  to  go  in  preventing  these  diseases."  Dr.  Castelli  is  the  director  of  the  National  Heart, 
Lung,  and  Blood  Institute-sponsored  Framingham  Heart  Study,  which  has  produced 
unparalleled  research  since  1949  examining  lifestyle  affects  on  acquiring  and  succumbing  to 
cardiovascular  diseases. 

Some  mistakenly  believe  that  cardiovascular  diseases  are  totally  a  behavioral  problem. 
Even  if  Americans  were  to  change  dietary  habits,  stop  smoking,  reduce  blood  pressure  and 
exercise  regularly,  cardiovascular  diseases  would  remain  a  major  cause  of  death.  So, 
research  is  essential  to  obtain  increased  understanding  of  cardiovascular  diseases. 

More  than  one  in  five  Americans  suffer  from  cardiovascular  diseases  at  an  estimated 
cost  in  1994  of  $128  billion  in  medical  expenses  and  lost  productivity.  Yet,  fewer  federal 
research  dollars  are  spent  on  heart  attack  and  stroke  as  compared  with  other  major 
diseases.  In  FY  1992,  the  Department  of  Health  and  Human  Services  spent  39  times  more 
on  research  funding  per  death  of  an  AIDS  victim  than  was  spent  per  death  of  a  victim  of 
heart  disease,  according  to  the  Office  of  the  Assistant  Secretary  for  Health.  AIDS  funding 
exceeded  stroke  funding  by  56  to  1.  Cancer  funding  exceeded  stroke  funding  by  4.5  to  1 
and  heart  disease  funding  by  3  to  1 . 

National  Institutes  of  Health 

To  provide  a  modest  growth  in  biomedical  research,  AHA  supports  the  Ad  Hoc  Group 
for  Medical  Research  Funding's  proposal  of  $11.95  billion  for  the  National  Institutes  of 
Health.  Within  this  amount  our  recommendations  for  specific  institutes  follow. 

National  Heart,  Lung,  and  Blood  Institute 

The  NHLBI's  program  portfolio  has  been  highly  effective.  Although  a  high  priority  is 
given  to  research  project  grants,  the  NHLBI  stresses  other  important  program  mechanisms 
such  as  clinical  trials,  population  studies,  specialized  centers  of  research,  research  and 
demonstration  centers,  training  programs,  research  and  development  contracts,  and 
education  and  direct  prevention  programs.  This  carefully  balanced  approach  has 
contributed  to  the  success  of  NHLBI  programs  and  has  enhanced  its  reputation  as  a 
worldwide  leader  in  cardiovascular  research. 

The  Institute's  research  is  exemplified  by  recent  major  scientific  advances,  some  of 
which  follow.  An  NHLBI- supported    clinical  trial,  co-sponsored  with  the  National  Institute 
on  Aging,  showed  that  an  inexpensive,  commonly-used  antihypertensive  drug  reduced 
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incidence  of  stroke,  heart  attack  and  all  cardiovascular  diseases  in  victims  of  systolic 
hypertension  (SH),  a  form  of  high  blood  pressure  that  afflicts  about  three  million  older 
Americans.  Nationwide  treatment  of  SH  in  the  elderly  could  save  at  least  S25  million  a 
year  in  health  care  costs.  Another  trial  revealed  that  the  use  of  an  angiotensin  converting 
enzyme  (ACE)  inhibitor  reduced  deaths  and  hospitalizations  of  congestive  heart  failure 
victims.  Routine  use  of  an  ACE  inhibitor  to  treat  chronic  heart  failure  could  prevent 
approximately  10,000  to  20,000  deaths  and  about  100,000  hospitalizations  annually.  A 
second  trial  showed  that  an  ACE  inhibitor  delayed  development  of  heart  failure  in 
individuals  with  damaged  hearts  but  no  heart  failure  symptoms. 

Other  new  research  progress  includes:  demonstration  that  some  forms  of  congenital 
heart  disease  can  be  attributed  to  simple,  identifiable  genetic  defects;  recognition  of  a  link 
between  a  human  gene  and  essential  hypertension,  the  most  pervasive  form  of  high  blood 
pressure;  revelation  that  even  borderline  systolic  blood  pressure  is  a  key  heart  attack  and 
stroke  risk  factor;  utilization  of  genetic  markers  to  develop  a  preclinical  diagnostic  test  for 
hypertrophic  cardiomyopathy,  the  most  common  inherited  heart  disease  and  the  major 
cause  of  sudden  death  in  the  young;  manipulation  of  an  innovative  genetic  therapy  in 
animals  to  prevent  renarrowing  of  arteries  after  angioplasty;  and  reduction  of  mean  levels 
of  cholesterol,  a  heart  attack  risk  factor,  in  adults  over  a  31-year  period.  Findings  from 
these  studies  will  provide  opportunities  for  cost  savings  and  for  new  knowledge  and 
treatment. 

The  steady  decline  in  relative  support  for  the  NHLBI,  as  compared  with  the  other 
institutes,  has  been  a  major  concern.  The  AHA  applauds  the  Subcommittee's  leadership  in 
rejecting  the  President's  proposed  FY  1994  cut  for  the  NHLBI  and  for  providing  an 
appropriation  of  $1,278  billion,  a  5.2  percent  increase  over  the  FY  1993  level.  This  funding 
increase  has  given  the  institute  a  key  boost,  particularly  in  the  areas  of  research  grants, 
specialized  centers  of  research  and  clinical  trials.  In  the  cardiovascular  area  the  NHLBI 
has  started  initiatives  such  as  Centers  of  Research  in  Pediatric  Cardiovascular  Diseases, 
which  will  focus  on  congenital  defects  and  acquired  diseases,  and  the  Antihypertensive  and 
Lipid  Lowering  Treatment  to  Prevent  Heart  Attack  Clinical  Trial. 

The  AHA  advocates  a  FY  1995  appropriation  of  $1.4  billion  for  the  NHLBI,  allowing 
expansion  of  current  programs  to  more  sufficient  levels  and  initiation  of  new  research. 
Promising  new  research  opportunities  for  innovative  approaches  to  the  diagnosis, 
treatment  and  prevention  of  cardiovascular  diseases,  which  could  be  funded  with  more 
resources,  include: 

o  studies  to  help  the  heart  grow  new  arteries:  to  examine  cellular  mechanisms  that 
enable  the  heart  to  bypass  disease  by  developing  new  blood  vessels  that  carry  blood  from 
the  heart  throughout  the  body.  Researchers  hope  gene  therapy  can  stimulate  the  heart  to 
grow  bigger  arteries  at  a  faster  pace; 

o      drugs  to  help  control  atrial  fibrillation  in  the  elderly:  to  compare  different  treatments 
of  this  irregular  heartbeat  which  places  about  2  million  older  patients  at  stroke  risk; 
o      molecular  genetics  of  high  blood  pressure  in  blacks:  to  increase  knowledge  of  racial 
differences  in  hypertension,  which  disproportionately  affects  African- Americans; 
o      genes  in  heart  development:    to  identify  new  genes  that  play  a   role  in  development   of 
congenital  defects,  the  most  common  form  of  birth  defects.  .  This  research  could  lead  to 
prevention  of  up  to  35  types  of  inborn  heart  abnormalities; 

o  high-resolution  genetic  and  physical  maps  of  the  rat  genome:  to  focus  on  identifying 
genes  that  function  in  normal  and  diseased  cardiovascular,  lung  and  blood  processes. 
Further  research  would  be  developed  to  learn  how  to  turn  "on"  or  "off' genes  that  prevent 
or  cause  heart  disease; 

o    bionutrition:  to  examine  the  role  of  nutrition  in  cardiovascular,  lung  and  blood 
diseases.   Research  will  focus  on  antioxidants  and  obesity  in  the  cardiovascular  area; 
o     biology  and  behavior  influence  on  high  blood  pressure:  to  determine   if  there  are  race 
and  gender  differences  in  the  cardiovascular  system's  response  to  stress;  and 
o    psychosocial  help  for  high  risk  heart  attack  survivors:  to  assess  the  effects  of  various 
types  of  therapy  on  recovery  and/or  death  in  people  feeling  depressed  and/or  isolated. 
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National  Institute  of  Neurological  Disorders  and  Stroke 

Stroke  is  the  third  most  common  cause  of  death  in  the  United  States,  the  leading  cause 
of  serious  disability  and  a  major  contributor  to  late-life  dementia.  Stroke  strikes  an 
American  every  sixty  seconds  or  500,000  each  year.  Nearly  one-third  of  these  patients  die 
and  most  survivors  are  permanently  disabled.  Women  represent  more  than  60  percent  of 
these  deaths.  Stroke  occurs  primarily  in  the  elderly,  but  also  can  strike  newborns,  the 
young  and  drug  abusers.  Stroke  incidence  and  death  rates  are  higher  in  blacks  and  in  the 
southeast-Alabama,  Arkansas,  Georgia,  Indiana,  Kentucky,  Louisiana,  Mississippi,  North 
Carolina,  South  Carolina,  Tennessee  and  Virginia-the  "Stroke  Belt."  The  age-adjusted 
death  rate  from  stroke  fell  30.5  percent  from  1981  to  1991,  but  some  researchers  believe 
that  the  rate  of  new  cases  of  stroke  has  leveled  off  and  may  be  on  the  rise. 

Stroke  survivors,  numbering  more  than  three  million,  often  face  years  of  debilitating 
physical  and  mental  impairment,  emotional  distress  and  overwhelming  medical  costs. 
Stroke  will  cost  this  nation  an  estimated  $19.7  billion  in  medical  expenses  and  lost 
productivity  in  1994.  Yet  the  estimated  FY  1994  funding  of  NINDS-supported  stroke 
research  is  $70.3  million. 

The  NINDS  is  the  federal  focal  point  for  neurological  research,  including  research  on 
diagnosis,  treatment,  rehabilitation  and  prevention  of  stroke.    The  Institute's  stroke 
research  program  consists  of  a  wide  range  of  studies  by  individual  researchers  and  teams  of 
scientists  in  facilities  nationwide  and  on  the  NTH  campus. 

Once  viewed  as  a  hopeless  disability,  important  new  information  shows  promise  for 
new  stroke  treatment,  prevention  and  rehabilitation.  Today,  many  researchers  are 
confident  that,  given  the  appropriate  conditions,  the  brain  can  mend  itself  and  regenerate 
impaired  nerve  tissue.  Prevention  is  the  main  goal  of  stroke  research,  but  additional 
attention  must  be  given  to  methods  to  treat  stroke,  prevent  permanent  damage,  improve 
recovery  of  brain  function  and  enhance  quality  of  life  for  victims.  Highlights  of  selected 
NINDS-supported  stroke  studies  follow. 

o     A  multicenter  clinical  trial  revealed  that  aspirin  and  warfarin  reduced  strokes  up  to  80 
percent  in  victims  of  atrial  Fibrillation,  a  condition  associated  with  70,000  strokes  in  the 
elderly  each  year.   General  treatment  could  result  in  annual  savings  of  $200  million, 
o     A  multicenter  clinical  trial  showed  that  for  those  with  a  severely  constricted  carotid 
artery,  a  widely-used  surgical  procedure,  carotid  endarterectomy,  in  conjunction  with 
medical  treatment,  reduces  risk  of  stroke  in  prior  victims  and  in  symptomatic  patients, 
o     A  multicenter  clinical  trial  is  assessing  the  effectiveness  of  t-PA,  tissue  plasminogen 
activator,  to  restore  blood  flow  and  oxygen  to  the  brain  and  enhance  recovery.  Two  other 
trials  are  studying  the  efficacy  of  new  compounds  in  stopping  growth  of  blood  clots  and 
preventing  new  clots.  A  new  clinical  trial  will  study  the  use  of  estrogen  to  prevent  a  second 
stroke  in  postmenopausal  women. 

o     Scientists  are  testing  the  value  of  a  variety  of  compounds  to  decrease  death  of  brain 
cells  during  stroke. 

o     Several  studies  are  being  conducted  to  determine  differences  in  stroke  rate  among 
various  population  groups  in  the  United  States  and  further  examine  stroke  risk  factors. 

The  FY  1994  funding  of  $70.3  million  for  NINDS-supported  stroke  research  is  grossly 
inadequate.  A  significant  increase  in  funds  is  needed  to  address  promising  research 
opportunities  to  improve  stroke  diagnosis,  treatment  and  prevention.  With  current 
resources  devoted  to  stroke,  the  promise  of  the  Decade  of  the  Brain  rings  hollow 

The  NINDS  must  receive  sufficient  funds  to  maintain  research  momentum  and  to 
exploit  research  opportunities  with  the  potential  to  decrease  stroke  incidence  and  its 
debilitating  consequences.  The  AHA  advocates  the  National  Advisory  Neurological 
Disorders  and  Stroke  Council's  recommendation  of  $95  million  (in  FY  1995  dollars)  for 
NINDS-supported  stroke  research  in  "Progress  and  Promise  1992:  Status  Report  on  the 
Decade  of  the  Brain,"  to  expand  public  education  efforts  and  permit  more  rapid  progress 
toward  the  goal  of  'prevention  of  80  percent  of  all  strokes  and  protection  of  the  brain 
during  the  acute  stroke  within  the  Decade  of  the  Brain  . . .  including, 
o    "Investigate  mechanisms  of  nerve  cell  injury,  death,  and  survival;  and  basic 

mechanisms  of  cerebral  blood  flow  to  arrive  at  effective  treatment.    Ten  additional 

multidisciplinary  basic  and  clinical  research  teams  are  needed  to  achieve  this  goal. 
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o     Develop  combined  epidemiologic   and  long-term  prevention   programs  and  clinical 
trials  to  evaluate  the  impact  of  stroke  and  the  benefits  of  treatment.... 

o    Establish  a  multicenter  research  task  force  to  address  the  major  problems  of 
vascular  dementia,  its  incidence,  differential  diagnosis,  prevention,  and  treatment. 

o    Determine   how  to  prevent  or  lessen  effects  of  ...events  during  the  first  few  hours  of 
stroke.    More  efforts  must  be  made  to  accelerate  drug  development  and  to  educate 
the  public  about  the  importance  and  benefits  of  prompt  stroke  treatment. 

o     Foster  research  on  recovery  from  stroke.... 

o    Encourage  evaluation  of  effectiveness  of  rehabilitation  techniques. . . . 

o    Initiate  clinical  studies  to  determine   safety  and  efficacy  of  new  therapies,  including 
procedures  to  prevent  stroke  caused  by  bleeding  aneurysms  and  blocked  arteries. 

o    Pursue  new  research  avenues  available  in  the  field  of  restorative  neurology  to 
restore  function  in  those  who  have  suffered  stroke." 

National  Center  For  Research  Resources 

The  NCRR's  Comparative  Medicine  Program  (CMP)  consists  of  the  Laboratory 
Animal  Sciences  Program,  Regional  Primate  Research  Centers  Program  and  AIDS 
Animal  Models.    The  CMP  helps  institutions  and  biomedical     researchers   acquire  and 
use  laboratory  animals  more  effectively  and  efficiently.    CMP's  animal  facility 
improvement  grants  assist  institutions   in  meeting  requirements    for  humane  care  and 
use  of  animals  by  providing  equipment  and  facility  alterations  and  renovations.   Support 
is  provided  for  research  to  improve  animal  health  and  welfare,  animal  model 
development,  postdoctoral  training  in  comparative  medicine  and  modernization  of 
laboratory   animal  facilities.    The  CMP  provides  advice  to  NIH  leadership  on  policies 
related   to  humane  care  and  use  of  research  animals  and  serves  as  a  liaison  to  animal 
welfare  and  professional  scientific  organizations.    About  one-half  of  NIH-supported 
research  projects  depend  on  the  use  of  animals.    Modern  housing  facilities  and  high 
quality  animals  are  critical  to  assure  reliable  research  results  and  animal  safeguards. 

In  part,  an  appropriation  of  $362  million  for  the  NCRR  will  help  strengthen  health- 
related  research  that  depends  on  animals,  help  correct  deficiencies  in  research  animal 
facilities  and  fortify  the  nationwide  General  Clinical  Research  Centers  program. 

National  Institute  on  Aging 

Deaths  from  cardiovascular  diseases,  including  heart  attack  and  stroke,  rise 
significantly  with  increasing  age-as  does  the  number  of  Americans  suffering  from  these 
diseases.  Cardiovascular  diseases  remain  a  main  cause  of  disability  and  the  leading 
cause  of  death  of  older  Americans,  killing  about  50  percent  of  those  age  65  and  over. 
Medicare  hospital  costs  register  over  $14  billion  annually  for  cardiovascular  diseases. 

An  estimated  300,000  Americans  age  65  and  over  are  in  nursing  homes  as  a  result  of 
limitations  from  chronic  cardiovascular  diseases,  including  stroke.    Stroke  causes 
nursing  home  admissions  of  an  estimated  180,000  older  persons  each  year.   Incidence  of 
stroke  is  strongly  related  to  age.      The  risk  of  heart  disease  rises  rapidly  after  age  55. 
At  older  ages,  women  who  have  heart  attacks  are  twice  as  likely  as  men  to  die  from 
them  within  a  few  weeks.  High  blood  pressure  tends  to  increase  with  age.   After  age  65, 
women  become  more  likely  to  develop  high  blood  pressure  than  men,  placing  them  at 
risk  for  heart  attack  and  stroke. 

Little  is  known  about  age  changes  in  the  heart  and  blood  vessels,  but  what  is  known 
is  optimistic.  Most  cardiac  disability  is  due  to  disease,  not  aging.  Until  recently  basic 
biomedical  research  on  the  biology  of  aging  has  been  rare.  The  NLA  is  planning  to 
study  elements  crucial  to  sustaining  functional  capacity  in  victims  of  congestive  heart 
failure,  the  leading  cause  of  hospitalization  in  Americans  over  age  65  and  a  chief  source 
of  disability  in  the  elderly.  We  applaud  the  Subcommittee's  designation  of  funds  for 
the  development  of  a  laboratory  of  vascular  studies  to  provide  needed  information  on 
aging-related  changes  in  the  molecular  biology  of  blood  vessels.  But,  we  are  concerned 
that  House  Appropriations  Committee  report  language  holding  administrative  costs  to 
the  President's  FY  1994  request  will  prevent  this  lab  from  becoming  a  reality. 

The  NIA  now  supports  an  estimated   $24  million  in  cardiovascular  disease-related 
research.    To  allow  the  Institute  to  fund  on-going  studies  and  expand  into  research  in 
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vascular  function,  congestive  heart  failure  and  develop  a  laboratory  of  vascular  studies, 
we  recommend  a  FY  1995  appropriation  of  $34  million-a  $10  million  increase  over  FY 
1994-for  NIA  cardiovascular  aging  research. 

Office  of  Disease  Prevention  and  Health  Promotion 

The  federal  office  responsible  for  prevention  policy  activities  of  the  Department  of 
Health  and  Human  Services,  the  ODPHP  promotes  similar  activities  in  the  private 
sector,  services  a  national  information  center  and  offers  programs,  research,  and 
communications  support  for  disease  prevention  and  health  promotion.  The  cornerstone 
of  the  ODPHP  mission  is  the  development,  monitoring  and  implementation  of  Healthy 
People  2000:   National  Health  Promotion  and  Disease  Prevention  Objectives. 

The  FY  1994  appropriation  of  $4,771  million  supports  management  and  tracking  of 
the  Healthy  People  2000  Objectives;  coordination  of  nutrition  poucy;  support  for  the 
development  of  public  health  initiatives  in  the  health  care  reform  legislative  proposal; 
school  health,  worksite  health  promotion  and  clinical  preventive  services;  coordination 
of  activities  and  staffing  of  the  U.S.  Preventive  Services  Task  Force.  A  FY  1995 
appropriation  of  $5,770  million  would  allow  for  the  continuation  of  current  services  and 
the  following  new  programs: 

o  Healthy  Schools-collaborative  development  with  non-federal  health  and  education 
organizations  to  develop  a  national  school  health  resource  center  ($500,000  increase 
over  the  FY  1994  appropriation);  and 

o  "Put  Prevention  Into  Practice"-a  professional  and  public  education  program  on  the 
use  of  clinical  preventive  services  in  primary  health  care  settings  ($500,000  increase 
over  the  FY  1994  appropriation). 

Centers  For  Disease  Control  and  Prevention 

CDC's  Office  of  Smoking  and  Health  coordinates  federal  efforts  to  prevent  tobacco 
use.  Cigarette  smoking,  the  single  most  preventable  cause  of  death  and  disease,  causes 
about  420,000  deaths  a  year  in  America.  The  FY  1994  OSH  appropriation  of  $20.3 
million  cannot  compete  with  tobacco  industry  marketing  of  over  $10  million  daily.  With 
a  FY  1995  appropriation  of  $30  million,  OSH  could  develop  a  national  strategic  plan 
targeting  smoking  and  strengthen  technical  assistance  to  states.  CDC  funds 
comprehensive  school  health  education  programs  in  10  states,  focusing  in  part  on 
cardiovascular  diseases  risk  factors.  An  appropriation  of  $50  million,  a  $41.4  million 
increase  over  FY  1994,  will  enable  expansion  of  the  program  nationwide,  making  it 
comparable  to  CDC's  AIDS  prevention  program. 

CDC  administers   Preventive  Health  and  Health   Services  Block  Grant,  funding  for 
states,  in  part,  to  support  cholesterol  and  blood  pressure  screenings.    Most  states  lack 
sufficient  funds  to  ensure  persons  found  at  risk  of  diseases  are  managed  or  even 
followed  up.   A  $24.8  million  increase  for  this  grant,  to  total  $182  million,  will  enhance 
state  efforts  targeting  cardiovascular  and  other  chronic  diseases. 

CDC  has  designated  funding  for  most  diseases,  yet  they  have  no  specific  resources 
devoted  to  the  No.  1  killer  of  American  men  and  women-cardiovascular  diseases, 
including  heart  attack  and  stroke.  A  designation  of  $10  million  in  FY  1995  for 
cardiovascular  diseases  will  enable  the  CDC  to  launch  a  specific  cardiovascular  disease 
prevention  initiative.  It  will  help  states  develop  and  implement  effective  interventions, 
establish  partnerships  with  professional  and  voluntary  organizations  to  promote  healthy 
behavior,  develop  a  national  communications  campaign,  provide  education  for  public 
and  professionals  on  healthy  behaviors  and  enhance  data  collection  to  better  define 
patterns  of  behavioral  risks. 

Agency  for  Health  Care  Policy  and  Research 

The  AHCPR  will  be  a  focal  point  during  debate  on  health  care  reform,  particularly 
in  the  areas  of  practice  guidelines  and  outcomes  research.  The  AHA  concurs  with  the 
Friends  of  AHCPR's  recommendation  of  a  FY  1995  appropriation  of  $188  million. 
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Mr.  BONILLA.  Dr.  Greenberg,  would  you  tell  me  briefly,  I  noticed 
you  said  earlier  you  have  24  thousand  members  around  the  coun- 
try. How  many  cities  do  you  have  chapters  in? 

Dr.  Greenberg.  The  Mended  Hearts  represents  approximately 
24  thousand  members,  as  you  say,  sir,  in  about  225  cities  across 
the  country,  all  of  the  cities  of  which  are  represented  here  on  the 
appropriations  panel,  including  San  Antonio,  Texas,  one  in 
Winnetka,  one  in  the  Bronx.  Major  cities.  San  Francisco.  One  in 
Bowling  Green,  Kentucky,  for  example.  So  they  are  the  people  with 
heart  disease  scattered  throughout  the  United  States,  sir. 

Mr.  Bonilla.  Very  good.  I  would  like  to  show  you  a  chart,  if  I 
could.  I  will  give  you  a  copy  of  this  and  also  other  Members  of  the 
committee,  because  I  think  it  raises  a  question  about  the  priorities 
sometimes  of  heart  research  funds.  This  chart,  as  you  can  see,  is 
provided  by  the  National  Center  for  Health  Statistics,  a  division  of 
the  Department  of  Health  and  Human  Services,  and  it  is  about  re- 
search funding,  a  dollar  spent  per  death.  And  if  you  notice  on  the 
left  side  of  the  chart,  stroke  and  heart  disease  are  listed  separately, 
followed  by  cancer,  diabetes  and  HIV  and  AIDS. 

Anyone  who  often  likes  to  think  we  should  be  guided  more  by 
logical  reasoning  rather  than  emotion,  I  would  like  to  hear  what 
your  thoughts  are  about  this  chart  and  what  it  shows  in  terms  of 
spending  for  research  funds. 

Dr.  Greenberg.  Well,  in  my  opinion,  it  does  show  that,  perhaps 
that  stroke  and  heart  disease,  heart  disease  being  the  number  one 
killer  in  this  country,  stroke  being  the  number  three  killer  in  this 
country,  appear  to  be  dramatically  underfunded  relative  to  some  of 
the  other  diseases  we  have  in  this  country.  All  these  diseases  are 
important,  but  in  my  opinion  we  are  underfunded  in  the  heart  dis- 
ease and  stroke  area. 

Mr.  Bonilla.  And  I  would  emphasize,  as  you  said,  everything  on 
this  chart  is  very  important,  but  I  think,  again,  it  makes  us  think 
twice  as  we  make  our  decisions  this  year  because  of  the  lopsided 
chart  that  we  see  here.  And  these  are  real  dollars  and  real  infor- 
mation provided  by  NIH.  Thank  you. 

Dr.  Greenberg.  Thank  you. 

[The  information  follows:] 
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Mr.  Natcher.  Ms.  Pelosi,  I  yield. 

Ms.  Pelosi.  Thank  you,  Mr.  Chairman. 

I,  too,  want  to  thank  our  witness  for  sharing  his  story  with  us. 
Nothing  drives  home  the  message  more  clearly  than  the  impact  it 
has  on  your  personal  life.  But  I  also  sought  recognition  to  address 
the  chart  my  colleague  called  to  the  attention  of  the  committee.  It 
is  interesting  in  terms  of  cost  per  death.  However,  we  have  tried 
to  avoid  pitting  one  illness  against  another  on  the  committee. 

I  don't  say  that  my  colleague  is  doing  that,  I  just  want  to  make 
the  point  that  it  is  an  interesting  chart,  but  we  need  to  spend  more 
money  on  stroke,  heart  disease,  cancer,  diabetes  and  AIDS,  as  a 
matter  of  fact  for  a  variety  of  reasons. 

Dr.  Greenberg.  I  would  agree. 

Ms.  Pelosi.  This  chart,  I  have  to  point  out,  relates  to  how  many 
people  have  died  of  the  particular  disease,  and  while  there  are 
many,  many  people  who  have  died  of  AIDS,  fortunately,  so  far,  it 
is  not  as  pervasive  in  our  community  as  stroke,  heart  disease,  can- 
cer, et  cetera.  So  any  comparison  of  dollars  relates  to  the  number 
of  deaths  and,  of  course,  it  would  make  the  chart  look  dispropor- 
tionate and  not  really  related  to  the  amount  of  spending  that  is 
done  on  those  illnesses. 

Suffice  to  say  that  this  committee  wants  to  support  basic  science, 
basic  biomedical  research,  and  we  should  put  in  as  much  money  as 
possible.  I  know  that  is  the  Chairman's  goal  and  certainly  Mr.  Por- 
ter has  worked  very  hard  in  that  direction  over  the  years.  Again, 
I  didn't  want  the  chart  to  mislead  us. 

Thank  you,  Mr.  Chairman.  Again,  thank  you  for  your  testimony. 

Dr.  Greenberg.  Thank  you,  Mr.  Chairman. 

Mr.  Natcher.  Thank  you  very  much,  Doctor. 


Wednesday,  February  2,  1994. 

WITNESS 
SUE  RAMSEY,  JUVENILE  DIABETES  FOUNDATION  INTERNATIONAL 

Mr.  Natcher.  Our  next  witness  is  Ms.  Ramsey.  Come  around, 
Ms.  Ramsey.  Each  year  for  a  number  of  years  you  have  appeared 
before  our  committee  and  we  all  want  you  to  know  that  we  appre- 
ciate it. 

Ms.  Ramsey.  Thank  you,  Mr.  Chairman. 

Mr.  Natcher.  Come  right  around  and  we  will  be  glad  to  hear 
from  you. 

Ms.  Ramsey.  Chairman  Natcher  and  Members  of  the  committee, 
good  morning.  On  behalf  of  the  Juvenile  Diabetes  Foundation 
International,  I  would  like  to  thank  you  not  only  for  the  oppor- 
tunity to  testify  today  before  you  but  also  for  the  unwavering  lead- 
ership and  commitment  you  continue  to  give  to  our  search  for  a 
cure.  I  would  also  like  to  deliver  a  special  hello  and  thank  you  from 
Mary  Tyler  Moore,  JDF  International  chairperson. 

I  am  Sue  Ramsey  from  Richmond,  Kentucky.  For  nearly  20 
years,  Mr.  Chairman,  you  have  represented  my  State  in  Washing- 
ton, D.C.  Well,  today,  I  am  here  as  a  representative  of  sorts,  too. 
My  role  as  representative,  however,  is  a  dubious  honor.  Sadly,  my 
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constituency  includes  14  million  Americans,  32  thousand  in  each 
and  every  congressional  district,  who  have  diabetes,  one  of  whom 
is  my  son. 

My  son  Paul  was  first  diagnosed  with  diabetes  20  years  ago  at 
the  age  of  9.  Two  decades  ago,  my  husband  and  I  were  admittedly 
ignorant  about  diabetes  and  its  devastating  complications.  I  re- 
member vividly  as  if  it  were  yesterday  the  doctor  explaining  to  us 
what  the  future  might  hold  for  our  small  child:  blindness,  kidney 
failure,  heart  disease,  stroke,  neurological  disorders,  and,  God  for- 
bid, death  at  an  early  age. 

These  are  the  fears  that  consume  us  as  we  go  to  sleep  each  and 
every  night,  for  20  years.  During  the  days,  however,  we  face  a  dif- 
ferent burden.  Injecting  Paul  with  insulin  three  times  a  day,  con- 
stantly monitoring  his  blood  sugar  levels  and  vigilantly  monitoring 
every  morsel  of  food  that  he  ate.  Paul  has  had  to  follow  this  regi- 
men every  day  of  his  life  simply  to  keep  himself  alive.  Regrettably, 
this  regimen  has  not  kept  Paul  entirely  free  from  the  complications 
that  we  so  dread.  Because  of  his  diabetes,  Paul's  eyes  have  already 
begun  to  deteriorate.  He  has  developed  arterial  sclerosis.  Arterial 
sclerosis  at  the  age  of  29.  And  one  of  his  heart  valves  no  longer 
functions.  I  pray  medical  research  will  find  a  cure  for  diabetes  and 
these  catastrophic  complications  before  they  further  escalate. 

Thanks  in  large  part  to  your  leadership,  Mr.  Chairman,  our 
dreams  may  be  fulfilled.  Because  of  you  and  your  colleagues'  un- 
wavering support  of  biomedical  research  and  the  National  Insti- 
tutes of  Health,  major  progress  is  made  every  day.  In  fact,  in  just 
the  past  few  months,  two  major  diabetes  breakthroughs  were  an- 
nounced: One  that  would  eliminate  the  threat  of  kidney  failure  in 
persons  with  diabetes,  something  that  I  fear  and  dread  daily,  and 
the  other  which  gives  us  clues  that  would  lead  to  the  development 
of  a  method  that  would  prevent  the  onset  of  diabetes  in  people  who 
are  genetically  predisposed  to  the  disease. 

One  of  the  most  exciting  avenues  of  research  currently  being  pur- 
sued, however,  is  the  search  for  the  diabetes  gene.  Three  years  ago, 
the  diabetes  community  appeared  before  you  to  tell  you  about  an 
exciting  opportunity  to  cure  diabetes  by  identifying  the  gene  which 
is  responsible  for  the  onset  of  the  disease.  The  key  to  preventing 
diabetes  is  to  alter  the  initial  genetic  tendency  towards  diabetes.  If 
these  genes  can  be  identified  and  a  way  can  be  found  to  turn  them 
off,  diabetes  could  actually  be  prevented. 

Genetic  research  is  also  relevant  to  people  like  my  son,  who  al- 
ready have  the  disease.  Through  genetic  engineering  techniques, 
scientists  are  optimistic  we  can  cure  diabetes  either  by  teaching 
other  tissue  to  do  the  job  of  the  insulin-producing  cells  that  the  pa- 
tient's body  has  destroyed,  or  by  transplanting  producing  cells  with 
genetic  markers  that  the  body  will  recognize  and  subsequently  not 
reject. 

Three  years  ago  we  asked  this  committee  to  make  a  commitment 
to  the  most  promising  endeavor  by  providing  a  special  multiyear 
appropriation  of  $30  million.  This  subcommittee  understood  the  po- 
tential behind  this  research  and  has  responded  by  thus  far  provid- 
ing $18  million  over  three  years  specifically  in  the  search  for  the 
diabetes  genes. 
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While  this  initiative  has  received  increasing  attention,  hundreds 
of  other  meritorious  diabetes  research  projects  have  been  less  fortu- 
nate. Representatives  of  the  JDF  recently  paid  a  visit  to  NIDDK 
and  we  were  told  that  literally  hundreds  of  approved  diabetes  re- 
search proposals  are  not  being  funded.  In  1992,  NIDDK  was  able 
to  fund  628  new  and  competing  grants.  In  1993,  the  number  of 
funded  grants  was  an  inadequate  466.  Overall,  NIDDK  is  funding 
only  at  the  top  13  percent  of  approved  and  recommended  research 
projects  compared  with  the  top  30  percent  just  a  few  years  ago. 

Furthermore,  approved  grant  funds  are  being  decreased  25  per- 
cent below  study  section  recommendations.  Diabetes  is  one  of  our 
Nation's  leading  causes  of  mortality  and  deserves  every  bit  of  the 
funding  afforded  in  recent  years  to  diseases  comparable  in  impact, 
such  as  breast  cancer,  heart  disease,  AIDS  and  Alzheimer's. 

Mr.  Chairman,  and  Members  of  the  subcommittee,  I  do  not  in 
any  way  wish  to  pit  one  disease  against  another  or  claim  that  the 
NIDDK  is  somehow  more  worthy  than  other  institutes.  Rather,  I 
am  encouraging  you  to  provide  ample  funds  to  both  the  NIH  and 
the  NIDDK  and  ensure  that  as  the  tide  comes  in,  all  boats  rise. 

Specifically,  JDF  and  160  organizations  that  comprise  the  Ad 
Hoc  Group  for  Medical  Research  urge  this  subcommittee  to  appro- 
priate $11.95  billion  for  the  NIH,  a  modest  9  percent  increase  over 
fiscal  year  1993.  We  also  ask  that  you  allocate  $798  million  for  the 
NIDDK,  a  recommendation  endorsed  by  the  groups  that  comprise 
the  NIDDK  coalition. 

Finally,  we  ask  that  you  provide  the  remaining  $12  million  for 
the  search  for  the  diabetes  genes  initiative.  Medical  research  is  ex- 
pensive and  the  dollar  amounts  that  we  are  asking  here  today  are 
indeed  large.  However,  the  increase  that  we  seek  for  the  NIH  and 
NIDDK  and  the  diabetes  gene  initiative  are  comparably  small 
when  considered  in  the  context  of  the  skyrocketing  costs  in  both 
dollars  and  lives  associated  with  diabetes. 

According  to  recently  published  reports,  diabetes  is  estimated  to 
cost  this  country  nearly  $92  billion  in  1994,  yet  we  spend  less  than 
$30  million  in  diabetes  research.  Similarly,  the  Commerce  Depart- 
ment projects  that  health  care  costs  in  this  country  are  expected 
to  surpass  $1  trillion  in  1994,  yet  less  than  1.5  percent  of  that  total 
is  devoted  to  medical  research.  In  this  the  year  of  health  care  re- 
form, it  seems  odd  to  me  that  we  do  not  invest  more  in  research, 
the  one  area  which  would  have  the  most  dramatic  impact  on  our 
health  care  costs. 

Checking  through  some  old  notes  last  week,  I  discovered  that  it 
was  exactly  10  years  ago  today  that  I  first  appeared  before  this 
committee.  Then  my  son  had  had  diabetes  for  10  years.  In  reflec- 
tions, at  once  I  was  discouraged,  frustrated,  impatient  yet  I  am  still 
here  today  hopeful  and  encouraged.  Let  me  put  to  you  a  personal 
plea  to  all  of  those,  to  all  of  us  in  these  difficult  budgetary  times. 
NIH  is  just  plain  cost  effective.  For  every  dollar  spent  in  research, 
$13  is  saved  in  health  care  costs;  $13  saved  for  every  dollar  spent. 
The  payoff  is  enormous  in  dollars  and  in  the  lives  of  our  children. 

Mr.  Chairman,  and  Members  of  the  subcommittee,  I  hope  that 
once  again  this  subcommittee  will  help  make  an  investment  in 
America's  future   through   higher  funding  for  diabetes   research. 
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There  is  a  cure.  It  is  within  our  grasp.  And  together  we  will  find 
it.  Thank  you  for  your  time  and  attention. 

Mr.  Natcher.  Thank  you  very  much,  Ms.  Ramsey.  You  have 
given  us  an  excellent  statement  and  we  appreciate  your  appear- 
ance. 

Ms.  Ramsey.  Good  to  see  you,  Mr.  Chairman.  Thank  you. 

[The  prepared  statement  follows:] 
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Summary  of  Recommendations: 


c 


National  Institutes  of  Health 


$11.95  billion 


The  Juvenile  Diabetes  Foundation  International  urges  Congress  to  provide  at  least  a  9 
percent  increase  over  FY  1994  funding  levels,  as  recommended  by  the  Ad  Hoc  Group  for  Medical 
Research  Funding,  for  the  National  Institutes  of  Health  ("NIH"). 


National  Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases 


$798  million 


Within  NIH,  we  recommend  that  the  National  Institute  for  Diabetes  and  Digestive  and 
Kidney  Diseases  ("NIDDK")  be  appropriated  $798  million,  an  increase  of  nearly  11.5  percent.    This 
recommendation  is  consistent  with  that  of  the  American  Diabetes  Association  and  the  NIDDK 
Coalition. 


i_ 


Search  for  the  Diabetes  Genes  Initiative 


$  1 2  million 


To  continue  valuable  research  toward  identifying  the  genes  that  cause  diabetes,  JDF 
strongly  urges  Congress  to  provide  a  special  appropriation  of  $12  million  for  fiscal  year  1995  within 
the  NIDDK  specifically  designated  for  the  "Search  for  the  Diabetes  Genes"  initiative. 


CDC's  National  Diabetes  Control  Program 


$69.5  million 


We  also  recommend  that  Congress  provide  $51.6  million  in  new  monies  for  the  Division  of 
Diabetes  Translation  within  the  Centers  for  Disease  Control  and  Prevention  bringing  the  total  level 
of  funding  up  to  $69.5  million  for  fiscal  year  1995. 
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The  Juvenile  Diabetes  Foundation  International  ("JDF")  appreciates  this  opportunity  to  present  Its 
views  regarding  fiscal  year  ("FY")  1995  appropriations  for  the  National  Institutes  of  Health  fNIH")  and 
other  Federal  diabetes  research  and  control  programs.  JDF  is  an  international  voluntary  health 
organization  of  over  112  chapters  and  affiliates  throughout  the  U.S.  and  the  world  dedicated  to  furthering 
research  in  diabetes  and  improving  the  quality  of  life  of  persons  with  diabetes. 


NINETEEN  YEARS  OF  PROGRESS 

Nineteen  years  ago,  the  Federal  government  embarked  In  earnest  to  implement  the  National 
Diabetes  Advisory  Board's  CNDAB")  first  Long  Range  Plan  to  Combat  Diabetes.   In  1975,  there  was  no 
Federal  diabetes  initiative  to  speak  of  -  very  little  funding  and  no  Infrastructure.  The  biomedical 
research  community's  commitment  to  diabetes  research  could  be  characterized  as  benign  neglect  of  a 
disease  which  wreaked  havoc  upon  virtually  every  body  system  -  the  eyes,  the  heart,  the  kidney,  and 
the  nervous  system.  In  1974,  in  this  very  hearing  room,  JDF  described  the  plight  of  the  person  with 
diabetes: 

The  picture  is  bleak  for  the  diabetic.  He  must  live  dependent  upon  an  insulin  bottle, 
syringe,  and  alcohol  swab  for  life.  He  faces  a  grab  bag  full  of  dreadful  complications 
and  a  shortened  life  expectancy.   There  has  been  no  change  in  fifty  years  since  the 
discovery  of  Insulin.    The  public,  Congress,  and  the  NIH  are  generally  unaware  of  the 
real  problem  of  diabetes.' 


THE  FEDERAL  DIABETES  PROGRAM 

Those  of  you  who  served  on  the  Appropriations  Committee  at  that  time  heard  our  message. 
This  Committee  and  the  Congress  created  the  National  Commission  on  Diabetes  which,  in  1975,  issued 
the  Long  Range  Plan  to  Combat  Diabetes.  The  Long  Range  Plan  provided  a  blueprint  for  a  major 
research  onslaught  on  diabetes.  The  Congress  directed  NIH  to  create  a  multi-faceted  research, 
prevention,  education,  and  control  program  that  has  become  a  model  for  biomedical  research  and  many 
times  emulated  to  attack  other  major  health  problems. 

There  are  now  six  Diabetes  Research  Training  Centers  and  six  Diabetes  Endocrinology  Research 
Centers  in  operation.  The  Diabetes  Data  Group  and  Diabetes  Information  Clearinghouse  are  performing 
the  functions  mandated  by  Congress.  The  Centers  for  Disease  Control  and  Prevention  and  26  state 
health  departments  are  jointly  conducting  a  wide  range  of  activities  to  Improve  the  quality  of  life  of  the 
person  with  diabetes  and  reduce  morbidity,  mortality,  and  the  cost  of  diabetes  and  Its  complications. 
Moreover,  the  National  Diabetes  Advisory  Board  -  a  body  of  government  officials,  health  care 
professionals,  and  consumer  advocates  -  provides  a  coordinated  focus  for  Federal  diabetes-related 
activities. 


DIABETES  RESEARCH  BREAKTHROUGHS 

Beginning  with  the  publication  of  the  1975  Long  Range  Plan,  you  heeded  our  call  and  provided 
funds  for  diabetes  research  -  nearly  $4  billion  since  1975.  The  investment  you  have  made  has  paid 
enormous  dividends.   Unlike  nineteen  years  ago,  we  now  have  a  reasonable  basis  for  being  optimistic 
about  a  cure  and  prevention  of  this  insidious  disease. 
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The  NDAB's  most  recent  Annual  Report  chronicles  the  remarkable  research  progress  made  in 
just  19  years,  all  advances  coming  thanks  to  the  support  of  Federal  research  dollars.  These  include: 

o        Identification  of  genetic  markers  which  can  be  used  to  determine  the  risk  of  developing  diabetes 
and  for  preventing  the  disease  in  the  future; 

o        Production  of  new  forms  of  purified  insulin,  including  human  insulin,  which  reduce  the  risk  of 
insulin  allergies  and  ensure  a  continuing  supply  of  this  vital  hormone; 

o        Development  of  laser  photocoagulation  procedures  that  reduce  the  risk  of  blindness  from 
diabetic  eye  disease; 

o        Improved  methods  for  measuring  and  regulating  blood  sugar  in  persons  with  diabetes;  like 
home  glucose  monitors  and  the  insulin  pump;  and 

o        Successful  kidney  transplant  operations  for  patients  with  diabetic  kidney  nephropathy. 

Recent  headlines  tell  the  story  of  the  more  current  diabetes  research  breakthroughs: 

o        'Drug  Found  to  Delay  Kidney  Failure  in  Diabetics'  -  New  York  Times, 
November  11,  1993 

Researchers  recently  discovered  that  a  drug  currently  used  to  treat  high  blood  pressure, 
CaptoprU,  also  reduces  the  risk  of  kidney  failure  in  persons  with  diabetes  by  as  much  50%. 

o        'Researchers  Develop  Way  to  Prevent  Juvenile-Onset  Diabetes  in  Lab  Mice'  - 
Washington  Post,  November  4,  1993 

By  injecting  a  certain  protein  into  mice  that  were  genetically  predisposed  to  diabetes, 
researchers  were  able  to  stave  off  the  autoimmune  response  which  attacks  the  pancreas  and 
causes  the  onset  of  diabetes.  Because  mouse  diabetes  is  almost  identical  to  human  Type  I 
diabetes,  the  researchers  will  be  ready  to  test  their  techniques  on  humans  within  5  years. 

o        'Diabetics  Can  Avoid  Complications  With  a  Stricter  Regimen,  Study  Says*  - 
Washington  Post,  June,  14  1993 

Results  of  a  10-year  landmark  clinical  trial  supported  by  the  NIDDK  -  the  Diabetes 
Control  and  Complications  Trial  (DCCT)  -  indicate  that  tightly-controlled  blood  glucose  levels 
dramatically  reduce  the  risk  of  developing  the  life-threatening  complications  that  commonly 
accompany  diabetes.  In  fact,  the  study  concluded  that  complications  commonly  associated  with 
diabetes,  such  as  blindness  and  kidney  failure,  could  be  reduced  by  as  much  as  50%  -  75%. 

o        'Diabetic  Eye  Disease  Treatment  Successful"  -  Washington  Post,  March,  16  1993 

About  7  million  Americans  with  diabetes  show  signs  of  diabetic  retinopathy,  a  condition 
that  can  cause  blindness  within  5  years.  A  study  recently  released  by  the  National  Eye  Institute 
Indicates  that  as  much  as  95%  of  these  patients  can  avoid  continued  deterioration  through  a 
surgical  procedure  called  vitrectomy. 


JDPs  PARTNERSHIP  WITH  THE  FEDERAL  GOVERNMENT 

While  the  Federal  diabetes  program  has  matured  over  the  past  eighteen  years,  JDF  has  not 
relied  on  the  government  alone.  Over  this  period,  we  have  raised  and  invested  over  $136  million  in 
diabetes  research.  JDF  has  always  viewed  research  towards  a  cure  as  the  collaborative  responsibility  of 
the  public  and  private  sectors.  To  this  end,  we  open  all  of  our  research  grants,  fellowships,  and  career 
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development  award  programs  to  NIH's  Intramural  scientists  and  several  have  availed  themselves  of  the 
opportunity  to  receive  JOF  dollars.  We  have  cosponsored  medical  student  workshops  with  six  N1H 
institutes.  We  are  providing  funds  to  NIDDK  to  solicit  undergraduates,  graduates,  and  medical  students 
to  participate  In  diabetes  research  fellowships  in  NIH  intramural  laboratories.   Most  recently,  with  the 
assistance  of  Mary  Tyler  Moore  and  Robert  Wood  Johnson  IV,  JDF  has  undertaken  a  Capital  Campaign 
to  raise  $100  million  for  enhanced  research  into  the  causes  and  eventual  cure  of  diabetes.  As  part  of 
this  effort,  JOF  has  entered  Into  an  unprecedented  collaborative  relationship  with  NIDDK  to  create  a  new 
Diabetes  Interdisciplinary  Research  Program  which  will  establish  up  to  ten  interdisciplinary  research 
centers  focusing  on  diabetes.  The  purpose  of  this  program  is  to  bring  together  basic  scientists  -  cell 
biologists,  molecular  biologists,  and  geneticists  -  with  diabetes  researchers  for  an  interdisciplinary  attack 
on  diabetes.  To  date,  NIDDK  and  JDF  have  awarded  six  "Program  of  Excellence*  grants  of  between 
$2.5  and  $3.5  million  each  for  five  year  investigations  at  the  following  institutions: 

o       Albert  Einstein  College  of  Medicine,  Bronx,  New  York  -  Research  teams  are 

attempting  to  create  and  generate  genetically  engineered  non-immunogenic  insulin- 
producing  beta  cells,  cells  that  could  be  transplanted  into  persons  with  diabetes  without 
using  toxic  immunosuppressive  drugs. 

o  Stanford  University,  Stanford,  California  -  Research  teams  are  striving  to  develop 
methods  for  blocking  the  body's  Immune  system  before  it  attacks  and  destroys  the 
pancreas,  In  effect  preventing  the  onset  of  diabetes. 

o        University  of  Chicago,  Chicago,  Illinois  -  Research  teams  are  exploring  the  very 

functions  and  dysfunctions  of  the  pancreatic  beta  ceil  leading  to  a  better  understanding 
of  the  pathenogenesis  of  the  disease. 

o        University  of  Minnesota,  Minneapolis,  Minnesota  and  McGill  University,  Montreal, 
Quebec  -  Research  teams  at  both  locations  are  studying  the  relationship  between 
diabetes  and  kidney  disease  (diabetic  nephropathy),  and  they  are  attempting  to  identify 
potential  kidney  problems  before  they  arise. 

o        University  of  Massachusetts,  Worcester,  Massachusetts  -  Research  teams  are 
Investigating  the  Immune  system,  how  It  breaks  down  in  diabetes,  and  how  it  may  be 
reprogrammed  to  accept  the  insulin  producing  cells  rather  than  destroying  them. 

o        University  of  Edmonton,  Edmonton,  Alberta  -  Research  teams  are  examining  the 
body's  immune  system  to  better  understand  how  and  why  it  triggers  the  autoimmune 
response  that  causes  diabetes. 

Both  JDF  and  NIH  are  optimistic  that  this  new  effort  will  produce  dramatic  results.   In  fact, 
similar  projects  are  In  process  with  the  National  Eye  Institute  and  under  consideration  with  the  National 
Heart  Lung  and  Blood  Institute. 


AT  THE  CROSSROADS:  A  CRISIS  YET  UNRESOLVED 

As  persons  with  diabetes  and  their  families,  we  can  only  hope  that  Congress  will  continue  to 
drive  us  down  the  path  of  a  responsible  and  compassionate  biomedical  research  policy.  We  look  to  the 
day  when  we  will  no  longer  appear  before  you  to  participate  in  the  appropriations  process  because  our 
goal  will  have  been  achieved  -  our  children  will  have  been  cured  and  diabetes  will  be  preventable  as  a 
direct  result  of  the  research  effort  at  NIH.  In  the  drive  toward  realizing  this  goal,  we  are  already  on  our 
way.  Just  a  few  years  ago,  an  NIH  director  testified  that  80  percent  of  what  we  know  today  about 
diabetes  emanates  from  research  conducted  since  the  late  1970's.  We  have  the  privilege  and 
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opportunity  of  facing  this  challenge  because  of  this  Committee's  willingness  to  provide  the  fiscal 
foundation  for  the  implementation  of  the  Long  Range  Plan. 

Congress'  willingness  to  invest  In  the  Long  Range  Plan  has  yielded  remarkable  dividends  in 
terms  of  ameliorating  the  human  suffering  from  the  scourge  of  diabetes  and  providing  the  potential  for  a 
cure.   However,  despite  the  cause  for  optimism  in  diabetes  research,  the  specter  of  diabetes  and  Its 
devastating  complications  remains  pervasive    In  the  United  States: 

o        Diabetes  is  the  third  leading  cause  of  death  by  disease; 

o        Diabetes  Is  the  leading  cause  of  new  cases  of  adult  blindness; 

o        Diabetes,  the  single  largest  cause  of  kidney  failure,  accounts  for  over  one  third  of  new 
cases  of  end  stage  renal  disease  fESRD"),  and  is  projected  to  account  for  50  percent  of 
these  cases  by  the  year  2000; 

o        Diabetes  accounts  for  over  half  the  incidence  of  non-traumatic  amputations; 

o        Heart  disease  is  twice  as  common  and  more  often  fatal  in  persons  with  diabetes  than  in 
the  general  population;  and 

o        Diabetes  is  a  leading  cause  of  perinatal  complications. 

Diabetes  also  has  staggering  economic  effects.  In  fact,  a  study  recently  released  by  the 
American  Diabetes  Association  found  that  diabetes  costs  our  country  nearly  $92  billion  per  year  In  direct 
and  Indirect  expenses.  The  Federal  government  currently  spends  almost  twice  as  much  to  dialyze 
diabetics  with  end  stage  renal  disease  as  it  does  to  cure  the  major  underlying  cause  of  disease  - 
diabetes.  Moreover,  the  potential  savings  Involved  In  translating  research  advances  from  bench  to 
bedside"  are  even  more  phenomenal  when  one  considers  that  persons  with  diabetes  now  account  for 
nearly  15  million  hospital  days  per  year.  A  commitment  to  diabetes  research  could  reap  huge  savings, 
for  example: 

o        The  annual  cost  of  care  for  the  blind  due  to  diabetic  retinopathy  is  more  than 
$454  million; 

o        The  annual  hospital  costs  for  amputations  related  to  diabetes  exceed  $302  million;  and 

o        The  annual  Medicare  costs  for  diabetes-related  kidney  disease  is  more  than  $450  million, 
a  number  which  is  expected  to  double  in  the  next  decade. 

Despite  the  devastating  complications  and  the  staggering  costs  outlined  above,  we  request 
funding  increases  with  some  trepidation.  As  parents,  we  are  keenly  aware  of  the  burden  our  society 
may  Impose  on  today's  youth  if  the  Federal  deficit  remains  uncontrolled.  Children  are  our  greatest 
national  resource;  it  would  be  unconscionable  to  cripple  their  opportunity  for  an  economically  stable  and 
secure  life.  Yet  research  not  only  improves  the  quality  of  life  of  the  diabetic.  It  ultimately  promotes  the 
containment  of  health  care  costs.   It  has  been  estimated  that  every  dollar  devoted  to  research  yields  $13 
in  savings  in  treatment.  Islet  cell  transplantation,  laser  therapy,  the  glucometer,  knowledge  about  tight 
control  of  glucose  levels,  and  the  Insulin  pump  all  have  shown  either  the  actual  or  potential  ability  to 
save  billions  in  treatment  dollars  each  year. 
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A  TIME  FOR  RECOMMITMENT: 

JDPs  FY  1995  APPROPRIATIONS  RECOMMENDATIONS  FOR 

THE  NATIONAL  INSTITUTES  OF  HEALTH 

Despite  Congress'  strong  support  over  the  years,  the  current  budgetary  climate  has  brought  the 
medical  research  enterprise  to  the  brink  of  crisis.  While  our  nation  has  for  many  years  been  the  world 
leader  in  medical  research,  there  are  Increasing  signs  of  stress  in  the  system  which  together  suggest 
that  the  Infrastructure  Is  in  decline.  The  signs  are  ominous.  Fewer  and  fewer  new  and  competing 
research  projects  are  awarded  grants,  and  when  they  are,  they  receive  only  partial  funding.   In  fact,  in 
FY  1992,  the  NIDDK  was  able  to  fund  628  new  and  competing  grants.   In  1993,  the  number  of  funded 
grants  was  an  Inadequate  466.   Overall,  NIDDK  Is  funding  only  the  top  13  percent  of  approved  grants 
compared  with  the  top  30  percent  just  a  few  years  ago.   Increasing  numbers  of  scientists  -  especially 
young  ones  -  are  discouraged  by  funding  Instability  from  entering  or  continuing  medical  research 
careers.  Reduced  funding  is  available  for  training  of  basic  scientists  and  clinical  researchers.  And, 
federally-supported  laboratory  facilities  and  equipment  are  deteriorating  rapidly. 

JDF  recommends  that  Congress  appropriate,  at  a  minimum,  $11.95  billion  for  National 
Institutes  of  Health  in  FY  1995,  as  recommended  by  the  Ad  Hoc  Group  for  Medical  Research  Funding. 
This  request  represents  a  9  percent  increase  in  the  NIH  budget  over  fiscal  year  1994.  The  Ad  Hoc 
Group  recommendation  would  provide  sustainable  growth  for  investigator-initiated  research,  support  for 
both  existing  and  new  research  centers  and  clinical  trials,  and  enhanced  support  for  the  research 
infrastructure. 

Similarly,  JDF  joins  the  American  Diabetes  Association  and  the  NIDDK  Coalition  in 
recommending  a  funding  increase  for  the  National  Institute  of  Diabetes  and  Digestive  and  Kidney 
Disease*  to  $798  million  for  fiscal  year  1995,  and  increase  of  11.5  percent  over  FY  1994. 


DIABETES-SPECIFIC  INITIATIVES 

Three  years  ago,  JDF  and  the  diabetes  community  embarked  on  an  Initiative  to  promote  a 
particularly  exciting  area  of  diabetes  research  which  holds  great  promise  for  a  means  of  finding  not  only 
a  cure  for  diabetes,  but  also  to  prevent  the  onset  of  diabetes  as  well. 

The  research  Involves  the  search  for  the  genes  which  are  responsible  for  the  onset  of  diabetes 
and  Its  complications.  The  last  decade  has  witnessed  an  explosion  in  knowledge  and  scientific  methods 
allowing  the  isolation  of  genes  responsible  for  a  few  but  growing  number  of  severe  human  diseases.   In 
1989,  an  intensive  five-year  effort  culminated  in  the  cloning  and  sequencing  of  the  gene  responsible  for 
cystic  fibrosis.  A  similarly  stunning  breakthrough  came  In  1992  when  scientists  identified  the  genes 
responsible  for  Huntington's  disease.  These  crowning  achievements  have  had  a  dramatic  effect  on 
research  into  the  cause  and  cure  of  these  diseases.  Similar  scientific  approaches  are  being  directed 
toward  the  search  for  the  diabetes  genes. 

Finding  the  diabetes  genes  could  have  a  dramatic  effect  on  research  into  the  cause,  cure,  and 
prevention  of  diabetes,  just  as  the  cloning  and  sequencing  of  the  gene  responsible  for  cystic  fibrosis  and 
Huntington's  disease  represent  a  major  breakthrough  In  the  war  on  those  diseases.  While  the  task  with 
regard  to  diabetes  is  more  complex,  there  is  significant  cause  for  hope.   In  fact,  meaningful  progress  has 
already  been  made.  Three  years  ago,  a  dramatic  discovery  uncovered  a  diabetes  susceptibility  gene  in 
Insulin-dependent  diabetes  mellltus  f  IDDM*).  This  gene  appears  to  be  necessary,  but  not  completely 
sufficient,  to  cause  the  disease.   Scientists  now  believe  that  additional  genes  are  involved,  and  there  is 
an  urgent  need  to  search  for  these  other  contributing  genes. 
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Identification  of  the  diabetes-related  genes,  and  Its  potential  for  preventing  onset  of  diabetes,  is 
relevant  to  families  presently  unaffected  by  the  disease.  The  key  to  preventing  diabetes  is  to  alter  the 
Initial  genetic  tendency  toward  diabetes  -  if  these  genes  can  be  Identified  and  a  way  can  be  found  to 
turn  them  off,  diabetes  could  actually  be  prevented. 

Genetic  research  is  also  relevant  to  the  13  million  Americans  who  already  have  the  disease. 
One  of  the  major  theoretical  approaches  to  curing  diabetes  Is  to  find  other  tissue  to  do  the  job  of  the 
Insulin-producing  cells  that  the  patient's  own  body  has  destroyed.  We  need  to  find  other  cells  in  the 
body  and  teach  them  to  produce  insulin  in  response  to  elevated  blood  sugar  levels.   In  order  to 
accomplish  this,  scientists  must  learn  what  the  genetic  mechanisms  are  which  (1)  teach  the  cells  how  to 
produce  Insulin  and  (2)  teach  the  cells  how  to  react  to  blood  sugar.   If  a  way  can  be  found  to  take  these 
genetic  mechanisms  and  translate  them  or  transfer  them  from  the  beta  cell  (the  body's  natural 
insulin-producing  cell)  into  another  type  of  cell  in  the  body,  then  scientists  will  be  able  to  teach  a  new 
cell  to  take  over  the  insulin-producing  role  of  the  beta  cell. 

In  the  three  years  since  we  launched  the  "Search  for  the  Diabetes  Genes'  initiative,  Congress 
has  recognized  the  Importance  of  this  promising  area  of  research  and  responded  by  earmarking  an 
additional  $18  million  specifically  for  the  'Search  for  the  Diabetes  Genes".  With  this  money,  to  date,  the 
NIDDK  has  been  able  to  expand  support  for  diabetes  genes  research  by  funding  eight  new  grants, 
including  two  new  Diabetes  Interdisciplinary  Research  Programs  and  six  new  or  competing  regular 
research  grants.  The  two  Interdisciplinary  Centers  are  currently  investigating  the  genetically  controlled 
molecular  mechanisms  associated  with  insulin  secretion  and  the  genetically-related  immunologic  basis  of 
beta  ceil  destruction.  The  R01  grants,  meanwhile,  are  devoted  to  several  key  avenues  of  scientific 
opportunity  related  to  the  search  for  candidate  genes  for  both  Insulin-dependent  and  non-insulin- 
dependent  diabetes,  Including  the  examination  of  genetics  in  IDDM  families;  the  study  of  genetic 
regulation  of  giucose  transport  in  the  normal  diabetic  states;  and  the  investigation  of  the  immune 
response  that  causes  the  rejection  of  transplanted  pancreatic  tissue. 

For  FY  1994,  the  NIDDK  has  developed  the  next  step  in  the  'Search  for  the  Diabetes  Genes,"  a 
program  initiative  which  is  intended  to  foster  the  incorporation  of  state-of-the-art  molecular  genetic 
research  techniques  into  diabetes  research  to  identify  specific  genetic  elements  that  are  relevant  to 
diabetes  and  Its  complications.  The  following  are  components  of  this  initiative: 

o        'Control  of  Gene  Expression  In  the  Beta  Cell  and  Insulin  Target  Tissues  by  Insulin,  Glucose,  and 
Other  Metabolic  Intermediaries;' 

o        'Autoimmune  Pathenogenesls  of  IDDM;" 

o        'Development  of  Genetic  Probes  to  Identify  Linkage  In  Diabetic  Families;'  and 

o        'Analysis  of  Diabetes  and  its  Complications  Using  Transgenic  Animals.' 

So  that  the  NIDDK  can  adequately  pursue  these  important  components,  this  year,  JDF  and  the 
diabetes  community  ask  Congress  to  complete  development  of  this  $30  million  Initiative  by 
providing  the  remaining  $12  million  as  an  additional  special  appropriation  for  NIDDK  In  fiscal  year 
1995  for  targeted  research  into  the  genetic  aspects  of  diabetes. 
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JDPs  FY  1995  APPROPRIATIONS  RECOMMENDATIONS  FOR 
THE  CENTERS  FOR  DISEASE  CONTROL  AND  PREVENTION 

The  Centers  for  Disease  Control  and  Prevention  ("CDC")  has  spearheaded  a  number  of  very 
significant  programs  designed  to  implement  the  original  Long  Range  Plan.  CDC  has  already  evaluated 
and  Improved  local  patient  education  resources;  sponsored  workshops  for  dieticians  and  other  members 
of  the  diabetes  health  care  team;  designed  systems  to  identify  and  assimilate  data  on  high  risk  diabetic 
population  groups;  and  provided  surveillance  of  diabetes  registries.  The  cost-effective  application  of 
current  diabetes  treatment  information  is  being  demonstrated  through  diabetes  control  programs  in  26 
states.  Thanks  to  a  significant  infusion  of  funds  in  fiscal  year  1994,  the  CDC  expects  to  expand  the 
diabetes  control  program  to  between  35  and  40  states  this  year.   Nonetheless,  this  program  Is  still 
severely  under  funded.  JDF  believes  that  the  diabetes  control  program  should  be  expanded  to  all 
states  and  territories.  Such  a  goal  could  be  achieved  with  $51.6  million  in  new  monies.  In  total,  JDF 
recommends  a  fiscal  year  1995  funding  level  of  $69.5  million  for  the  CDC  Division  of  Diabetes 
Translation. 


CONCLUSION 

This  Committee  made  history  in  helping  to  create  the  National  Commission  on  Diabetes,  whose 
Long  Range  Plan  became  the  foundation  for  the  Federal  diabetes  effort.    Last  year,  this  Committee 
again  showed  its  commitment  to  the  Long  Range  Plan  and  to  eradicating  diabetes  by  appropriating 
funds  for  the  avenue  of  research  that  is  most  likely  to  lead  to  a  cure  for  this  dread  disease,  diabetes 
genes  research.  Only  through  adherence  to  the  Plan,  and  financial  expansion  of  the  research  It 
recommends,  will  we  find  a  cure  for  diabetes.  We  urge  you  to  continue  the  progress  you  have  started. 
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Wednesday,  February  2,  1994. 

WITNESS 

IRWIN  M.  FREEDBERG,  ASSOCIATION  OF  PROFESSORS  OF  DERMATOL- 
OGY 

Mr.  Natcher.  Our  next  witness  is  Dr.  Freedberg.  Come  around, 
doctor. 

Dr.  Freedberg.  Mr.  Chairman,  Mr.  Porter,  Mr.  Bonilla,  Ms. 
Pelosi  and  Mr.  Serrano,  I  think  we  all  agree  we  need  that  tide  that 
Ms.  Ramsey  talked  about.  I  am  Irwin  M.  Freedberg,  Professor  and 
Chairman  of  the  NYU  Department  of  Dermatology,  the  largest  der- 
matology department  in  the  country.  I  appear  as  the  past  President 
of  the  Association  of  Professors  of  Dermatology,  but  truly  am 
speaking  with  you  on  behalf  of  60  million  Americans  with  skin  dis- 
eases. 

I  want  to  thank  your  committee  and  all  of  Congress  for  their  con- 
tinued support  of  NIH,  specifically  NIAMS,  NIEHS  and  the  CDC. 
We  sympathize  with  the  fiscal  problems  we  all  face,  but  we  are  ex- 
tremely disturbed  about  current  funding.  You  have  heard  that  from 
other  speakers. 

Last  year  in  our  department  we  learned  an  outstanding  grant  on 
skin  growth  and  development  which  had  been  approved  with  a  per- 
centile rank  of  12  would  be  unfunded.  This  means  that  today  88 
percent  of  the  approved  grants  from  NIAMS  are  not  being  funded. 
That  is  dangerous,  it  is  intolerable  and  it  has  to  be  fixed.  We  are 
grateful  for  the  increases  we  received  last  year.  We  are  grateful  for 
the  money  that  you  and  your  colleagues  put  into  the  skin  disease 
research  centers.  That  is  very  important. 

I  want  to  discuss  very  briefly  four  issues.  The  first  is  parity  for 
NIAMS.  We  endorse  the  request  of  the  NIAMS  coalition.  You  heard 
from  Scott  Kiefer,  a  patient,  yesterday.  The  diseases  that  are  rep- 
resented by  NIAMS  affect  large  numbers  of  people  in  this  country 
and  are  devastating. 

NIAMS  has  been  underfunded  since  1986.  I  testified  before  you 
on  that  issue  at  that  time.  It  is  true  NIAMS  never  received  its  true 
birthright  and  with  time  passing  it  has  gotten  even  worse.  For 
1992,  the  funding  was  at  17.5  percent,  and  I  just  told  you  that 
these  days  it  is  at  12  percent.  Across  NIH  it  is  about  29  percent. 
NIAMS  must  be  brought  into  at  least  parity  and  the  coalition  has 
requested  $250  million  for  NIAMS  for  fiscal  year  1995.  That  is  an 
11  percent  increase.  Please  help  us  with  that.  The  fact  that  NIAMS 
is  not  well  funded  means  that  the  60  million  people  with  skin  dis- 
ease and  all  the  other  diseases  represented  at  NIAMS  continue  to 
suffer. 

The  second  point  I  want  to  raise  is  to  thank  you  for  what  you 
have  done  to  help  with  the  research  advances.  I  know  that  you,  Mr. 
Natcher,  I  am  certain,  remember  the  ravages  of  epidermolysis 
bullosa  because  I  have  testified  in  this  room  with  Arleen  Pessar 
and  her  very  gallant  son,  Eric.  Because  of  that  support,  there  have 
been  major  breakthroughs  dealing  with  the  genetic  abnormalities 
in  a  number  of  skin  diseases.  That  now  can  pay  off.  Everything  is 
in  place  except  for  the  funding. 

You  have  recognized  psoriasis.  We  appreciate  that.  Still,  there 
are  unsolved  problems. 
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Alopecia  areata  is  a  complicated  disease.  It  is  hard  to  compare 
an  alopecia  areata  to  juvenile  diabetes  or  heart  disease.  Alopecia 
areata  does  not  kill  people,  but  it  clearly  affects  people's  lives  and 
I  think  we  have  to  be  concerned  with  the  quality  of  people's  lives. 
A  foundation  like  the  Alopecia  Areata  Foundation  has  invested.  It 
is  now  time  for  NIH  to  invest  and  they  are  not  investing  in  re- 
search in  this  area. 

The  third  issue  I  want  to  discuss  relates  to  another  institute  of 
NIH  which  also  deserves  increased  funding.  This  will  allow  ex- 
panded work  on  toxins  and  their  effects  on  man,  will  facilitate 
cleanup  operations  at  hazardous  waste  sites;  provide  outreach  ac- 
tivities to  inform  communities  of  environmental  threats;  and  will 
enhance  educational  efforts  regarding  occupational  skin  diseases, 
including  contact  dermatitis  and  skin  cancer. 

We  agree  with  the  Ad  Hoc  Group  for  Biomedical  Research  that 
NIEHS  needs  at  least  a  9  percent  increase.  We  are  not  asking, 
none  of  us  are  asking  for  dollars  without  the  potential  for  great  re- 
turn. And  you  just  heard  about  the  cost  effectiveness  of  medical  re- 
search. As  an  example,  Mr.  Stokes  is  interested  in  lupus.  There  are 
some  wonderful  examples  where  small  amounts  of  money  invested 
by  NIH  paid  off  very  well. 

Fourth  point  I  want  to  raise  and  the  last  point  relates  to  the  pre- 
vention and  early  diagnosis  of  skin  cancer.  Over  700  thousand 
Americans  will  be  diagnosed  with  basal  or  squamous  cell  cancer  in 
1994,  and  an  additional  32  thousand  will  be  found  to  have  malig- 
nant melanoma.  Deaths  attributed  to  melanoma  of  the  skin  are  in- 
creasing 4  percent  annually.  We  are  not  sure  why,  but  they  account 
for  three-quarters  now  of  nearly  9  thousand  annual  skin  cancer 
deaths. 

Each  May,  the  American  Academy  of  Dermatology  conducts  free 
cancer  screenings  and  other  educational  activities  to  commemorate 
National  Skin  Cancer  Detection  and  Prevention  Month.  We  looked 
last  year  at  100  thousand  individuals  and  the  total  since  1985 
when  the  program  began  is  about  650  thousand. 

We  identified  7  thousand  melanomas  and  57  thousand  basal  cell 
carcinomas.  My  colleagues,  who  are  members  of  the  Washington 
Dermatologic  Society  actually  conducted  a  screening  on  Capitol  Hill 
last  May.  Alarmingly  several  cases  of  melanoma  and  many  more 
cases  of  basal  cell  cancer  were  diagnosed  at  the  screening. 

Despite  these  activities,  a  far  greater  effort  must  be  undertaken 
to  educate  the  American  people  and  other  health  professions  on  the 
danger  of  skin  cancer.  We  were  pleased  when  the  Senate  first  in- 
structed CDC  to  report  on  the  feasibility  and  appropriateness  of  a 
skin  cancer  screening  demonstration  program. 

Last  spring  the  CDC  recommended  a  five-year  intensive  effort 
and  the  conferees  provided  $1.3  million  to  initiate  this  educational 
program  for  fiscal  year  1994.  I  urge  you  to  continue  to  support  this 
program  and  to  provide  it  with  the  $3  million  which  has  been  re- 
quested for  fiscal  year  1995.  These  funds  will  increase  public 
knowledge  about  skin  cancer,  especially  children;  increase  health 
care  provider  knowledge;  increase  and  assess  surveillance  systems; 
affect  environmental  protection  policy;  and  establish  a  consensus 
on  skin  cancer  early  detection  and  prevention  guidelines.  Skin  can- 
cer is  one  of  the  most  easily  prevented  cancers.  If  we  could  educate 
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our  people,  as  the  Australians  have  done  in  the  past,  we  can  save 
the  lives  of  thousands  of  individuals,  as  well  as  several  hundred 
million  dollars  in  annual  treatment  costs. 

Mr.  Natcher,  Members  of  the  subcommittee,  I  appreciate  your  at- 
tention and  the  opportunity  you  have  given  to  us  to  testify.  Please, 
ensure  parity  for  NIAMS,  increase  funding  for  NIEHS,  and  provide 
adequate  support  for  our  screening  and  prevention  efforts  in  the 
1995  budget.  And,  again,  I  appreciate  your  time. 

[The  prepared  statement  follows:] 
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Mr.  Chairman: 

I  appreciate  the  opportunity  again  to  speak  with  you  and  the  members  of  your  subcommittee. 
I  am  Irwin  M.  Freedberg,  Professor  and  Chairman  of  the  Ronald  O.  Perelman  Department  of 
Dermatology  at  New  York  University,  the  largest  academic  dermatology  department  in  the  country.  I 
appear  as  a  Past-President  of  the  Association  of  Professors  of  Dermatology  but,  in  actuality,  I  am 
speaking  on  behalf  of  the  60  million  patients  with  skin  diseases  in  our  country.  You  will  hear  from 
their  representatives  directly  during  subsequent  sessions. 

My  colleagues  and  our  patients  thank  the  members  of  your  entire  committee  and  all  other 
members  of  both  bodies  for  their  continued  support  of  the  National  Institutes  of  Health  (NIH), 
specifically  the  National  Institute  for  Arthritis  and  Musculoskeletal  and  Skin  Diseases  (NIAMS)  and 
the  National  Institute  for  Environmental  Health  Sciences  (NIEHS)  and  the  Centers  for  Disease  Control 
and  Prevention  (CDC).  Although  we  sympathize  with  the  fiscal  problems  you  face,  we  are  extremely 
disturbed  about  current  funding  levels.   In  my  own  department  last  week,  we  heard  that  an  outstanding 
grant  related  to  the  control  of  skin  growth  and  development  approved  with  a  percentile  rank  of  12 
could  not  be  funded.   I  interpret  this  to  mean  that  at  this  time  88%  of  approved  grants  are  unfunded. 
This  is  a  dangerous  and  intolerable  situation.  We  are  ready  to  help  in  any  way  that  we  can  to  alleviate 
it. 

We  are  nevertheless  grateful  to  the  Subcommittee  for  the  increases  that  the  important  programs 
in  our  area  received  in  fiscal  year  1994,  despite  a  dangerously  inadequate  budget  request,  and  we  are 
extremely  pleased  with  the  increase  in  the  Skin  Diseases  Research  Center  Program  that  has  recently 
occurred. 

There  are  several  distinct  issues  I  want  to  discuss  with  you.   The  first  is  PARITY  FOR 
NIAMS. 

The  Association  of  Professors  of  Dermatology  endorses  the  budget  request  of  the  NIAMS 
Coalition,  an  umbrella  group  of  voluntary  health  organizations  dedicated  to  eradicating  diseases  of  the 
skin,  muscles,  and  bone.  Many  of  these  diseases  are  chronic,  affecting  millions  of  Americans  each 
year  and  costing  our  economy  billions  of  dollars.   In  fact,  many  such  as  lupus,  osteoporosis  and 
scleroderma  disproportionately  effect  women,  minorities,  the  old,  and  children. 

NIAMS  has  been  seriously  underfunded  since  its  inception  in  1986.   I  know  this  situation  well 
for  I  served  on  its  Advisory  Councils  and  testified  on  this  issue  before  you  at  that  time.  NIAMS 
never  received  its  true  birthright  and  with  passing  time  the  situation  has  only  become  worse.   For 
1992,  the  last  year  for  which  success  rates  have  been  published,  the  NIAMS  funding  rate  was  17.5% 
compared  to  the  average  NIH  funding  rate  of  over  29%.   I  have  already  told  you  that  right  now  it  is 
less  than  12%.  NIAMS  success  rate  must  be  brought  into  parity  with  the  other  Institutes  —  I  would 
like  even  more  to  make  up  for  all  the  previously  lost  opportunities.  To  this  end,  the  NIAMS  Coalition 
requests  $250  million  for  NIAMS  in  fiscal  year  1995,  an  increase  of  over  11%.   I  know  you 
appreciate  the  problem.  Please  help  us. 

I  urge  you  to  consider  this  request,  not  solely  in  terms  of  budgetary  fairness,  but  also 
appreciating  what  inadequate  funding  really  represents  —  the  inability  of  NIAMS  to  fund  promising 
new  research  and  the  inability  of  60  million  Americans  with  skin  diseases  to  lead  productive  lives  free 
of  pain  and  suffering.   Lack  of  funds  has  delayed  research  initiatives  into  the  causes,  treatments  and 
potential  cures  of  a  number  of  skin  diseases.  For  example:   efforts  to  develop  a  new  animal  model  for 
scleroderma  have  been  approved  but  unfunded;  basic  research  on  collagen  genes,  which  could  unlock 
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the  mysteries  of  scleroderma  and  other  connective  tissue  diseases  is  lying  on  the  table;  research  into 
the  immune  mechanisms  in  vitiligo  and  alopecia  areata  remains  without  money;  and  an  analysis  of  the 
molecular  genetics  in  ichthyosis  has  not  been  supported. 

Even  with  these  problems,  you  should  feel  proud  because  of  the  second  major  issue  I  want  to 
discuss  with  you  -  RESEARCH  ADVANCES  IN  SKIN  DISEASE  which  have  occurred 

This  subcommittee  included  language  in  its  fiscal  year  1994  report  encouraging  NIAMS  to 
enhance  its  research  efforts  to  combat  skin  diseases.  Progress  has  been  made,  although  much  more 
must  be  done. 

I  know  you  appreciate  the  ravages  of  Epidermolysis  Bullosa  (EB)  for  I  have  testified  in  the 
past  with  Arleen  Pessar  and  her  courageous  son  Eric.  Through  your  support  dramatic  progress  has 
been  made  in  identifying  the  genetic  abnormalities  in  several  types  of  EB,  affecting  different  layers  of 
the  skin  and  researchers  are  poised  to  take  the  steps  of  prenatal  diagnosis  and  effective  gene  therapy. 
Everything  is  in  place  except  for  the  support. 

The  subcommittee  recognized  last  year  that  over  4  million  Americans  are  affected  by 
Psoriasis,  with  an  economic  burden  of  $1  billion.  There  are  several  promising  initiatives  in  psoriasis 
research,  but  they  are  either  unfunded  or  underfunded.  To  date,  promising  research  on  the  effects  of 
vitamin  D  on  skin  cells  --  a  promising  new  treatment  for  psoriasis  —  remains  unfunded.   Furthermore, 
efforts  to  identify  the  genes  that  cause  psoriasis  and  control  cell  proliferation  —  research  which  would 
be  helpful  for  other  diseases  as  well  —  is  underfunded. 

Alopecia  Areata  is  a  common  disease  of  the  hair  follicle  which  results  in  hair  loss.   People 
afflicted  with  alopecia  areata,  many  of  which  are  children,  can  lose  major  amounts  of  hair  and  they 
may  become  totally  and  permanently  bald.   Certainly  no  one  dies  from  alopecia  areata,  but  many  lives 
are  totally  ruined  by  its  psycho-social  consequences.  The  Alopecia  Areata  Foundation  has  supported 
efforts  to  find  an  animal  model  for  this  disease  and  it  is  time  for  NIH  to  invest.   Research  funded  by 
NIH  in  the  area  of  hair  diseases  currently  is  virtually  non-existent. 

The  third  issue  I  want  to  leave  with  you  relates  to  another  institute  of  the  NIH  which  is  of 
considerable  importance  to  dermatologists  and  which  should  receive  increased  funding  in  fiscal  year 
1995,  NIEHS.   We  support  the  recommendation  of  the  Ad  Hoc  Group  for  Medical  Research  and 
request  a  9%  increase  for  the  NIEHS. 

Our  specialty  has  taken  the  lead  on  environmental  issues  as  they  effect  human  health, 
specifically  the  skin.   In  October  1992,  the  American  Academy  of  Dermatology  held  a  major 
conference  in  Washington,  DC  entitled,  the  "National  Conference  on  Environmental  Hazards  to  the 
Skin."   Over  40  scientific  papers  were  presented  at  this  first  comprehensive  meeting  discussing  effects 
of  the  world's  deteriorating  environment  on  the  skin  —  our  major  protection  against  potentially 
hazardous  external  agents. 

Increased  funding  for  NIEHS  will  allow  expanded  work  on  toxins  and  their  effects  on  man; 
will  facilitate  cleanup  operations  at  many  hazardous  waste  sites;  provide  outreach  activities  to  inform 
communities  of  environmental  threats;  and  investigate  occupational  skin  disease,  including  contact 
dermatitis  and  skin  cancer. 

We  are  not  asking  you  to  spend  money  without  the  potential  of  a  great  return.  The  members 
of  the  Association  of  Professors  of  Dermatology,  like  other  advocates  for  adequate  funding  for 
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biomedical  research,  know  that  biomedical  research  not  only  improves  the  health  of  the  nation,  but 
is  cost  effective  as  well.   Critics  of  biomedical  research  —  why  should  such  an  enterprise  have  critics? 
—  contend  that  new  technologies  and  pharmaceutical  products  borne  of  such  research  contribute  greatly 
to  the  escalation  in  health  care  costs.   We  believe  that  biomedical  research  is  part  of  solution  to 
escalating  health  care  costs,  not  part  of  the  problem. 

Various  institutes  of  the  N1H  have  conducted  cost  savings  analyses  directed  at  many  of  its 
research  investments.   I  will  describe  two  of  these.  A  long-term  clinical  trial  designed  and  conducted 
by  NIAMS  and  the  National  Institute  of  Diabetes,  Digestive  and  Kidney  Diseases  demonstrated  that  a 
combined  cytotoxic  drug  and  steroid  treatment  for  a  kidney  manifestation  of  lupus,  a  disease  of  great 
concern  to  Congressman  Stokes,  could  sustain  life-supporting  renal  functions  beyond  5  years  at  a 
significantly  greater  rate  than  steroid  use  alone.  NIH  dedicated  less  than  $10  million  to  this  research 
initiative  and  the  annual  savings  in  reduced  patient  care  costs  and  wages  lost  are  estimated  to  be 
between  $70  and  $90  million. 

Between  1975  and  1991,  NIAMS  allocated  $19.4  million  for  the  development  of  PUVA,  a 
treatment  of  severe  psoriasis  using  a  combination  of  ultraviolet  A  radiation  and  a  drug  called  psoralen. 
NIH  estimates  that  this  development  will  save  between  $40  and  $60  million  in  reduced  patient  care 
costs  and  may  save  additional  millions  in  lost  wages  and  productivity. 

The  fourth  and  final  point  I  want  to  discuss  with  you  relates  to  the  Prevention  and  Early 
Diagnosis  of  Skin  Cancer.  The  American  Academy  of  Dermatology,  the  major  clinical  organization 
in  may  specialty,  estimates  that  over  700,000  Americans  will  be  diagnosed  with  basal  or  squamous 
cell  carcinoma  in  1994  and  an  additional  32,000  with  malignant  melanoma.  Deaths  attributed  to 
melanoma  of  the  skin  have  increased  4%  annually  since  1973,  and  account  for  over  three-quarters  of 
the  nearly  9,000  annual  deaths  from  skin  cancer. 

Each  May,  the  members  of  the  American  Academy  of  Dermatology,  including  the  Professors, 
conduct  free  skin  cancer  screenings  and  other  educational  activities  to  commemorate  "National  Skin 
Cancer  Detection  and  Prevention  Month."   Across  the  country,  an  nearly  100,000  individuals  were 
screened  this  year;  bringing  the  total  number  of  individuals  screened  since  1985  to  657,283.   We  have 
found  approximately  7,100  confirmed  cases  of  melanoma,  50,000  cases  of  basal  cell  carcinoma,  and 
7,000  cases  of  squamous  cell  carcinoma.  Members  of  the  Washington  Dermatological  Society 
conducted  screenings  for  House  and  Senate  employees  last  May.  Alarmingly,  several  cases  of 
malignant  melanoma  and  many  more  cases  of  basal  cell  carcinoma  were  diagnosed  at  these  screenings. 
Despite  all  our  activities,  however,  the  Professors  of  Dermatology  and  the  Academy  believes  that  a  far 
greater  effort  must  be  undertaken  to  educate  the  American  people  and  other  health  professionals  on  the 
dangers  of  skin  cancer.  To  this  end,  we  were  pleased  when  your  Senate  colleagues  instructed  the 
CDC  to  report  to  the  Congress  on  the  feasibility  and  appropriateness  of  a  skin  cancer  screening 
demonstration  program. 

Last  spring,  the  CDC  completed  its  report  and  recommended  a  five-year  intensive  effort  to 
educate  our  children  and  public  health  officials,  expand  skin  cancer  screening  efforts,  and  to  evaluate 
prevention  efforts  to  eradicate  skin  cancer.   Last  year,  conferees  agreed  to  provide  $1.3  million  to 
initiate  this  important  program  in  fiscal  year  1994.  The  Association  of  Professors  of  Dermatology  and 
the  American  Academy  of  Dermatology  and  all  the  patients  we  represent  urge  this  subcommittee  to 
continue  your  support  for  this  program  and  provide  it  with  $3  million  in  fiscal  year  1995.  Additional 
funding  in  fiscal  year  1995  is  crucial.   It  will  provide  the  CDC  with  the  necessary  funding  to  increase 
public  knowledge  about  skin  cancer,  especially  children;  increase  health  care  provider  knowledge; 
assess  surveillance  systems,  including  the  extent  and  completeness  of  cancer  registry  and  reporting 
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practices  (which  dermatologists  believe  to  be  inadequate);  affect  environmental  protection  policy;  and 
establish  consensus  on  skin  cancer  early  detection  and  prevention  guidelines,  including  school  health 
programs. 

Skin  cancer  is  one  of  the  most  easily  prevented  cancers.   Both  the  1992  "National  Conference 
on  Environmental  Hazards  to  the  Skin,"  the  1992  National  Institutes  of  Health  Consensus  Conference 
report  on  the  detection  and  treatment  of  melanoma,  and  the  U.S.  Preventive  Services  Task  Force  have 
advocated  for  the  establishment  of  a  coordinated  national  program.   If  we  can  educate  our  people,  as 
the  Australians  have,  we  can  save  the  lives  of  thousands  of  individuals  as  well  as  several  hundred 
million  dollars  in  annual  treatment  costs. 

Mr.  Natcher  and  Committee  Members,  I  appreciate  your  attention  and  the  opportunity  you 
have  given  to  us.   Please  do  your  utmost  to  ensure  parity  for  NIAMS,  increased  funding  for  NIEHS 
and  adequate  support  for  skin  cancer  prevention  and  education  in  the  1995  budget.   I  would  be 
honored  to  answer  any  questions. 


77-364    0—94- 
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Mr.  Natcher.  Doctor,  you  have  given  us  an  excellent  statement 
and  we  appreciate  your  appearance. 

Mr.  Bonilla,  I  yield. 

Mr.  Bonilla.  Thank  you,  Mr.  Chairman.  Doctor,  just  a  little 
more  elaboration,  if  you  would,  on  those  screenings  for  melanoma 
and  skin  cancer.  During  skin  cancer  prevention  month  you  men- 
tioned there  were  about  650  thousand  tests  conducted.  Were  all  of 
those  free? 

Dr.  Freedberg.  This  is  something  that  the  American  dermato- 
logical  community  is  giving  to  this  country.  We  believe  that  it  is 
a  very  significant  effort,  works  very  well.  The  funding  we  need  is 
to  support  the  evaluation  of  this  and  to  take  the  information  given 
and  spread  it  to  the  country  so  that  people  will  stay  out  of  the  sun, 
protect  themselves  from  the  sun.  It  is  an  easy  one  to  stop,  but  it 
is  much  easier  than  trying  to  stop  people  from  smoking. 

Mr.  Bonilla.  Were  they  concentrated  in  any  particular  parts  of 
the  country;  in  urban  areas,  minority  areas? 

Dr.  FREEDBERG.  They  have  been  done  all  over  the  country.  It 
turns  out  that,  as  you  may  know,  the  black  community  is  actually 
less  affected  because  of  the  protection  which  melanin  affords  from 
sunlight.  So  this  actually  is  a  major  problem  in  very  white  people. 

Mr.  Bonilla.  Also,  I  am  sure  everyone  heard  about  the  new  re- 
search that  came  out  roughly  about  a  month  ago,  the  results  about 
how  sun  screens  do  not  prevent  skin  cancer  as  much  as  one  might 
have  thought.  Did  that  surprise  you? 

Dr.  Freedberg.  Those  are  data  related  to  rodent  ears.  The  data 
have  not  been  corroborated  in  man.  It  is  clear  that  sunscreens  ab- 
solutely, positively,  protect  a  basal  cell  and  squamous  cell  cancer. 
There  is  no  question  about  that.  There  is  a  hypothesis  which  says 
if  you  put  on  sunscreen  you  can  stay  in  the  sun  longer  and,  there- 
fore, conceivably  could  get  exposure  which  could  lead  to  melanoma. 
There  are  absolutely  no  data  to  support  that.  Whether,  in  fact,  this 
rodent  ear  model  is  an  appropriate  model  is  not  clear.  Studies  have 
to  be  done.  Intuitively,  I  don't  believe  it. 

Mr.  Bonilla.  The  impression  I  think  it  left  was  that  almost,  why 
bother?  Do  you  agree  with  that? 

Dr.  Freedberg.  That  is  terribly,  terribly,  terribly  dangerous,  I 
think.  And  this  responsibility  now  falls  upon  us  to  make  certain 
that  we  educate  people.  It  is  clearly  extremely  important  to  use 
sunscreens  and  to  stay  out  of  the  sun,  especially  in  the  middle  of 
the  day.  It  is  just  nuts  to  stay  in  the  sun  then. 

Mr.  BONILLA.  One  more  question  related  to  the  first  question  I 
asked  you.  You  mentioned  the  darker-skinned  people  not  being  as 
likely  to  develop  skin  cancer.  Hispanics  especially  and  all  in  the 
Southwest  come  in  all  colors;  some  light  skin. 

Dr.  Freedberg.  It  is  related  to  the  amount  of  melanin. 

Mr.  Bonilla.  In  many  cases  migrant  farm  workers  who  spend  a 
disproportionate  amount  of  time  in  the  sun,  have  you  found  there 
to  be  any  more  cases  of  skin  cancer? 

Dr.  Freedberg.  There  are  tremendous,  tremendous  numbers  of 
cases  of  basal  and  squamous  cell  skin  cancer,  especially  on  the 
back  of  the  neck  and  the  hands  of  migrant  farm  workers.  It  is  a 
terrible  problem  because  they  are  out  smack  in  the  middle  of  the 
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day  and,  obviously,  have  not  had  the  ability  to  use  sunscreen,  and 
that  is  something  we  have  to  do  something  about  in  this  country. 

Mr.  Bonilla.  I  would  ask  if  you  would  keep  those  folks  in  mind 
when  you  run  those  free  skin  cancer  tests  again. 

Dr.  Freedberg.  You  bet  you. 

Mr.  Bonilla.  Thank  you,  doctor. 

Mr.  Natcher.  Doctor,  thank  you  very  much. 


Wednesday,  February  2,  1994. 

WITNESS 
BARRY  S.  COLLER,  M.D.,  AMERICAN  SOCIETY  OF  HEMATOLOGY 

Mr.  Natcher.  Our  next  witness  is  Dr.  Coller.  Come  around,  doc- 
tor. 

Dr.  Coller.  Mr.  Natcher,  Mr.  Bonilla,  Mr.  Porter,  Mr.  Seranno, 
thank  you  for  the  opportunity  to  testify  once  again  before  you.  I  am 
Dr.  Barry  Coller,  Chairman  of  the  Department  of  Medicine  at 
Mount  Sinai  School  of  Medicine  in  New  York  City  and  also  Chair- 
man of  the  Public  Information  and  Governmental  Affairs  Commit- 
tee of  the  American  Society  of  Hematology. 

Our  society  represents  nearly  6  thousand  physicians  and  sci- 
entists committed  to  research,  education  and  the  treatment  of  blood 
diseases.  The  society  wishes  to  thank  the  committee  for  its  long- 
time support  of  research  in  hematology  and  in  particular  for  its 
help  in  advancing  the  Centers  of  Excellence  in  Molecular  Hema- 
tology Program.  This  initiative  is  bringing  together  multidisci- 
plinary  teams  of  physicians  and  scientists  who  are  committed  to 
using  the  most  advanced  techniques  to  improve  the  treatment  of 
inherited  diseases,  such  as  sickle  cell  disease,  Cooley's  anemia,  and 
hemophilia. 

This  same  knowledge  can  also  be  applied  to  improve  the  therapy 
of  leukemia,  other  cancers  and  AIDS.  In  fact,  for  the  first  time  we 
can  honestly  say  that  we  are  not  just  trying  to  prevent  or  amelio- 
rate these  disorders,  but  rather  we  now  know  the  paths  we  can 
take  to  cure  them. 

We  have  also  begun  to  unlock  the  secrets  of  the  blood  stem  cell. 
Just  one  of  these  precious  long-lived  cells  can  completely  restore  all 
of  an  animal's  blood  cells,  including  the  red  blood  cells,  which  carry 
oxygen,  the  white  blood  cells,  which  fight  infection  and  provide  im- 
munity, and  the  platelets,  which  prevent  bleeding.  Better  ways  of 
identifying  and  isolating  these  rare  cells  have  opened  new  vistas  in 
our  therapeutic  options.  For  example,  it  may  be  possible  to  take 
stem  cells  from  patients  with  Cooley's  anemia  and  sickle  cell  dis- 
ease and  insert  a  normal  gene  and  then  return  the  stem  cells  to 
the  patient.  Many  of  the  projects  in  the  Centers  of  Excellence  and 
Molecular  Hematology  involve  such  gene  therapy  approaches. 

Stem  cells  also  hold  the  key  to  improvements  in  bone  marrow 
transplantation.  When  patients  need  strong  chemotherapy  to  treat 
leukemia  or  other  cancers,  all  of  the  patient's  own  stem  cells  die 
and  so  the  patient  must  get  stem  cells  from  somewhere  else.  One 
technique  is  to  take  bone  marrow,  which  contain  stem  cells  from 
another  person  with  the  correct  tissue  type  and  perform  a  bone 
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marrow  transplant.  We  have  recently  learned  how  to  coax  stem 
cells  out  of  the  bone  marrow  into  the  blood.  This  makes  it  possible 
to  get  the  stem  cells  with  just  a  special  blood  donation  and,  thus, 
avoid  the  pain  and  the  anesthesia  risk  associated  with  bone  mar- 
row donation. 

Another  exciting  option  comes  from  studies  showing  that  many 
stem  cells  remain  in  the  umbilical  cord  blood  after  a  baby  is  born. 
These  cells  can  be  tissue-typed  and  frozen  away  for  future  use  in 
patients.  Thus,  every  baby  born  can  potentially  be  a  bone  marrow 
transplantation  donor. 

On  another  topic,  blood  clots  in  arteries  remain  the  number  one 
killer  of  Americans,  as  you  have  already  heard  this  morning,  lead- 
ing to  heart  attacks  and  strokes.  The  economic  loss  from  this  dis- 
ease has  been  estimated  at  greater  than  $150  billion  per  year. 

As  a  result  of  basic  research  by  a  number  of  investigators,  large- 
ly supported  by  NIH,  a  new  class  of  drugs  that  block  a  receptor  on 
the  surface  of  blood  platelets  has  been  developed  and  these  agents 
are  more  potent  than  aspirin  in  preventing  and  treating  heart  at- 
tacks in  animals.  Several  of  these  drugs  are  in  advanced  stages  of 
human  testing.  More  than  ten  pharmaceutical  and  biotechnology 
companies  are  working  on  developing  such  agents  employing  hun- 
dreds of  scientists  and  support  staff  in  the  process. 

The  National  Heart,  Lung  and  Blood  Institutes  estimates  that  as 
many  as  60  thousand  patients  die  each  year  from  the  complications 
of  venous  thrombosis  or  phlebitis,  which  is  due  primarily  to  blood 
clots  in  the  veins.  This  number,  60,000  patients,  exceeds  the  num- 
ber of  patients  who  die  each  year  from  breast  cancer.  Attacking 
this  problem  should  be  an  important  part  of  the  women's  health 
initiative,  since  women  are  affected  twice  as  often  as  men  and  this 
disease  and  its  complications  is  the  most  common  cause  of  death 
after  childbirth.  To  maintain  our  country's  thrilling  pace  of  re- 
search and  clinical  improvement,  the  American  Society  of  Hema- 
tology supports  the  ad  hoc  group's  recommendation  of  an  overall  in- 
crease in  the  NIH  budget  of  9  percent,  with  at  least  9  percent  in- 
creases for  NHLBI,  NIDDK,  and  the  NCI. 

Our  society  has  enormous  respect  for  this  committee  and  in  par- 
ticular for  you,  Mr.  Chairman.  We  know  that  there  are  many  im- 
portant programs  outside  of  biomedical  research  that  also  deserve 
support.  That  is  why  we  are  so  appreciative  of  the  fair  hearing  we 
always  receive  and  why  we  consider  it  a  sacred  trust  to  use  the  re- 
sources you  do  provide  to  unravel  the  secrets  of  disease  for  the  pur- 
pose of  enhancing  our  Nation's  health. 

Thank  you  very  much. 

Mr.  Natcher.  Doctor,  thank  you  very  much.  You  have  given  us 
an  excellent  statement  and  we  appreciate  your  appearance. 

[The  prepared  statement  follows:] 
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Testimony 


American  Society  of  Hematology 

Department  of  Labor,  Health  and  Human  Services,  and 

Education  Subcommittee  of  the  Committee  on  Appropriations 


Mr.  Natcher,  Members  of  the  Committee,  ladies  and  gentlemen.   Thank  you  for  the 
opportunity  to  testify  today.   I  am  Dr.  Barry  Coller,  Chairman  of  the  Department  of  Medicine 
at  Mount  Sinai  School  of  Medicine  in  New  York  City  and  also  Chairman  of  the  Public 
Information  and  Government  Affairs  Committee  of  the  American  Society  of  Hematology. 

The  American  Society  of  Hematology  represents  nearly  6,000  physicians  and  scientists 
committed  to  the  care  of  patients  with  blood  diseases,  research  to  improve  the  diagnosis  and 
treatment  of  blood  diseases,  and  the  education  of  students,  physicians  and  the  public  on  blood 
diseases. 

The  Society  wishes  to  thank  the  Committee  for  its  longtime  support  of  research  in 
hematology  and  in  particular  for  its  help  in  advancing  the  Centers  of  Excellence  in  Molecular 
Hematology  program  in  NIDDK  and  NHLBI.   This  initiative  is  bringing  together 
multidisciplinary  teams  of  physicians  and  scientists  who  are  committed  to  using  the  most 
advanced  techniques  of  modem  science  to  improve  the  diagnosis  and  treatment  of  inherited 
diseases  such  as  sickle  cell  disease,  Cooley's  anemia,  and  hemophilia.   This  same  knowledge 
can  also  be  applied  to  improve  the  therapy  of  leukemia  and  other  cancers,  and  even  AIDS.    In 
fact,  for  the  first  time,  and  in  part  because  of  the  excitement  generated  by  the  Centers  of 
Excellence  in  Molecular  Hematology  program,  we  can  honestly  say  that  we  are  not  just  trying 
to  prevent  or  ameliorate  these  disorders  but  rather  we  now  have  a  clear  understanding  of  the 
several  paths  we  can  take  to  actually  cure  them. 

One  of  the  most  notable  recent  scientific  developments  in  hematology  is  that  we  have 
begun  to  unlock  the  secrets  of  the  blood  stem  cell.   Just  one  of  these  precious,  long-lived 
cells  can  completely  restore  all  of  an  animal's  blood  cells,  including  the  red  blood  cells,  which 
carry  oxygen,  the  white  blood  cells,  which  fight  infection  and  provide  immunity,  and  the 
platelets,  which  prevent  bleeding.   Better  ways  of  identifying  and  isolating  these  rare  cells, 
which  make  up  less  than  one-thousandth  of  the  cells  in  the  bone  marrow,  have  opened  up 
new  vistas  in  our  therapeutic  options.    For  example,  patients  with  Cooley's  anemia  and  sickle 
cell  disease  have  abnormal  stem  cells  containing  the  mutated  genes.    Experiments  are 
underway  to  remove  stem  cells  from  animals  with  genetic  disorders  akin  to  sickle  cell 
anemia,  insert  the  missing  gene  and  then  return  the  stem  cells  to  the  animal.   Many  of  the 
projects  in  the  Centers  of  Excellence  in  Molecular  Hematology  involve  such  gene  therapy 
approaches.    This  same  technology  can  also  be  applied  to  the  treatment  of  cancer,  since  if  a 
gene  that  protects  stem  cells  from  chemotherapy  can  be  placed  into  a  patient's  stem  cells,  then 
the  patient  may  be  able  to  withstand  high  doses  chemotherapy.    In  addition,  using  similar 
techniques  in  liver  cells  and  muscle  cells,  advances  have  been  made  in  our  attempts  to  bring 
gene  therapy  forward  as  a  treatment  for  hemophilia.   Most  importantly,  we  have  ongoing 


196 


proof  of  the  long-term  benefits  of  gene  therapy  since  the  young  patients  with  the  rare  disorder 
of  blood  cell  immunity  who  received  gene  therapy  several  years  ago,  are  continuing  to  do 
very  well. 

Stem  cells  also  hold  the  key  to  improvements  in  bone  marrow  transplantation,  a 
technique  developed  in  large  part  by  Dr.  E.  Donnall  Thomas,  a  Nobel  laureate  and  past 
president  of  the  American  Society  of  Hematology.   When  patients  need  strong  chemotherapy 
to  treat  leukemia  or  other  cancers,  all  of  the  patients'  own  stem  cells  die  and  so  the  patient 
must  get  stem  cells  from  elsewhere.   One  technique  that  has  been  very  successful  is  to  take 
bone  marrow,  which  contains  stem  cells,  from  another  person  with  a  correct  tissue  type  and 
perform  a  bone  marrow  transplant.   As  an  alternative,  the  patients'  own  bone  marrow  can  be 
taken  before  therapy  and  frozen  away;  after  the  therapy  has  damaged  the  bone  marrow,  the 
frozen  marrow  can  be  thawed  and  returned  to  the  individual.   This  approach  avoids  the  need 
for  a  donor  but  there  is  a  risk  that  hidden  tumor  cells  may  also  be  returned  to  the  patient. 

We  have  recentiy  learned  how  to  coax  stem  cells  out  of  the  bone  marrow  into  the 
blood  with  growth  factors;  this  makes  it  possible  to  get  the  stem  cells  with  just  a  special 
blood  donation  and  thus  avoid  the  pain  and  anesthesia  risk  associated  with  bone  marrow 
donation.   Another  exciting  option  comes  from  studies  showing  that  there  are  enough  stem 
cells  in  the  umbilical  cord  blood  after  a  baby  is  bom  to  repopulate  the  bone  marrow  of 
children  and  perhaps  even  adults.   These  cells  can  be  tissue-typed  and  frozen  away  for  future 
use  in  other  individuals.   Thus,  every  baby  bom  can  potentially  be  a  stem  cell  donor,  allowing 
an  enormous  expansion  in  the  pool  of  donors  with  different  tissue  types;  this  technique  also 
avoids  the  pain  and  risks  of  marrow  donation,  and  the  donor  pool  will  better  reflect  the  tissue 
types  of  the  general  population.   Finally,  animal  studies  indicate  that  it  may  be  possible  to 
transplant  stem  cells  from  one  early  fetus  to  another  while  the  latter  is  still  in  the  womb. 
Since  the  immune  systems  of  the  fetus's  are  immature,  they  do  not  have  to  be  of  the  same 
tissue  type.  This  procedure  leads  to  the  baby  having  two  different  sets  of  blood  cells  and  it 
has  potential  for  treating  or  ameliorating  a  number  of  genetic  disorders  affecting  blood  cells. 

The  potential  for  new  discoveries  in  the  areas  of  gene  therapy,  bone  marrow 
transplantation,  and  stem  cell  biology  is  best  indicated  by  noting  that  NIDDK  recently  chose 
to  target  stem  cells  for  research  support  and  NHLBI  chose  to  target  fetal  transplantation  for 
research  support.   Much  of  the  work  in  the  Centers  of  Excellence  in  Molecular  Hematology  is 
also  targeted  at  these  same  areas. 

Blood  clots  in  arteries  remains  the  number  one  killer  of  Americans,  leading  to  heart 
attacks  and  strokes.   In  fact,  nearly  50%  of  the  deaths  each  year  in  this  country  are  due  to 
cardiovascular  disease,  with  an  estimated  economic  loss  in  1989  of  more  than  $150  billion 
per  year.   The  human  loss,  of  course,  is  incalculable.   Clot  dissolving  agents  have  been 
helpful  in  treating  established  heart  attacks,  but  they  are  not  universally  successful  and  cannot 
be  given  as  preventive  therapy.   As  a  result  of  basic  research  by  a  number  of  investigators 
largely  supported  by  NIH,  a  new  class  of  chugs  that  block  a  receptor  (GPHb/nia)  on  the 
surface  of  blood  platelets  has  been  developed  and  these  agents  are  more  potent  than  aspirin  in 
preventing  platelets  from  clumping  together  and  clogging  arteries.   Several  of  these  drugs  are 
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in  advanced  stages  of  human  testing,  and  while  they  may  produce  some  increase  in  bleeding, 
preliminary  data  indicate  that  they  are  more  potent  than  aspirin  in  reducing  the  risks  of 
developing  heart  attacks  in  high  risk  patients  undergoing  angioplasty  and  in  patients  with 
impending  heart  attacks;  they  may  also  improve  the  efficacy  of  thrombolytic  therapy  in 
patients  with  heart  attacks.    More  than  10  pharmaceutical  and  biotechnology  companies  are 
working  on  developing  such  agents  and  it  is  likely  that  they  have  collectively  already  spent 
hundreds  of  millions  of  dollars  and  employed  hundreds  of  scientists  and  support  staff  in  the 
process. 

Other  new  agents  that  retard  blood  clotting  have  been  identified  based  on  proteins 
from  the  leech  and  these  have  been  shown  to  be  more  potent  than  heparin,  the  drug  currently 
available.   Their  use  also  promises  to  improve  our  therapy  of  heart  attacks  and  related 
problems. 

Venous  thrombosis,  or  phlebitis,  is  due  primarily  to  blood  clots  in  the  veins  in  the 
legs.    If  these  clots  break  off  and  travel  to  the  lung,  they  are  called  pulmonary  emboli  and  can 
lead  to  death  from  a  lack  of  oxygen.   The  NHLBI  estimates  that  as  many  as  60,000  patients 
die  each  year  from  this  process,  more  than  die  from  breast  cancer.    Attacking  this  problem 
should  be  an  important  part  of  the  Women's  Health  initiative  since  venous  thrombosis  affects 
women  twice  as  often  as  men  and  pulmonary  embolism  is  the  most  common  cause  of  death 
in  women  after  giving  birth. 

To  sustain  the  extraordinarily  successful  rate  of  discovery  in  the  area  of  blood 
coagulation,  and  its  translation  into  diagnostic  and  therapeutic  advances,  the  Society 
enthusiastically  supports  the  proposed  NHLBI  RFA  to  create  Specialized  Centers  of  Research 
in  Hemostatic  and  Thrombotic  Diseases.    Such  centers  will  insure  that  multidisciplinary 
approaches  are  brought  to  bear  on  both  the  basic  science  components  and  their  applications  to 
human  disease. 

To  maintain  our  country's  thrilling  pace  of  research  and  clinical  improvement,  the 
American  Society  of  Hematology  recommends  an  overall  increase  in  the  NIH  budget  of  9%, 
with  at  least  9%  increases  for  NHLBI,  NTDDK,  and  the  NCI.   We  note  that  the  NIDDK 
Coalition  Steering  Committee  has  requested  an  11.5%  increase  in  the  NIDDK  budget  and  the 
NHLBI  Constituency  Group  is  calling  for  an  increase  in  line  with  the  Ad  Hoc  Group  Medical 
Research  recommendation  of  9%.   We  would  respectfully  suggest  that  the  research  advances 
in  hematology  and  other  areas  would  fully  justify  an  increase  of  1 1.5%  for  NHLBI  over  last 
year's  budget. 

In  conclusion,  Mr.  Chairman  and  Members  of  the  subcommittee,  on  behalf  of  the 
American  Society  of  Hematology,  thank  you  for  allowing  me  to  testify  before  you.   Mr. 
Chairman,  you  have  been  a  real  leader  in  the  area  of  biomedical  research  and  we  thank  you 
for  that  and  look  forward  to  working  with  you  in  the  future  as  we  strive  to  improve  the 
nation's  health. 
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Wednesday,  February  2,  1994. 

witnesses 

barry  s.  handwerger  m.d.,  american  college  of  rheu- 
matology 

frankhamanna 

Mr.  Natcher.  Our  next  witness  is  Dr.  Handwerger.  Come 
around,  doctor.  Doctor,  we  will  be  pleased  to  hear  from  you  at  this 
time. 

Dr.  Handwerger.  Mr.  Chairman,  with  me  today  is  one  of  my  pa- 
tients, Mr.  Frank  Hamanna,  today. 

Mr.  Natcher.  We  are  delighted  to  have  you  with  us. 

Dr.  Handwerger.  I  am  here  as  a  representative  of  the  American 
College  of  Rheumatology  to  speak  on  behalf  of  increased  funding 
for  the  National  Institute  of  Arthritis  and  Musculoskeletal  and 
Skin  Diseases,  or  NIAMS  for  short.  I  am  a  rheumatologist,  a  physi- 
cian specialist  who  diagnoses  and  treats  patients  with  arthritis  and 
related  musculoskeletal  diseases.  Collectively,  these  diseases  pose 
a  huge  burden  to  society,  both  in  economic  terms  and  in  terms  of 
human  suffering. 

Arthritis  is  very  common.  It  affects  one  in  seven  Americans.  That 
is  one  in  three  American  families.  It  affects  people  of  all  ages.  In 
this  country  alone,  more  than  a  quarter  of  a  million  children  have 
arthritis.  Of  course,  arthritis  occurs  more  commonly  in  older  Amer- 
icans than  it  does  in  younger  Americans.  As  a  result,  as  our  popu- 
lation increases  in  age,  arthritis  will  become  an  increasingly  impor- 
tant health  care  problem. 

As  a  research  scientist,  I  would  like  to  emphasize  the  dramatic 
progress  that  has  been  made  in  recent  years  in  our  understanding 
of  arthritis  and  related  diseases.  The  discoveries  now  being  made 
by  NIH  and  NIAMS-supported  laboratories  across  the  country  con- 
tribute significantly  to  improving  the  quality  of  care  provided  to 
our  Nation's  citizens  and  to  reducing  health  care  costs. 

Recent  studies,  for  example,  have  suggested  that  early,  aggres- 
sive drug  therapy  may  significantly  benefit  patients  with  rheu- 
matoid arthritis,  a  disabling  and  sometimes  crippling  disease  that 
affects  more  than  2  million  Americans;  affecting  women  three 
times  as  commonly  as  it  affects  men,  and  that  such  therapy  may 
ultimately  lead  to  less  joint  deformity,  less  patient  disability  and 
marked  decreases  in  health  care  costs  for  this  potentially  disabling 
disease. 

The  cost  of  the  diseases  that  fall  within  the  purview  of  NIAMS 
is  extremely  high.  However,  NIAMS  now  receives  only  2.2  percent 
of  the  total  NIH  budget.  It  has  been  estimated  that  NIAMS  was 
able  to  support  only  21  percent  of  approved  grants  in  fiscal  year 
1993,  compared  with  an  average  of  25  percent  for  all  of  NIH.  Based 
on  the  appropriations  provided  for  fiscal  year  1994,  NIAMS  pre- 
dicts that  its  funding  rate  will  drop  even  further  to  only  1  percent 
of  approved  grants. 

Along  with  numerous  other  organizations  that  are  concerned 
about  NIAMS'  funding,  the  American  College  of  Rheumatology 
urges  Congress  to  provide  a  fiscal  1995  appropriation  of  $250  mil- 


199 

lion  to  NIAMS  so  that  this  institution  will  be  able  to  fund  a  more 
appropriate  level  of  research  proposals  within  its  broad  mandate. 

Increasing  our  federal  support  for  NIH  to  the  level  recommended 
by  the  Ad  Hoc  Group  For  Medical  Research  Funding  of  $11.95  bil- 
lion, and  increasing  NIAMS  appropriation  to  about  $250  million 
are  important  steps  that  Members  of  the  subcommittee  can  take  to 
support  research  underpinning  on  which  optimal,  cost-effective 
health  care  must  be  based. 

Mr.  Chairman,  I  know  that  the  subcommittee  and  its  Members 
really  would  like  to  hear  from  citizens  who  have  the  most  at  stake. 
Mr.  Frank  Hamanna  has  agreed  to  share  from  his  personal  per- 
spective the  impact  rheumatoid  arthritis  has  had  on  his  life  and 
the  need  for  increased  funding  through  NIH  and  NIAMS  for  arthri- 
tis-related research. 

[The  prepared  statement  follows:] 
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The  potential  to  reform  our  nation's  health  delivery  system  has  captured  the  attention  of  both  the 
public  and  Members  of  Congress  in  a  way  that  no  other  issue  in  recent  memory  has  done. 
Individuals  have  been  rightly  concerned  about  how  reform  may  affect  their  access  to  high  quality 
health  care  services.  But  the  underpinning  of  the  health  care  services  individuals  receive- 
blomedlcal  research  and  training-  deserves  at  least  as  much  consideration.  Virtually  all  of  our 
most  critical  advances  in  health  care  treatment  and  delivery  have  been  made  possible  as  the 
result  of  the  conduct  of  biomedical  research.  The  National  Institutes  of  Health  (NIH)  provides  a 
vast  store  of  on-going  scientific  knowledge  and  practical  medical  applications  that  is  unparalleled 
anywhere  else  in  the  world. 

The  ACR  is  the  professional  organization  of  rheumatologists.  It  includes  practicing  physicians  and 
research  scientists  who  are  dedicated  to  preventing  disability,  healing  and  eventually  curing  more 
than  100  types  of  arthritis  and  related  disabling  and  sometimes  fatal  disorders  of  the  joints, 
muscles,  and  bones.  As  physicians  involved  both  in  research  and  in  patient  care, 
rheumatologists  are  keenly  aware  that  we  must  not  forget  this  important  piece  of  the  health  care 
system  equation:  support  of  NIH-sponsored  biomedical  research. 

The  discoveries  now  being  made  in  NIH-supported  laboratories  across  the  country  contribute 
significantly  to  reducing  health  care  delivery  costs  and  Improving  the  quality  of  care  provided 
to  our  nation's  citizens.  Nowhere  is  this  seen  more  clearly  than  in  the  field  of  research  on 
diseases  of  the  joints,  muscles,  bones  and  skin,  to  which  the  National  Institute  of  Arthritis  and 
Musculoskeletal  and  Skin  diseases  (NIAMS),  within  NIH,  is  dedicated. 


Advances  in  arthritis  research  make  access  to  optimal  care  possible: 

Based  on  research  conducted  just  last  year,  doctors  have  learned  that  aggressive  drug  therapy  for 
rheumatoid  arthritis  (RA)  is  more  effective  when  introduced  early  in  the  course  of  an  individual's 
disease.  Rheumatoid  arthritis,  which  affects  more  than  two  million  Americans,  is  a  chronic 
disease  that  causes  pain,  swelling  and  loss  of  function  in  the  joints  and  inflammation  in  other 
organs.  RA  often  attacks  people  in  the  very  prime  of  Iife-betwe6n  ages  20  and  45  (in  comparison 
to  the  other  major  form  of  arthritis,  osteoarthritis,  which  affects  primarily  older  people).  It  affects 
women  more  frequently  than  men.  Treatment  starting  with  aspirin  and  non-steroidal  anti- 
inflammatory drugs  has  been  the  traditional  approach  for  management  of  RA  for  many  years,  with 
"second-line  treatments"  (potent  anti-rheumatic  drugs)  reserved  for  those  patients  whose  RA  does 
not  respond  to  the  more  conservative  regimen.  However,  this  new  research  showed  that  51%  of 
people  who  had  RA  for  less  than  2  years  showed  major  improvement  on  aggressive  therapy, 
while  the  percentage  showing  such  improvement  dropped  to  29%  for  people  in  the  5th  to  1 0th 
year  of  the  disease.  This  important  research  sends  a  clear  message  that  people  with  RA  need  to 
see  their  doctors  earlv  in  their  disease  so  that  potent  medicines  can  be  prescribed.   With  such 
early  intervention,  improvements  in  quality  of  life  and  reduction  in  costs  associated  with  lost  work 
days  and/or  avoidable  hospitalizations  can  be  achieved.  Currently,  more  than  two  million  work 
days  are  being  lost  each  year  due  to  this  disease. 

Basic  research  has  direct  implications  for  finding  new  approaches  to  treatment  and  prevention  of 
disease  as  well:  For  example,  just  within  the  last  year  researchers  have  succeeded  in  hindering 
arthritis  inflammation  in  the  knee  joints  of  rabbits,  by  genetically  modifying  the  cells  that  line  these 
joints.  Arthritis  inflammation  is  often  extremely  painful,  and  can  be  severely  disabling  as  the  result 
of  damage  to  the  joints.  These  results  in  animals  provide  strong  basis  for  real  optimism  that 
genetic  therapy  might  one  day  be  available  to  combat  arthritis. 
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Population-based  research  also  plays  a  role,  augmenting  research  aimed  at  understanding 
disease  processes,  by  contributing  to  practical  efforts  to  tailor  health  care  services  to  the  specific 
needs  of  individuals.  Osteoarthritis,  the  most  common  form  of  arthritis,  affects  16  million 
Americans,  and  currently  accounts  for  68  million  lost  work  days  per  year.  Recent  research  has 
showed  that  people  working  in  jobs  that  require  repeated  knee-bending,  climbing  or  heavy  lifting 
have  a  higher  risk  of  developing  osteoarthritis  of  the  knee  than  those  whose  jobs  do  not  entail 
these  activities.  The  jobs  most  frequently  reported  to  involve  the  activities  are  nursing,  teaching, 
construction  work  and  electrical  maintenance.  Knowing  that  one's  occupation  carries  an  increased 
risk  of  development  of  the  disease  can  be  useful  to  individuals,  so  that  thev  can  pay  additional 
attention  to  reducing  other  risk  factors  (such  as  obesiM  and  can  be  cognizant  of  the  potential 
need  to  seek  medical  attention  for  joint  disease. 


Results  of  arthritis  research  contribute  to  the  goal  of  containing  health-care  costs: 

The  ability  to  provide  cost-effective  health  care  is  also  contingent  on  the  results  of  research.  For 
certain  diseases,  our  ability  to  limit  health  care  costs  and/or  achieve  affirmative  cost-savings  has 
been  very  successful.  One  example  relates  to  osteoporosis,  the  disease  of  reduced  bone  mass 
that  affects  about  25  million  people  in  this  country,  primarily  women.   Research  has  proved  that 
bone  density  screening  and  hormone  replacement  therapy  for  women  at  risk  could  save  hundreds 
of  millions  of  dollars  in  health  care  costs.  More  recently,  a  study  has  revealed  that  more  attention 
should  be  focused  on  detection  and  treatment  of  a  single  fractured  vertebra  caused  by 
osteoporosis.  People  are  often  not  disabled  by  a  single  vertebral  fracture,  and  the  fracture  may 
be  dismissed  as  part  of  the  aging  process.  Because  a  single  vertebral  fracture  doubles  or  triples 
the  risk  of  a  second  fracture,  however,  this  research  showed  that  people  who  have  experienced  a 
single  fracture  should  undergo  aggressive  osteoporosis  prevention  therapy.  Based  on  this  finding, 
patients  can  now  have  a  second  chance  to  prevent  disability  associated  with  a  subseouent 
fracture,  and  the  cost-savings  associated  with  this  type  of  prevention  strategy  can  be  reaped. 

Recent  research  has  also  proved  that  an  expensive  test  for  side  effects  in  rheumatoid  arthritis 
patients  taking  methotrexate  -  a  potent  anti-rheumatic  drug  -  may  be  needed  less  often  than 
previously  thought.   Methotrexate  may  cause  liver  damage  in  some  people,  particularly  those  who 
have  been  taking  the  drug  for  several  years.  In  the  past,  liver  biopsies  were  recommended  for 
people  taking  methotrexate  as  frequently  as  every  two  or  three  years.  However,  this  new  research 
has  proved  that  such  frequent  biopsies  are  not  cost-effective,  particularly  when  both  the  cost  of 
the  procedure,  itself,  and  the  possibility  of  complications  from  the  procedure  (and  their  associated 
costs)  are  taken  into  account.  The  research  showed  that  even  after  five  years  on  methotrexate, 
liver  biopsy  is  not  needed  for  most  RA  patients,  because  the  risk  of  complications  was  found  to 
be  as  great  or  greater  than  the  likelihood  of  detecting  clinically  serious  liver  disease.  Regular 
monitoring  of  liver  function  for  methotrexate  patients  should  be  done  through  a  simple  blood  test 
to  cost-effectively  identify  individuals  having  abnormal  liver  function,  on  whom  a  biopsy  should  be 
performed. 

The  new  research  opportunities  that  lie  ahead  provide  the  foundation  of  our  hope  for 
continued  improvements  in  quality  of  life  lor  people  with  arthritis  and  related  diseases  and 
further  reductions  in  health  care  costs  In  the  future.  The  number  of  research  opportunities  that 
are  available  within  the  province  of  the  NIAMS  is  extremely  high,  due  in  no  small  part  to  the 
institute's  unusually  extensive  research  mandate-covering  research,  training,  and  information 
dissemination  relating  to  the  diseases  and  normal  function  of  all  the  human  body's  fundamental 
structures  (the  skeleton,  muscles,  joints  and  skin). 
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Opportunities  for  arthritis  research  represent  the  hope  for  tomorrow: 

Leaders  in  the  arthritis  research  community  have  developed  a  compilation  of  the  most  important 
Clinical  Applications  of  Basic  Research  in  an  attempt  to  elucidate  some  of  the  key  examples  of 
basic  research  activities  within  the  purview  of  the  NIAMS  that  will  have  major  applications  for 
patient  care  in  the  future.  For  example,  in  the  area  of  cellular  and  molecular  biology,  some 
especially  timely  opportunities  exist:   Recent  discoveries  have  helped  to  identify  cytokines 
(substances  that  relay  messages  among  the  cells  of  the  immune  system)  and  other  naturally 
occurring  molecules  known  as  cytokine  inhibitors,  which  block  the  transfer  of  messages.  Studies 
in  animals  indicate  that  the  cytokine  inhibitors  can  be  used  as  powerful  anti-inflammatory  agents 
with  the  potential  to  benefit  patients  with  rheumatoid  arthritis  and  other  connective  tissue 
diseases.  Additional  studies  are  needed  to  examine  the  usefulness  of  cytokine  blockers  as 
therapeutic  agents.  Research  in  structural  biology  has  defined  key  molecules,  known  as  the 
major  histocompatibility  complex  (MHC)  molecules,  which  are  critical  to  the  initiation  of  a  normal 
immune  response,  as  well  as  an  abnormal  autoimmune  response  -  in  which  the  body  reacts 
against  its  own  tissue.   The  new  understanding  of  the  shape,  size,  and  function  of  these 
molecules  has  opened  up  the  possibility  that  small  substances  might  be  able  to  be  used  to  block 
the  initiation  of  the  autoimmune  response  which  occurs  in  rheumatoid  arthritis,  Reiter's  syndrome, 
lupus,  and  other  connective  tissue  diseases. 

In  light  of  the  numerous  areas  of  research  opportunity  related  to  Improving  arthritis  treatment 
and  management,  as  well  as  the  potential  to  reduce  health-care  costs  associated  with  these 
disabling  diseases,  federal  support  for  arthritis  research  at  the  NIAMS  should  be  Increased. 

Unfortunately,  we  fear  that  these  benefits  have  not  been  fully  recognized  in  the  past  funding 
decisions  for  the  institute.  Even  though  the  diseases  falling  within  institute's  mandate  affect  many 
millions  of  Americans,  and  the  costs  of  these  diseases  are  great,  the  NIAMS  now  receives  only 
2.2%  of  the  total  NIH  budget.   It  has  been  estimated  that  the  NIAMS  will  be  able  to  support  only 
21%  of  its  approved  grants  in  fiscal  year  93,  compared  with  25%,  on  average,  for  all  of  NIH. 
Based  on  the  appropriation  provided  for  FY  94,  the  institute  predicts  that  its  funding  rate  will  drop 
even  further,  to  around  19%  of  approved  grants.  We  urge  Congress  to  provide  a  fiscal  year  1995 
appropriation  of  about  $250  million  for  NIAMS.  This  recommendation  does  not  represent  the  level 
of  funds  needed  to  support  the  optimal  amount  of  research  under  NIAMS  purview,  but  is  instead 
one  step  toward  an  ultimate  goal  of  increasing  the  NIAMS'  budget  more  substantially,  consistent 
with  actual  research  needs. 

As  physicians  involved  in  both  research  and  specialized  patient  care,  ACR  members  are  acutely 
aware  of  the  magnitude  of  the  challenges  that  disease  and  disability  place  on  the  health  care 
delivery  system.  However,  we  -  and  all  health  care  providers  and  consumers  -  also  know  that 
biomedical  research  represents  the  best  hope  for  addressing  these  challenges.   Increasing  our 
federal  support  for  the  NIH,  to  the  level  recommended  by  the  Ad  Hoc  Group  for  Medical  Research 
Funding  ($11.95  billion),  and  increasing  the  NIAMS  appropriation  to  about  $250  million,  are 
important  steps  that  the  members  of  the  subcommittee  can  take  to  support  the  research 
underpinning  on  which  optimal,  cost-effective  health  care  must  be  based.  With  more  federal 
support  of  arthritis  research,  we  can  anticipate  important  advances  in  care  and  treatment,  and  we 
can  also  expect  to  win  health  care  cost-savings. 
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Mr.  Hamanna.  Thank  you,  doctor. 

Mr.  Chairman  and  Members  of  the  committee,  my  name  is  Frank 
Hamanna.  As  Dr.  Handwerger  indicated,  I  do  have  rheumatoid  ar- 
thritis. I  was  diagnosed  some  30  years  ago  at  the  age  of  29  with 
rheumatoid  arthritis.  Fortunately,  with  the  support  of  my  family 
and  the  wonderful  health  care  provided  by  physicians  such  as  Dr. 
Handwerger  and  his  colleagues,  my  life  has  been  a  fruitful  and, 
hopefully,  productive  one. 

In  spite  of  the  disease,  I  was  active  in  my  family's  business,  later 
served  16  years  in  elected  office  in  the  Maryland  General  Assembly 
and  am  presently  an  Associate  Vice  Chancellor  with  the  University 
of  Maryland  system.  When  this  disease  was  first  diagnosed,  had 
the  research  not  existed  which  resulted  in  the  fine  care  which  I 
was  fortunate  to  receive,  I  suspect  today  I  would  be  a  ward  of  the 
State  rather  than  a,  hopefully,  productive  member  of  it.  For  that 
I  am  eternally  grateful  and  for  the  support  given  by  this  commit- 
tee, and  I  would  simply  urge  as  earnestly  as  I  can  that  that  sup- 
port continue  so  that,  hopefully,  with  your  help  and  the  help  of 
physicians  like  Dr.  Handwerger  we  will  ultimately  see  a  cure  for 
this  dread  disease.  Thank  you,  Mr.  Chairman. 

Mr.  Natcher.  Thank  you  very  much,  doctor.  Both  of  you  gentle- 
men have  given  us  excellent  statements  and  we  appreciate  your  ap- 
pearance. 


Wednesday,  February  2,  1994. 

WITNESS 
ROBERT  WINN,  JR.,  PH.D.,  RECORDING  FOR  THE  BLIND 

Mr.  Natcher.  Our  next  witness  is  Dr.  Winn.  Dr.  Winn,  come 
around.  Doctor,  we  will  be  glad  to  hear  from  you  at  this  time. 

Dr.  WlNN.  Thank  you  very  much.  I  am  Dr.  Robert  Winn.  I  am 
here  to  speak  on  behalf  of  RFB  and,  more  personally,  on  behalf  of 
the  quarter  of  a  million  blind  persons  and  print  impaired  persons 
who  have  received  services  from  this  organization.  I  guess  by  the 
grace  of  God  I  was  not  born  in  a  ghetto,  poor,  and  anesthetized  my- 
self with  heroin.  By  the  grace  of  God  I  was  not  born  with  a  propen- 
sity of  mental  illness,  spending  half  my  life  in  a  mental  health  hos- 
pital, the  other  part  on  the  cold  streets  of  the  city. 

However,  I  was  born  blind.  And  while  we  have  heard  testimony 
on  some  very  severe  problems,  which  require  a  great  deal  of  re- 
search, a  great  deal  of  therapeutic  milieu,  and  I  can  speak  from 
that,  having  been  Deputy  Commissioner  of  Community  Mental 
Health  and  Alcoholism  in  the  State  of  Texas,  as  well  as  over  special 
ed,  as  well  as  former  Associate  Commissioner  of  Rehab  of  this 
country,  I  find  that  being  blind  can  be  just  as  catastrophic.  But  the 
good  news  is  that  it  can  be  overcome  very  simply. 

What  we  are  dealing  with  here  is  a  problem  in  which  in  this 
country  over  60  percent  of  blind  persons  at  least  are  unemployed. 
And  if  you  multiply  that  out  times  hundreds  of  thousands,  times 
hundreds  of  thousands  of  dollars,  that  is  a  lot  of  welfare. 

In  my  own  case  I  graduated  from  the  Texas  School  for  the  Blind, 
which  provided  everything  for  me  in  braille,  recorded,  then  I  went 
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into  the  real  world.  I  attended  North  Texas  State  University  where 
all  of  a  sudden,  the  first  week,  and  you  know  the  first  week  of  col- 
lege is  traumatic  for  anyone.  I  had  this  stack  of  print  books.  What 
do  I  do  with  them?  Well,  I  had  some  friends,  but  you  know  your 
friends  are  not  going  to  spend  hundreds  of  thousands  of  dollars  re- 
cording. I  had  textbooks  that  required  the  international  phonetic 
alphabet,  even  my  best  friends  could  not  read  that  to  me. 

That  is  when  I  turned  to  RFB  because  I  knew  that  only  through 
education,  whether  you  are  poor,  whether  you  are  a  drug  addict  or 
whatever,  there  is  a  way  out.  And  I  was  successfully  graduated.  In 
fact,  I  worked  my  way  through  my  master's  and  received  my  doc- 
toral program  in  clinical  psychology.  Later  on,  however,  when  I  left 
the  world  of  college,  I  had  to  earn  a  living.  And  suddenly  I  found 
that  I  had  to  have  reference  books  as  a  professional  psychologist. 
Now,  if  you  come  and  lay  down  on  my  couch  and  have  a  problem 
you  are  going  to  pay  $100  an  hour.  And  if  I  were  to  pay  a  profes- 
sional psychologist  to  record  one  of  my  technical  textbooks  and  you 
have  heard  the  technical  terms  that  have  been  spoken  here,  I  am 
not  going  to  get  off  the  ground.  It  was  here  where  RFB  provided 
me  that  kind  of  support  in  providing  me  professional  books. 

I  was  rather  masochistic  and  went  back  to  college  and  worked 
my  way  through  and  did  a  doctorate  in  special  education  and  rehab 
and  administration.  Now,  my  story  is  not  typical  and  I  don't  blame 
people  who  do  not  want  to  go  to  the  length  that  I  did  in  education. 
For  many  blind  people,  a  high  school  diploma  is  no  longer  applica- 
ble. They  need  short-term  vocational  training,  they  need  technical 
junior  college,  et  cetera,  for  a  way  out. 

We  are  here  today  to  ask  for  $4.5  million,  which  will  provide  an 
additional  $6  million  of  services  to  blind  persons  and  print  im- 
paired. By  print  impaired  we  mean  dyslexic.  We  have  books  in 
Spanish  that  are  recorded.  This  does  not  add  up,  but  it  does.  What 
you  are  really  asking  for  is  $1  million  more,  which  is  matched  by 
$5  of  private  volunteer  service  and  private  money.  Now,  I  would 
say  that  is  very  conservative.  I  would  say  it  is  25  to  1. 

RFB,  in  my  opinion,  being  a  professional  public  administrator, 
before  now  I  am  president  of  a  privately  funded  international  col- 
lege, I  believe  that  this  is  the  future  model  of  our  country.  I  volun- 
teer in  Evanston  to  work  with  crack  cocaine  addicts,  et  cetera.  The 
churches  give  free  service.  But  without  this  kind  of  collaboration 
between  the  public  and  private,  the  remediation  and  the  way  out 
is  very  dismal. 

I  appreciate  the  opportunity. 

[The  prepared  statement  follows:] 
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STATEMENT  OF 
RECORDING  FOR  THE  BLIND,  INC. 

to  the 

Subcommittee  on  Labor,  Health  and  Human  Services  and  Education, 
Committee  on  Appropriations, 
U.S.  House  of  Representatives 

with  respect  to 

FY  1995  Appropriations  for  the  Office  of  Special  Education  Programs, 
OSERS,  Department  of  Education 

2  February  1994 


INTRODUCTION 

Recording  for  the  Blind  (RFB)  is  requesting  an  appropriation  of  $4.5  million  for  FY  1995,  an 
increase  of  $1  million  over  FY  1994,  from  the  U.S.  Congress  to  support  our  critical  role  as  the 
nation's  primary  provider  of  accessible  educational  materials  on  audio  tape  and  on  computer  disk. 

Throughout  our  46  year  history,  RFB  has  been  guided  by  our  founding  vision  -  that  education 
is  a  right  and  not  a  privilege.  What  drives  the  mission  of  RFB,  and  has  driven  it  since  its 
founding,  is  the  same  belief  that  underlies  federal  disability  rights  legislation  -  that  people  with 
disabilities  have  the  right  to  equal  opportunity,  independence  and  dignity. 


BACKGROUND 

A  national,  largely  privately  supported,  not-for-profit  organization  serving  blind  and  other  print- 
disabled  people  by  providing  them  with  educational  texts  and  professional  resources  in  accessible 
formats,  RFB: 

Serves  students  in  all  50  states  and  the  District  of  Columbia  with  specialized  texts 
in  all  subjects  and  in  many  languages; 

has  the  world's  largest  library  of  recorded  educational  books  (over  80,000  titles), 
circulated  free-on-loan  to  students  at  all  grade  levels  and  to  business  and 
professional  people; 

uses  4,400  volunteers  to  record  3,000  new  texts  each  year.  Volunteers  are  the 
backbone  of  RFB  and  comprise  95%  of  its  workforce; 

will  distribute  this  year  over  215,000  copies  of  books  on  tape  and  3,500  more  on 
computer  disk  to  35,000  consumers; 
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provides  other  information  services  including  bibliographic  searches,  a  custom 
recording  program,  and  the  distribution  of  accessible  catalogs  and  cassette 
players. 


THE  CASE  FOR  FEDERAL  SUPPORT 

►  RFB  provides  a  national  service  mandated  by  federal  legislation  and  has  earned  out  this 
mandate  most  effectively.  The  Individuals  with  Disabilities  Education  Act  (IDEA:  P.L.  101- 
476),  originally  enacted  in  1975  as  P.L.  94-142,  calls  for  a  "free  and  appropriate 
education"  for  all  school-age  children  with  disabilities.  In  supplying  educational  materials 
to  print-disabled  students  of  all  ages,  RFB  fulfills  an  important  part  of  this  critical  federal 
objective. 

►  RFB's  service  is  not  offered  by  any  other  national  organization.  If  RFB  did  not  exist, 
Congress  would  have  to  develop  an  alternative  resource. 

►  RFB  is  in  growing  demand.  Textbook  circulation  has  increased  by  51%  in  the  past  four 
years.  Yet  we  are  still  serving  only  a  fraction  of  those  students  with  learning  disabilities, 
such  as  dyslexia,  who  could  achieve  educational  and  professional  success  through  books 
on  audio  cassette  and  disk.  RFB's  limited  resources  have  simply  precluded  the  needed 
level  of  outreach  to  this  population. 

In  its  commitment  to  the  Americans  with  Disabilities  Act  (ADA),  RFB  is 
developing  the  capability  to  provide  a  life-long  service  ensuring  that  its 
borrowers  will  have  the  alternate  format  materials  they  will  need  in  their 
post-education  careers. 

By  offering  custom  recording  services,  RFB  is  now  responding  to  requests 
from  government  agencies,  publishers,  state  education  departments, 
corporations  and  others  seeking  assistance  in  making  their  print  materials 
accessible  in  compliance  with  the  ADA,  the  Rehabilitation  Act  (Section 
508),  and  IDEA. 

►  RFB  is  at  the  forefront  of  technological  advances  in  communicating  the  printed  word. 
RFB's  E-Text  service  -  printed  information  provided  on  computer  disk  -  has  established 
the  model  for  the  creation  of  electronic  text  materials  for  use  by  print-disabled  individuals. 

RFB  leads  the  International  Committee  on  Accessible  Document  Design 
(ICADD)  in  setting  uniform,  national  standards  for  electronic  text  formatting. 

As  part  of  the  national  effort,  RFB  is  committed  to  working  with  disability, 
education,  government  and  industry  groups  to  ensure  that  all  materials 
available  on  the  information  superhighway  will  be  available  to  print-disabled 
persons  in  an  accessible  form 
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RFB's  pioneering  efforts  in  advancing  new  technologies  for  people  with 
print  disabilities  were  recognized  by  the  receipt  of  this  year's  American 
Foundation  for  the  Blind  "Access"  award. 

RFB  has  also  assumed  a  leadership  role  in  working  within  the  disability  community  and 
closely  with  the  publishing  industry  to  improve  access  to  alternate  format  materials  (braille, 
large  print,  recorded  and  electronic  text). 

RFB  serves  as  a  key  resource  to  the  Association  of  American  Publishers' 
(AAP)  Committee  on  Serving  Students  with  Disabilities  in  establishing  a 
national  electronic-text  repository  of  elementary  and  secondary  school 
textbooks.  The  National  Repository  will  ensure  that  more  books  are 
available  more  quickly  to  state  and  private  agencies  serving  print-disabled 
students. 

Closely  related  to  the  National  Repository  is  RFB's  leadership  role  in 
promoting  with  the  Association  on  Higher  Education  and  Disability 
(AHEAD)  a  national  Clearinghouse  of  alternate  format  materials  at  the 
college  level.  This  Clearinghouse  will  make  accessible  to  print-disabled 
persons  the  alternate  format  materials  held  by  hundreds  of  small  producers 
and  college  taping  services. 

RFB  leverages  the  taxpayer's  dollar  and  contributes  to  society  a  sound  return  on  its 
investment. 

Volunteer  readers  and  monitors,  working  in  30  recording  studios 
nationwide,  produce  our  product  and  contribute  the  equivalent  of  $10 
million  in  recording  time. 

The  $24  million  worth  of  services  that  RFB  is  providing  in  FY  1994  are 
services  mandated  by  Congress.  The  cost  to  the  taxpayer  is  $3.5  million, 
with  much  of  the  balance  being  contributed  by  private  donors  through 
RFB's  comprehensive  fundraising  program. 

By  helping  people  with  print  disabilities  to  become  productive,  contributing 
members  of  society,  RFB  enables  the  government  to  replace  millions  of 
dollars  of  federal,  state,  local  and  private  dependency  payments  with 
millions  of  dollars  of  tax  revenues. 


FINANCIAL  IMPACT  OF  NEW  AND  EXPANDED  SERVICES 

►  $3  million  of  additional  expense  have  resulted  from  the  51%  growth  in  RFB's  free  core 

lending  library  service  during  the  past  four  years.   The  cost  of  the  10%  growth  projected 
for  FY  1995  will  be  approximately  $900,000. 
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►  The  continued  development  and  implementation  of  our  electronic  text  service  next  year 
will  cost  $620,000. 

►  $1 .05  million  will  be  needed  to  continue  the  program  begun  five  years  ago  to  respond  to 
the  dramatic  growth  in  demand  for  math  and  science  books.  This  includes  recording 
1,000  more  such  technical  texts,  as  well  as  funding  to  develop  a  method  for  converting 
math  and  science  books  into  electronic  form. 

*•  In  its  leadership  role  in  establishing  a  national  Clearinghouse  and  a  National  Repository, 

RFB,  while  assuming  few  direct  costs,  expects  additional  expenses  of  $50,000  in 
FY  1995  for  the  administration  of  these  related  programs. 

*■  Altogether,  these  vitally  needed  new  and  expanded  services  will  cost  RFB  an  additional 

$2.62  million  during  FY  1995.  While  much  of  this  cost  can  be  defrayed  through  our 
growing  private  fundraising  program,  RFB  needs  additional  federal  help.  If  Congress 
meets  RFB's  request  for  FY  1995,  federal  funds  will  represent  32%  of  RFB's  operating 
budget,  excluding  donated  volunteer  time. 


CONCLUSION 

**  We  are  committed  to  the  belief  that  access  to  opportunity  begins  with  access  to 

knowledge.  RFB's  mission  is  to  make  life-long  education  accessible  to  persons  who  can 
not  use  standard  print. 

►         In  fulfilling  this  mission,  RFB's  service  is  growing  at  the  rate  of  about  10%  a  year. 

*•  Because  volunteers  produce  its  books,  RFB  is  able  to  provide  its  services  cost-effectively. 

**  RFB  is  taking  a  leadership  role  among  private  and  public  sector  organizations  in  making 

accessible  to  print-disabled  persons  more  materials  in  alternate  format. 

*■  Each  year  RFB  raises  from  private  sources  additional  funds  well  in  excess  of  the 

increases  received  from  Congress.    This  will  again  be  true  if  Congress  meets  RFB's 
request  for  FY  1995. 

**  We  request  that  Congress  recognize  RFB's  unique  role  as  a  leading  partner  in  the 

educational  and  professional  success  of  people  with  print  disabilities  by  increasing  our 
federal  appropriation  from  $3.5  million  to  $4.5  million  in  FY  1995. 
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Mr.  Natcher.  Thank  you  very  much,  doctor.  We  appreciate  your 
appearance.  You  have  given  us  an  excellent  statement. 

Mr.  Porter,  I  yield. 

Mr.  Porter.  Thank  you,  Mr.  Chairman.  Dr.  Winn,  we  are  de- 
lighted to  welcome  you  here  today.  Mr.  Chairman,  Dr.  Winn  is 
President  of  the  Hadley  School  for  the  Blind  in  Winnetka,  Illinois, 
in  my  district  and  both  the  school  and  Dr.  Winn  are  tremendous 
assets  to  not  only  our  area,  but  also  the  entire  country.  And  you 
do  a  wonderful  job  in  your  advocacy  role  and  we  appreciate  your 
testimony  today. 

I  might  say,  Dr.  Winn,  I  think  I  told  you  this  before,  but  my 
mother,  for  a  very  long  time,  and  she  is  about  to  reach  her  90th 
birthday,  had  a  braille  machine  at  home  and  did  a  lot  of  work  for 
the  Hadley  School  in  translating  documents  so  that  they  could  be 
read  by  the  blind.  We  had  a  wonderful  discussion  yesterday  about 
new  technologies  and  how  this  is  all  being  advanced  at  such  a 
rapid  rate  and  the  promise  of  this  technology,  Mr.  Chairman,  in 
the  future,  and  I  want  to  commend  Dr.  Winn  for  taking  the  lead 
in  this  area. 

I  have  one  question.  What  would  be  the  impact  on  federal  spend- 
ing if  Recording  for  the  Blind  were  not  providing  the  services  that 
it  does,  Dr.  Winn? 

Dr.  Winn.  Well,  speaking  from  my  former  position  of  associate 
commissioner  over  the  major  entitlement  110  monies,  the  federal 
government  would  have  to  pay  for  all  of  the  reading  services  for  all 
the  blind  and  print  impaired.  They  would  have  to  set  up  probably 
several  divisions  to  be  able  to  recruit  professionals.  They  would 
have  to  have  local  recruiting.  You  would  have  to  build  a  bureauc- 
racy to  even  find  and  recruit  the  people  who  are  professional 
enough  to  read  the  textbooks. 

On  top  of  that,  you  would  have  to  pay  the  total  cost  of  reading, 
which,  if  you  look  at  the  $24  million  plus  the  professional  time  the 
taxpayer  would  have  to  pay  for  it  in  the  end.  Instead  of  the  tax- 
payer paying  about  $4.5  million  out  of  $24,  $26  million. 

So  I  feel  it  is  really  a  model.  They  are  also  into  research,  as  you 
indicated.  And  they  are  not  getting  federal  money  to  do  this.  The 
future  is  not  recorded  tapes  or  whatever,  but  is  this,  electronic 
books,  which  can  be  produced  in  large  print,  in  audio  and  the 
braille.  This  is  the  future.  Being  on  the  research  committee  for  the 
10-year  planning,  it  is  ironic  that  a  private  agency  takes  the  lead 
in  this  technology. 

So  I  think  that,  again,  they  are  going  to  be  able  to  lower  the  cost 
considerably  with  this  technology  so  that  in  the  end  the  taxpayers 
would  have  to  pay  it,  the  total  price. 

Mr.  PORTER.  Dr.  Winn,  thank  you  very  much  for  your  appearance 
here  today. 

Dr.  Winn.  Thank  you. 

Mr.  Porter.  And  we  realize  the  high  priority  that  RFB  has. 
Thank  you  very  much. 
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Wednesday,  February  2,  1994. 

WITNESSES 

JOSEPH  McNULTY,  HELEN  KELLER  NATIONAL  CENTER  FOR  YOUTHS 

AND  ADULTS 
CLARA  BERG 

Mr.  Natcher.  Our  next  witness  is  Ms.  Clara  Berg.  Come  around, 
Ms.  Berg.  We  will  be  pleased  to  hear  from  you. 

Mr.  McNulty.  Good  morning.  I  am  Joe  McNulty,  Director  of  the 
Helen  Keller  National  Center.  Accompanying  me  this  morning  is 
Ms.  Clara  Berg,  who  is  a  member  of  the  National  Parent  Network 
which  is  an  organization  of  parents  and  families  of  children  and  in- 
dividuals who  are  deaf-blind  and  we  appreciate  the  opportunity  to 
testify  for  an  increase  of  $1  million  in  the  center's  appropriations. 

Mr.  Natcher.  Glad  to  hear  from  you.  Go  right  ahead. 

Ms.  Berg.  Good  morning.  My  name  is  Clara  Berg.  I  am  married 
and  I  have  three  children  ages  12,  13  and  14.  My  middle  son  was 
born  very  premature  and  due  to  a  lack  of  access  of  oxygen  he  be- 
came deaf-blind  and  he  was  also  brain  damaged.  We  were  told 
when  we  left  the  hospital  that  Kenny  was  not  going  to  survive  his 
second  birthday  due  to  the  amount  of  complications  that  he  had  de- 
veloped during  his  hospital  stay.  Kenny  is  today  13  and  growing 
beautiful  and  stronger  into  his  14th  birthday. 

As  soon  as  Kenny  came  home,  we  gave  him  all  kinds  of  therapy. 
We  tried  to  find  the  best  schools  for  him,  but  we  were  also  facing 
the  problem  that  he  had  become  self-abusive.  In  trying  to  deal  with 
this  problem,  what  was  decided  and  what  we  were  advised  at  that 
time  was  that  the  best  educational  setting  for  him  was  a  residen- 
tial setting.  Kenny  has  been  at  the  Perking  School  for  the  Blind  for 
the  last  6  years.  He  is  learning  communication,  his  self-abusive  be- 
havior has  decreased  and  we  are  very  happy. 

As  soon  as  Kenny  went  to  school  I  had  some  free  time  on  my 
hands  and  then  I  decided  to  seek  the  support  of  other  families  who 
had  children  who  were  deaf-blind.  At  that  time1 1  was  able  to  find 
seven  other  families  whose  children  had  the  same  conditions  as 
mine,  and  in  1987  a  group  of  seven  parents  and  myself,  we  formed 
the  New  York  Parent  Network  serving  families  of  children  who  are 
deaf-blind. 

Today  the  network  has  150  families  and  we  meet  every  other 
month.  As  we  network  together  one  of  the  topics  that  comes  again 
and  again  in  our  minds,  it  is  the  fear  of  the  families  of  what  is 
going  to  happen  to  our  children  after  they  turn  21.  Expressing 
those  needs  and  trying  to  help  to  plan  for  the  future  of  children 
who  are  just  like  Kenny,  I  have  been  involved  for  the  last  four 
years  with  the  Helen  Keller  National  Center  and  the  National 
Training  Team.  We  have  been  invited  to  participate  in  workshops 
related  to  transition  and  future  planning  and  we  always  benefit 
from  the  information  and  knowledge  acquired  in  these  meetings 
and  that  we  usually  bring  home. 

We  have,  at  the  New  York  Parent  Network,  a  very  large  percent- 
age of  families  that  only  speak  Spanish.  They  have  no  English 
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background  whatsoever,  and  we  have  been  trying  to  help  them  to 
advocate  for  better  schools  and  better  services;  how  to  work  in 
partnership  with  the  schools  where  their  kids  go.  We  have  been 
trying  to  empower  them  to  get  the  services  that  their  children 
need. 

We  are  aware  that  most  of  our  children  will  never  be  able  to 
make  a  decision  on  their  own  and  we  will  have  to  provide  a  future 
that  will  enable  them  to  lead  a  quality  life.  We  are  continuing  at 
this  time  with  the  center  to  provide  our  children  with  an  array  of 
services  and  communication  skills  that  will  allow  them  to  have  an 
active  life  in  their  communities.  The  demands  on  the  center  have 
never  been  greater.  It  has  been  identified  through  the  States  over 
9,000  children  who  are  deaf-blind  and  the  number  is  growing.  We 
identified  in  New  York  State  in  the  last  six  months  over  500  chil- 
dren in  the  registry. 

The  center  also  has  a  very  serious  position  with  the  growing 
older  population  and  they  also  have  to  have  into  consideration  the 
children  that  they  have  to  serve  after  the  closing  of  the  institu- 
tions. Youngsters  and  adults  who  are  deprived  of  sight  and  hearing 
face  a  very  secluded  life  if  we  do  not  help  them. 

I  am  also  a  member  in  the  National  Parent  Network,  the  NPN. 
Being  involved  as  I  am,  I  also  fear  for  the  future  of  my  son.  If  my 
son,  Kenny,  and  many  other  Kenneys  in  the  world  are  to  lead  a  full 
and  productive  life,  the  Helen  Keller  National  Center  must  be 
given  the  funding  to  train  job  coaches,  group  home  staff,  et  cetera, 
et  cetera,  who  can  help  the  children,  and  us,  the  families,  so  that 
Kenny  and  those  many  Kenneys  in  the  world  can  access  this  pro- 
gram and  services. 

On  behalf  of  the  families  I  represent  and  on  my  own,  I  would  ask 
you  to  try  to  walk  in  our  shoes  and  try  to  make  our  dreams  for  to- 
morrow a  reality  today,  funding  schools  and  agencies  like  the 
Helen  Keller  to  help  to  enhance  the  life  of  our  deaf-blind  children 
and  young  adults. 

Mr.  Chairman,  and  Members  of  the  subcommittee,  I  really  appre- 
ciate this  opportunity  and  I  also  have  to  acknowledge  the  center 
because  of  all  the  support  that  it  has  given  to  the  families  all  over 
the  United  States.  Thank  you. 

Mr.  Natcher.  Thank  you  very  much.  Ms.  Berg,  you  have  given 
us  an  excellent  statement  and  we  were  very  pleased  for  you  to  ap- 
pear before  us. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  Members  of  the  Committee,  I  am  Joseph  McNulty,  Director  of  the 
Helen  Keller  National  Center  for  Youths  and  Adults  who  are  Deaf-Blind  (HKNC). 
Accompanying  me  in  presenting  testimony  this  morning  is  Mrs.  Clara  Berg,  a  member  of  the 
Board  of  the  National  Parent  Network  which  is  an  organization  of  parents  and  families  of 
individuals  who  are  deaf-blind.    We  appreciate  the  opportunity  to  testify  on  FY  1995 
appropriations  for  the  Center. 

The  Center's  FY  '94  appropriation  was  $6,741,000,  an  increase  of  $177,000  (2.7%) 
over  FY  '93.    While  any  additional  funding  is  certainly  appreciated,  HKNC  was  unable  to 
address  any  of  its  critical  new  funding  priorities.    These  priorities  have  not  changed  in  the 
last  year.    We  therefore  respectfully  urge  you,  Mr.  Chairman,  and  the  Subcommittee  to 
provide  an  increase  of  $1  million  to  allow  HKNC  to  address  several  critically  important  areas 
of  need  in  deaf-blindness. 

I. 

The  Helen  Keller  National  Center  was  reauthorized  in  the  Fall  of  1992,  as  part  of  the 
Rehabilitation  Act  Amendments  of  1992.    The  law  contains  several  amendments  which 
impose  additional  responsibilities-and  costs~on  HKNC.    Congress  mandated  a  new  purpose 
for  the  Center  requiring  HKNC  to  "train  family  members  of  individuals  who  are  deaf-blind 
at  the  Center  or  anywhere  else  in  the  United  States,  in  order  to  assist  family  members  in 
providing  and  obtaining  appropriate  services  for  the  individual  who  is  deaf-blind". 

Providing  training  and  support  to  families  has  proven  to  be  extremely  effective  in 
enabling  them  to  acquire  appropriate  services  for  people  who  are  deaf-blind,  particularly 
those  preparing  to  leave  the  educational  system  and  those  who  have  other  disabling 
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conditions  such  as  mental  retardation.    For  many  people  who  are  deaf-blind,  the  family  has 
served  as  the  case  manager,  advocate  and,  too  often,  the  primary  care  provider. 

Over  the  past  five  years  HKNC  has  been  assisting  family  members  in  acquiring  the 
skills  needed  to  ensure  that  their  relatives  with  deaf-blindness  will  receive  the  services  to 
allow  them  to  live  and  work  in  the  community.    Currently  there  are  parent  organizations  in 
twenty-eight  states  and  Puerto  Rico  who  are  receiving  support  from  HKNC.    The  National 
Parent  Network's  Newsletter  goes  out  to  nearly  2000  parents.    On  June  27,  1994,  the 
anniversary  of  Helen  Keller's  birthday,  the  National  Parent  Network  will  become  the 
National  Family  Association  for  Deaf-Blind:   supporting  persons  who  are  deaf-blind  and 
their  families.    Unfortunately,  we  were  forced  to  delay  indefnitely  plans  to  hire  a  full  time 
staff  person  to  coordinate  this  program,  due  to  inadequate  funding. 

n. 

The  number  of  children  identified  as  deaf-blind  and  between  the  ages  of  birth  and  22 
is  nearly  9,000,  an  all  time  high.    At  the  same  time,  the  number  of  older  adults  experiencing 
age-related  vision  and  hearing  loss  is  growing  each  year.    If  the  individual  states  are  to 
develop  appropriate  services  it  is  imperative  that  funds  be  provided  to  conduct  a  thorough 
demographic  study  of  the  deaf-blind  population  in  the  United  States.    With  such  support, 
HKNC  will  be  in  a  position  to  begin  to  establish  and  maintain  a  national  registry  of 
individuals  who  are  deaf-blind  -  a  vitally  important  project,  the  purpose  of  which  will  be  to 
ensure  that  all  deaf-blind  Americans  receive  the  services  they  need. 
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in. 

Section  208  of  the  HKNC  reauthorization  created  an  endowment  providing  for  a 
federal  match  of  the  funds  put  into  the  endowment.    Over  time,  the  endowment  will  enable 
HKNC  to  better  meet  the  demands  for  its  services.    By  attracting  non-federal  support,  it  will 
help  reduce  HKNC's  dependence  on  Federal  appropriations.    We  request  that  $50,000  be 
identified  for  FY  1995,  to  be  used  to  match  non-government  monies  put  into  the  endowment. 

IV. 

The  curriculum  at  HKNC's  rehabilitation  training  program  has  undergone  dramatic 
changes  and  improvements  over  the  past  few  years.    The  work  experience  department  has 
been  expanded  to  provide  virtually  every  student  with  a  variety  of  work  sites  both  on  and  off 
campus.    A  second  placement  specialist  has  been  hired  to  secure  appropriate  job  placements 
for  students  in  their  home  community  upon  completion  of  training  at  HKNC. 

A  program  was  designed  specifically  to  meet  the  needs  of  those  individuals  with 
disabling  conditions  in  addition  to  their  deaf-blindness.    Staff  were  hired  to  provide  these 
students  with  training  on  a  one  to  one  basis,  seven  days  a  week.   The  result  has  been  a 
remarkable  decrease  in  behavioral  problems,  improvement  in  the  rate  of  skill  acquisition,  and 
a  greater  success  rate  in  securing  vocational  and  residential  placements  for  them. 

To  continue  to  meet  the  needs  of  the  individuals  being  served  in  the  training  program, 
two  critical  positions  must  be  added:    a  Coordination  of  the  Vocations  Services  department 
and  another  Staff  Interpreter.    The  interpreter  position  is  extremely  important  to  enable  the 
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deaf-blind  individual  to  have  reasonable  access  to  the  job  site,  meet  with  a  prospective 
employer,  and  otherwise  interact  with  the  external  environment. 

V 

The  HKNC  affiliate  network  has  continued  to  expand  to  where  it  now  includes  thirty 
eight  agencies.  The  purpose  of  the  program  is  to  provided  financial  and  technical  assistance 
to  state  and  local  agencies  to  enable  them  to  serve  people  who  are  deaf  blind.  In  the  current 
program  year,  the  affiliated  agencies  are  receiving  $300,000  from  HKNC  and  will  serve 
approximately  3000  individuals  who  are  deaf-blind.  An  additional  $100,000  would  enable 
the  Center  to  fund  at  least  two  new  programs  next  year,  permitting  us  to  serve  an  additional 
300  people. 

VI 

With  the  passage  of  the  Americans  With  Disabilities  Act  there  is  considerable 
pressure  on  architects,  contractors,  employers,  governments,  and  public  accommodations  to 
comply  with  the  law  and  regulations.    As  a  national  program,  HKNC  is  often  visited  by 
consumers,  advocates  and  professionals  for  advice  and  suggestions  on  how  to  properly 
modify  the  environment  for  a  person  who  is  deaf-blind. 

Much  technology  has  been  developed  and  many  important  innovations  to  assist 
disabled  individuals  and  remove  environmental  barriers  have  evolved  since  the  Center  was 
constructed  a  quarter  century  ago.  We  have  not  had  the  resources  to  upgrade  our  facilities, 
and  our  buildings  are  no  longer  "state  of  the  art"  as  far  as  accessibility  is  concerned. 

Since  hundreds  of  people  come  to  HKNC  each  year  for  seminars,  workshops  and 
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internships  it  is  important  that  the  Center  serve  as  a  model  site  for  accessibility.    We  request 
a  one  time  appropriation  to  bring  the  Center  up  to  current  standards.    Recommended  changes 
include  an  upgrading  of  the  smoke  and  heat  detection  system  to  include  improved 
audio/visual  alarms,  and  changes  in  exterior  doors  to  provide  for  general  building  access. 

CONCLUSION 

Deaf-blindness  is  a  low  incidence  disability.    It  is  also  one  of  the  most  devastating 
disabilities.    The  service  needs  of  people  with  deaf-blindness  are  both  intensive  and 
extensive.    Because  the  FY  1994  appropriation  for  HKNC  was  insufficient  to  cover  the 
increased  cost  of  living,  the  need  for  a  substantial  increase  in  FY  1995  is  critical.    We  urge 
the  Committee  to  add  $1  million  to  HKNC's  appropriation  level  for  FY  1995.    Thank  you. 
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WITNESS 
RAE  LINEFSKY,  NATIONAL  JOB  CORPS  COALITION 

Mr.  Natcher.  Our  next  witness  will  be  Ms.  Rae  Linefsky.  Come 
around,  Ms.  Linefsky.  We  will  be  pleased  to  hear  from  you  at  this 
time. 

Ms.  Linefsky.  Mr.  Chairman,  I  would  like  to  thank  you  for  the 
opportunity  to  appear  before  your  committee  today.  My  name  is 
Rae  Linefsky.  I  am  Assistant  Executive  Vice  President  of  FEGS. 
FEGS  is  considered  to  be  one  of  the  largest  not-for-profit  organiza- 
tions in  the  country  which  was  established  in  1934.  Each  year  we 
assist  about  40  thousand  individuals  primarily  in  the  New  York 
City  metropolitan  area,  and  of  this  number  approximately  5  thou- 
sand are  youth  in  and  out  of  school.  In  addition,  as  past  Chair  of 
the  National  Youth  Employment  Coalition,  I  represent  the  inter- 
ests and  concerns  of  youth-serving  and  policy-making  organizations 
across  the  country. 

Mr.  Chairman,  and  Members  of  the  subcommittee  on  behalf  of  all 
Job  Corps  students,  staff,  volunteers,  community  leaders  and  em- 
ployers of  our  youth,  we  want  you  to  know  we  truly  appreciate  your 
commitment  to  the  Job  Corps. 

Last  year,  this  committee  provided  funds  necessary  to  maintain 
services  at  existing  centers,  to  address  the  tremendous  backlog  of 
infrastructure  repairs  and  to  allow  for  the  long-term  incremental 
expansion  of  the  program.  While  we  have  not  seen  the  President's 
budget,  these  areas  of  need  remain  the  same.  Because  of  the  bipar- 
tisan support  in  Congress  and  the  strong  support  from  President 
Clinton  and  Secretary  Reich,  Job  Corps  continues  to  provide  excel- 
lent training  and  education  services  to  our  Nation's  at-risk  youth, 
in  addition  to  laying  a  solid  base  for  the  future  through  the  Job 
Corps  50-50  plan. 

Because  of  this  leadership  and  your  support,  it  may  be  possible 
within  the  next  three  years  for  Job  Corps  to  serve  an  additional  6 
thousand  students  or  100  thousand  students  each  year.  As  we  cele- 
brate Job  Corps'  30th  birthday  this  year,  the  1.5  million  students 
who  have  been  through  the  program  would  agree,  Mr.  Chairman, 
that  Job  Corps  still  serves  as  the  best  chance  for  change  and  we 
offer  our  sincere  thanks. 

For  the  past  25  years,  I  have  committed  my  professional  and  per- 
sonal life  to  working  in  the  areas  of  employment  and  vocational 
skills  training,  economic  development,  welfare  reform,  criminal  jus- 
tice, youth  and  general  areas  of  urban  poverty,  but  I  am  most  pas- 
sionate about  the  issues  of  our  young  people,  particularly  those  at 
risk  of  not  being  able  to  lead  self-sufficient  adult  lives. 

I  have  seen  federal  and  State  programs  come  and  go,  but  Job 
Corps  remains  one  of  the  few  programs  that  works.  In  these  times 
of  budget  constraints  and  scarce  federal  resources,  we  need  to  in- 
vest the  taxpayers'  dollars  in  federal  programs  that  do  work.  Job 
Corps  has  a  proven  30-year  track  record  of  success,  and  it  is  a  defi- 
cit reduction  tool. 

As  you  know,  study  after  study  has  confirmed  that  $1.46  is  re- 
turned to  the  government  for  every  dollar  invested  in  the  program. 
Last  week,  in  his  State  of  the  Union  address  to  the  Nation,  Presi- 
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dent  Clinton  outlined  his  priorities  for  the  upcoming  year.  He 
talked  at  length  about  the  need  for  welfare  reform,  the  need  to  pre- 
vent and  reduce  crime  and  the  need  to  empower  people. 

As  congressional  committees  debate  these  issues  in  the  upcoming 
months,  please  remember  this  about  Job  Corps.  Job  Corps  is  a 
multifaceted  solution  to  today's  problems  of  welfare  dependency, 
crime  and  lack  of  individual  empowerment  facing  so  many  of  our 
youth  today.  In  New  York  City  alone,  JTPA-funded  programs 
through  the  New  York  City  Department  of  Employment  only  serve 
under  3  percent  of  JTPA-eligible  youth.  In  this  one  city,  this  trans- 
lates into  thousands  and  thousands  of  young  people  who  can  bene- 
fit from  and  would  desire  Job  Corps. 

Mr.  Chairman,  42  percent  of  the  students  entering  the  program 
come  from  families  receiving  public  assistance.  Job  Corps  helps 
break  the  cycle  of  welfare  dependence  by  providing  young  Ameri- 
cans with  a  chance  to  receive  an  education  and  learn  an  occupa- 
tional skill.  In  fact,  70  percent  of  all  the  students  will  go  on  to  get 
a  job  or  seek  higher  education. 

Recently,  Business  Week  Magazine  did  a  comprehensive  study  of 
the  cost  of  crime  in  America.  They  calculated  that  crime  costs 
Americans  $425  billion  each  year.  As  a  possible  prevention  solu- 
tion, Business  Week  highlighted  the  Job  Corps  program  by  saying 
that,  quote,  "Job  Corps  works  and  it  costs  a  lot  less  than  prison." 
In  that  same  article  a  senior  researcher  at  the  Manpower  Dem- 
onstration Research  Corporation  was  quoted  as  saying: 

There  are  few  programs  for  young  men  that  we  can  document  that  work  well.  The 
Job  Corps  stands  out  strikingly  effective. 

Mr.  Chairman,  as  you  well  know,  young  people  don't  feel  safe 
today.  They  do  not  feel  safe  in  their  homes,  in  their  streets,  in  their 
schools.  The  key  to  Job  Corps  is  that  it  offers  a  safe  environment 
for  young  people  to  get  an  education,  learn  a  trade  through  resi- 
dential living.  When  each  person  completes  their  Job  Corps  experi- 
ence, they  will  be  empowered  with  the  skills  necessary  to  face  the 
challenges  of  the  workplace  and  the  ability  to  live  on  their  own. 

I  know,  Mr.  Chairman,  you  recently  visited  the  great  Onyx  Job 
Corps  Center.  I  urge  all  the  Members  to  visit  a  center.  Each  is  a 
different  setting.  Those  which  are  urban-based  like  the  South 
Bronx  Job  Corps  Center,  are  in  the  middle  of  neighborhoods  doing 
their  best  to  become  viable  places  to  live  and  remain  viable  places, 
but  they  are  still  faced  with  problems  of  guns  and  ongoing  drug 
deals  and  a  variety  of  other  problems.  But  when  you  enter,  for  ex- 
ample, the  South  Bronx  Job  Corps  Center,  you  have  entered  a  dif- 
ferent world.  This  is  a  place  where  young  people  are  working  hard 
to  achieve  and  put  behind  them  the  problems  of  the  street. 

When  you  talk  to  these  young  people,  like  most  young  people, 
they  will  tell  you  that  all  they  want  to  do  is  to  be  able  to  live  pro- 
ductive adult  lives.  They  want  to  learn  a  trade,  they  want  to  get 
an  education,  they  want  a  job  in  order  to  be  a  provider  for  them- 
selves and  their  families. 

The  hopes  and  dreams  of  our  youth,  particularly  our  economi- 
cally disadvantaged  ones,  in  both  urban  and  rural  areas,  for  many 
of  them  they  are  on  hold.  Young  people  today  face  challenges  un- 
like those  of  decades  ago.  There  are  fewer  opportunities  for  the  un- 
skilled, there  are  fewer  opportunities  for  the  uneducated.  Young 
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people  today  all  across  the  country  do  not  view  their  future  with 
optimism  and  the  truth  is  that  without  programs  like  Job  Corps 
they  may  be  right. 

Although  I  know  many  places  throughout  the  country,  today  I 
know  New  York  City  best.  New  York  City  is  in  many  ways  a  micro- 
cosm of  the  rest  of  the  country  and  when  we  talk  about  youth 
there,  we  know  that  the  pain  and  suffering  and  the  hopes  and  am- 
bitions of  our  young  people  are  the  same  as  those  who  live  through- 
out the  country.  We  just  have  more  of  them.  New  York  City  needs 
Job  Corps.  Our  whole  country  needs  Job  Corps. 

That  is  why  FEGS,  my  agency,  and  the  68  other  members  of  the 
National  Job  Corps  Coalition  are  strong  supporters  of  Job  Corps 
and  the  50-50  plan.  With  continued  enrichment  of  current  centers 
and  with  gradual  and  planned  expansion  through  the  50-50  plan, 
we  will  be  able  to  serve  50  percent  more  youth  by  the  end  of  the 
decade.  With  full  implementation  of  the  plan,  nearly  1  in  5  at-risk 
youth,  male  and  female,  urban  and  rural,  will  be  able  to  have  ac- 
cess to  this  effective  program  and  for  many  this  may  be  their  only 
chance. 

By  providing  more  youth  quality  residential  educations  and 
training,  we  will  be  able  to  help  a  generation  of  disenfranchised 
young  Americans  become  productive  citizens  and  strengthen  our 
Nation's  competitiveness  and  place  in  the  world.  That  is  why,  Mr. 
Chairman,  nearly  90  communities  recently  competed  fiercely  for 
nine  new  centers  from  Prentiss,  Mississippi,  and  Indianola,  Iowa  to 
Chicago  and  to  my  city,  New  York  City.  All  of  these  communities 
want  to  give  their  young  people  a  chance  to  succeed  through  Job 
Corps. 

Mr.  Chairman,  we  all  know  the  change  does  not  come  quickly. 
We  also  know  we  cannot  sit  back  and  let  everything  continue  as 
it  has  been.  We  all  care  about  our  youth.  We  all  care  about  our 
country's  future.  We  believe  with  incremental  expansion  and  en- 
richment of  Job  Corps  through  the  50-50  plan  and  the  strong  sup- 
port of  this  subcommittee,  your  colleagues  in  Congress,  and  Presi- 
dent Clinton,  we  know  that  Job  Corps  can  finally  serve  the  num- 
bers of  youth  that  are  deserving  of  this  program. 

And  might  I  add  on  a  personal  note  I  would  like  to  invite  all  the 
Members  of  this  subcommittee  on  May  4th  to  a  special  celebration 
honoring  the  30th  anniversary  of  Job  Corps,  and  more  especially  as 
we  are  honoring  Chairman  Natcher,  and  we  ask  you  to  join  us  at 
the  National  Building  Museum  on  May  4th.  Thank  you. 

Mr.  Natcher.  Thank  you  very  much.  As  you  well  know,  we  start- 
ed this  program  in  the  year  1964.  We  are  now  down  to  108  centers. 
They  have  all  produced  benefits  for  our  people  and  saved  boys  and 
girls.  Thank  you  very  much. 

Ms.  LlNEFSKY.  Thank  you  very  much. 
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WITNESS 
STEPHEN  H.  GOLDMAN,  BALL  FOUNDATION 
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Mr.  Natcher.  Our  next  witness  is  Mr.  Goldman.  Come  around. 
We  will  be  pleased  to  hear  from  you. 

Mr.  Goldman.  Chairman  Natcher  and  Members  of  the  sub- 
committee, thank  you.  I  just  want  to  clarify  one  thing.  Mr.  Carl 
Ball  was  invited  by  you  to  testify  and  he  is  out  of  the  country.  So 
I  am  testifying  in  his  stead.  We  worked  together  on  this  testimony 
and  bear  with  me  a  little  as  I  go  from  he,  to  I,  to  we,  but  I  will 
try  to  get  it  straight. 

Mr.  Natcher.  We  will  be  glad  to  hear  from  you. 

Mr.  Goldman.  Thank  you,  sir.  We  appreciate  the  opportunity  to 
come  and  share  with  you  some  thoughts  about  the  need  for  more 
education  research,  more  focused  education  research,  more  sus- 
tained education  research,  and  the  role  of  the  federal  government 
in  education  research.  We  feel  that  this  is  important  to  help  cure 
the  diseases,  the  very  real  disease  of  illiteracy  in  our  young  chil- 
dren. 

Mr.  Ball  comes  from  the  business  world,  the  seed  business,  vege- 
table and  flower  seed.  Burpee  Seed  Company  is  one  of  his  holdings. 
Their  main  business  is  supplying  professional  plant  growers,  gar- 
deners and  farmers  with  seeds.  The  business,  in  common  with  most 
businesses,  is  a  creature  of  research,  yet  somehow  for  reasons  too 
complex  to  deal  with  here,  education  has  been  largely  bypassed  in 
this  research  process.  Indeed,  against  the  massive  size  and  scope 
of  the  $300  billion  education  establishment,  the  puny  education  re- 
search establishment  could  be  said  not  to  exist  for  all  practical  pur- 
poses. 

The  issue  we  are  dealing  with  is  one  of  scale,  and  in  our  judg- 
ment we  are  clearly  not  scaled  up  to  do  the  job.  Education  research 
lacks  critical  mass,  yet  there  is  a  crying  need  for  good  research  to 
inform  the  major  revisions  and  redesigns  of  our  education  estab- 
lishment. Major  areas  of  concern  are  left  virtually  unemployed  by 
this  research  establishment. 

Some  examples  of  the  inadequate  mass  of  the  parent  enterprise, 
as  we  see  it,  OERI,  the  Office  of  Education  Research  Improvement, 
funds  each  R&D  center.  There  are  about  25  at  about  $1  million 
each  to  conduct  research  in  a  given  area,  such  as  workforce  prepa- 
ration, school  leadership,  family  involvement,  as  well  as  some  of 
the  curricular  areas.  $1  million,  in  our  opinion,  barely  covers  three 
or  four  full-time  researchers  with  accompanying  support  and  over- 
head, clearly,  inadequate  to  grapple  with  such  overwhelming  chal- 
lenges. OERI  also  sponsors  regional  laboratories  to  do  development 
work  and  technical  assistance.  We  are  in  close  contact  with  the 
North  Central  Regional  Lab  located  near  our  work.  We  have  been 
impressed  with  the  scope  of  its  responsibilities  and  also  by  the  fact 
that  its  budget  is  smaller  than  the  Ball  Company,  one  Ball  Com- 
pany expends  in  a  nearby  facility  devoted  solely  to  breeding  petu- 
nias. So  we  are  sort  of  struck  with  this  imbalance. 

You  have  before  you  at  the  end  of  the  testimony,  page  102  of  the 
report  of  the  National  Academy  of  Sciences,  National  Research 
Council  Committee  on  the  Federal  Role  in  Education  Research.  Mr. 
Ball  was  a  member  of  that  committee.  This  graph  sets  forth  federal 
R&D  in  selected  areas  as  a  percentage  of  total  expenditures  in  each 
area.  Education  research  expenditures  as  a  percentage  of  total  Fed- 


223 

eral  expenditures  can  be  seen  to  be  l/50th  part  of  other  areas  of 
activity. 

Another  way  to  make  this  point  in  terms  of  the  Ball  business,  we 
have  about  50  professional  researchers  working  to  improve  our 
products  through  traditional  plant  breeding  and  new  biotechnology. 
If  we  committed  a  similar  percentage  to  research  in  our  industry 
as  the  education  committee  does  in  research  we  would  have  to  im- 
mediately fire  49  out  of  the  50  plant  breeders  and  biotechnicians 
and  the  one  who  remained  would  work  full  time  keeping  score  on 
how  our  competitors  are  beating  us  in  the  marketplace.  We  would 
simply  disappear  from  the  market  within  a  few  years. 

We  are  convinced  education  research  has  done  much  to  improve 
the  state  of  education,  even  with  its  inadequate  resources.  Reading 
Recovery  is  a  product  of  research  and  it  has  done  a  lot  to  improve 
reading  kids  who  are  not  reading  yet.  A  summary  of  research  on 
reading  called,  Becoming  a  Nation  of  Readers,  was  published  in 
1985  by  the  Center  for  the  Study  of  Reading,  an  OERI-funded  re- 
search center  at  the  University  of  Illinois.  This  also  had  a  wide  de- 
mand and  appeal  and  sold  over  250  thousand  copies. 

Cooperative  learning,  you  may  have  heard  about,  is  an  approach 
that  encourages  learning  as  a  social  process  and  involves  students 
working  together  on  common  topics.  Much  of  this  work  has  been 
developed  by  Slavin  and  his  associates  at  Johns  Hopkins.  This  was 
a  center  which  was  supported  by  OERI  and  NIE  from  1967  to  1985. 
Also,  the  work  on  school  restructuring,  being  done  by  James 
Comer,  is  excellent  work. 

What  else  would  we  research?  We  need  good  research  which  ad- 
dresses policy  issues,  such  as  school  choice  or  national  standards 
and  assessments,  new  ideas  which  are  being  advanced  and  imple- 
mented with  little  knowledge  of  how  they  will  fare.  Such  research 
would  yield  debate,  which  is  more  objective  and  empirically-based 
and  less  ideological. 

Sue  Berryman,  director  of  a  consortium  we  sponsor  housed  at  Co- 
lumbia University  Teachers  College,  has  a  neat  metaphor  compar- 
ing the  practices  of  the  education  industry  to  those  of  other  indus- 
tries. She  calls  it  her  "frozen  in  time"  metaphor.  If  you  froze  a 
teacher,  a  lawyer,  a  doctor  and  a  scientist  100  years  ago  and 
thawed  them  out  today,  the  teacher  alone  could  walk  straight  into 
a  classroom,  pick  up  a  piece  of  chalk  and  eraser  and  go  to  work. 
All  the  other  professionals  would  need  massive  infusion  of  training 
and  updating. 

We  have  come  to  this  situation  over  many  years  of  what  we  con- 
sider neglect  of  the  legitimate  research  component  which  can  in- 
form the  design  of  education  processes.  It  will  take  a  long  time  to 
get  our  education  research  program  on  a  more  productive  track. 
Good  research  is  always  difficult  to  manage  and  it  requires  a  fo- 
cused investment  of  our  efforts,  thoughts  and  resources.  But  with 
the  strength  and  commitment  of  OERI  in  the  making,  we  are  be- 
ginning to  build  infrastructure  in  OERI.  Only  with  focused  invest- 
ment of  resources  will  we  ever  achieve  the  critical  mass  necessary 
to  solve  the  great  problems  ahead  of  us.  For  example,  we  must 
make  certain  the  anticipated  institute  to  study  at-risk  children  re- 
ceives adequate  funding  to  accomplish  the  objectives  laid  out  for  it. 
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Finally,  research  is  seen  by  many  people  to  be  almost  unarguably 
one  part  of  the  education  system  which  can  clearly  profit  from  Fed- 
eral intervention.  Consider  the  profound  influences  of  the  National 
Institutes  of  Health  in  the  health  field.  I  urge  you,  Chairman 
Natcher  and  the  Members  of  this  subcommittee,  to  accept  the  find- 
ings and  recommendations  of  the  National  Research  Council's  Com- 
mittee on  the  Federal  Role  in  Education  Research  and  provide 
funding  to  implement  them  as  soon  as  possible. 

We  feel  that  increased  funding  needs  to  be  provided  to  all  compo- 
nents of  OERI,  specifically  the  R&D  centers,  the  regional  labs  and 
field-initiated  research.  Each  one  plays  a  crucial  and  integral  part 
in  an  enterprise  which  needs  to  be  strengthened  and  expanded. 

Thank  you,  sir. 

Mr.  Natcher.  Thank  you  very  much.  You  have  given  us  an  ex- 
cellent statement. 

[The  prepared  statement  follows:] 
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Chairman  Natcher  and  Ladies  and  Gentlemen  of  the  House 
Appropriations  Committee: 

I  appreciate  the  opportunity  to  come  and  share  with  you  some 
thoughts  about  the  need  for  more  education  research,  more  focused 
education  research,  more  sustained  education  research,  and  the  role 
of  the  federal  government  in  education  research. 

And  since  I  have  only  five  minutes,  I  will  get  right  to  the 
point . 

I  come  from  the  business  world- -seed  business- -vegetables  and 
flower  seed.  Burpee  Seed  Company  is  one  of  our  holdings.  But  our 
main  business  is  supplying  professional  plant  growers,  gardeners, 
and  farmers  with  seeds.  Our  business,  in  common  with  most 
businesses,  whether  product  or  process  oriented,  is  a  creature  of 
research.  Think  of  jet  engines,  computers,  pharmaceuticals  and  how 
they  have  profoundly  altered  our  lives- -and  please  realize  that 
without  research  they  would  have  never  been  invented 

Yet,  somehow,  for  reasons  too  complex  to  deal  with  here, 
education  has  been  largely  by-passed  in  this  research  process. 
Indeed,  against  the  massive  size  and  scope  of  the  education 
establishment  of  $300  billion,  the  puny  education  research 
establishment  could  be  said  not  to  exist,  for  all  practical 
purposes.  The  issue  I'm  dealing  with  is  one  of  scale,  and  in  my 
judgment,  we  are  clearly  not  scaled  up  to  do  this  job.  Education 
research  lacks  critical  mass.  Yet,  there  is  a  crying  need  for  good 
research  to  inform  the  necessary  revisions  and  redesigns  of  our 
education  establishment.  Major  areas  of  concern  are  left  virtually 
unexplored  by  the  research  establishment. 

Let  me  give  you  some  examples  of  the  inadequate  mass  of  the 
current  enterprise.  OERI  funds  R&D  centers  at  about  $1  million 
dollars  per  year  to  conduct  research  in  a  given  area  such  as 
workforce  preparation,  school  leadership,  family  involvement,  as 
well  as  some  of  the  curricular  areas.  $1  million  will  barely 
support  three  or  four  full-time  researchers  with  accompanying 
support  and  overhead,  clearly  inadequate  to  grapple  with  such 
overwhelming  challenges. 

OERI  also  sponsors  regional  laboratories  to  do  development 
work  and  technical  assistance.  I  visited  the  North  Central 
Regional  Lab  located  near  my  home  and  was  impressed  by  the  scope  of 
its  responsibilities  and  also  by  the  fact  that  its  budget  is 
smaller  than  what  we  expend  in  a  nearby  facility  devoted  solely  to 
breeding  petunias . 

You  have  before  you  page  102  of  the  report  of  the  National 
Academy  of  Sciences,  National  Research  Council  Committee  on  the 
Federal  Role  in  Education  Research  which  sets  forth  federal  R&D  in 
selected  areas  as  a  percentage  of  total  expenditures  in  each  area. 
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Education  research  expenditures  as  a  percentage  of  total  federal 
expenditures  can  be  seen  to  be  l/50th  part  of  the  other  areas  of 
activity. 

Another  way  to  make  this  point,  in  terms  of  my  business:  We 
have  about  5  0  professional  researchers  working  to  improve  our 
products  through  traditional  plant  breeding  and  new  biotechnology 
techniques.  If  we  applied  the  education  research  funding  to  the 
education  industry  ratio  to  our  business,  we  would  have  to 
immediately  fire  49  of  the  50  plant  breeders  and  biotechnicians  and 
the  one  who  remained  would  have  to  use  his  full  time  simply  keeping 
score  on  how  our  competitors  are  beating  the  hell  out  of  us  in  the 
market  place.  We  would  simply  disappear  from  the  market  within  a 
few  years . 

I  am  convinced  that  education  research  has  done  much  to 
improve  the  state  of  education  even  with  inadequate  resources. 
First,  research  on  reading  has  contributed  to  the  development  of 
innovative  and  effective  programs,  such  as  Reading  Recovery.  A 
summary  of  the  research  on  reading,  Becoming  a  Nation  of  Readers 
was  published  in  1985  by  the  Center  for  the  Study  of  Reading,  an 
OERI  funded  research  center  at  the  University  of  Illinois  and  sold 
250,000  copies (CoFrier,  p. 29).  Second,  cooperative  learning  is  an 
approach  that  encourages  learning  as  a  social  process  and  involves 
students'  working  together  on  common  topics.  Much  of  this  work  has 
been  developed  by  Slavin  and  his  associates  at  Johns  Hopkins' 
Center  for  Social  Organization  of  the  Schools,  which  was  supported 
by  OERI  and  NIE  from  1967  to  1985  (CoFrier,  p. 39)  .  My  last  example 
deals  with  the  research  on  school  restructuring  which  involves  a 
fundamental  rethinking,  of  the  process  of  schooling.  James  Comer's 
School  Development  Program  is  an  example  of  a  field-initiated, 
school  restructuring  project.  There  are  many  more  examples  of 
innovations  which  have  resulted  from  a  very  meagerly  funded 
education  research  operation.  The  NRC  report  and  a  summary  of  the 
committees  findings  prepared  by  Dick  Atkinson,  chair  of  the 
Committee  and  Andy  Porter  a  member  of  the  committee  do  an  excellent 
job  of  summarizing  the  past  research. 

Now  that  you  understand  my  strong  support  for  increased 
federal  investment  in  education  research  and  development,  the 
question  of  what  I  would  research  is  often  asked.  To  quote  from 
the  Atkinson  and  Porter  report:  "At  the  present  time,  the 
formulation  of  education  policy  is  running  far  ahead  of  education 
research- -and  this  is  cause  for  concern.  Whether  the  initiative  is 
school  choice,  or  national  standards  and  assessments,  new  ideas  are 
being  advanced  and  implemented  with  little  knowledge  of  how  they 
will  fare.  Good  research  addressing  policy  issues  of  this  type 
would  result  in  debate  which  is  more  objective  and  empirically 
based  and  less  ideological --a  path  which  can  only  be  good.  Of 
course,  I  have  some  specific  issues  such  as  a  comprehensive 
research  study  of  the  negative  influences  of  TV  on  our  children  and 
their  learning.    How  can  we  influence  parents  to  expose  their 
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children  to  less  violence  on  TV?  And  how  can  we  make  use  of  TV  to 
build  on  learning  in  the  school?  Another  favorite  of  mine  is 
school  governance.  We  need  to  understand  how  it  helps  and  how  it 
hinders  and  use  that  knowledge  to  recommend  changes  and  to  inform 
policy. 

Sue  Berryman,  who  is  the  director  of  a  consortium  which  I 
sponsor  and  is  managed  by  Columbia  University  Teachers'  College, 
has  a  neat  metaphor  to  compare  the  practices  in  the  education 
industry  in  comparison  with  other  industries.  She  calls  it  her 
"frozen  in  time  metaphor."  If  you  froze  a  teacher,  a  lawyer,  a 
doctor,  a  scientist  a  hundred  years  ago  and  thawed  them  out  today, 
the  teacher  alone  could  walk  straight  into  a  classroom  and  pick  up 
a  piece  of  chalk  and  eraser  and  go  to  work.  All  the  other 
professionals  would  need  massive  infusion  of  training  and  updating. 

We  have  come  to  this  situation  over  many  years  of  what  I 
consider  neglect  of  the  legitimate  research  component  which  can 
inform  the  design  of  education  processes.  It  will  take  a  long  time 
to  get  our  education  research  program  on  a  more  productive  track. 

Good  research  is  always  difficult  to  manage,  and  it  requires 
a  focused  investment  of  our  efforts,  thoughts,  and  resources.  With 
a  strengthened  OERI  in  the  making,  we  are  beginning  to  build 
infrastructure  in  OERI.  Only  with  focused  investment  of  resources, 
will  we  ever  achieve  the  critical  mass  necessary  to  solve  the  great 
problems  ahead  of  us.  For  example,  make  certain  that  the  new 
Institute  to  study  at-risk  children  receives  adequate  funding  to 
accomplish  the  objectives  laid  out  for  it. 

Finally,  research  is  seen  by  many  people  to  be  almost 
unarguably  one  part  of  the  education  system  which  can  clearly 
profit  from  federal  intervention.  Consider  the  profound  influence 
of  the  National  Institutes  of  Health  in  the  health  field.  I  urge 
you  to  accept  the  finding  and  recommendations  of  the  National 
Research  Council's  Committee  on  the  federal  role  in  education 
research  and  provide  funding  to  implement  them  as  soon  as  possible. 
And  I  feel  that  increased  funding  needs  to  be  provided  to  all 
components  of  OERI,  specifically  the  R&D  centers,  the  regional 
education  laboratories,  and  field  initiated  research.  Each  one 
plays  a  crucial  and  integral  part  in  an  enterprise  which  needs  to 
be  strengthened  and  expanded. 

Let's  not  once  again  succumb  to  the  temptation  to  reorganize 
to  solve  our  problems.  Get  good  people  in  the  system,  give  them 
adequate  funding,  and  they  will  find  a  way  to  do  the  job.  I'm  very 
pleased  with  the  appointment  of  Sharon  Robinson  as  Assistant 
Secretary  of  Education.  She  knows  what's  going  on  in  the 
classroom. 

I  conclude  by  citing  from  Alfred  D.  Sumberg's  (of  the  American 
Association  of  University  Professors)  comments  on  OERI  and  the  NRC 
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report.  He  says  that  "One  of  the  primary  recommendations ...  is  a 
substantial  ($267  million)  but  phased-in  increase  in  the  OERI 
budget  and  staffing  levels.  It  is  necessary  to  determine  whether 
the  26%  increase  in  the  OERI  budget  proposed  by  the  Clinton 
Administration  reflects  a  downpayment  on  the  NRC  recommendation  or 
a  continuation  of  the  funding  policies  of  previous  administrations. 
I  urge  this  committee  to  do  all  it  can  to  make  certain  the  increase 
is  just  a  downpayment  with  the  balance  to  be  paid  in  the  near 
future . 

Thank  you. 
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Wednesday,  February  2,  1994. 

WITNESS 
STEPHEN  EPSTEIN,  M.D. 

Mr.  Natcher.  Our  next  witness  and  last  witness,  Dr.  Stephen 
Epstein.  Come  around,  doctor.  We  will  be  pleased  to  hear  from  you 
at  this  time. 

Dr.  Epstein.  Good  morning,  Mr.  Chairman.  I  would  like  to  thank 
you  and  the  Members  of  your  subcommittee  for  giving  me  the  op- 
portunity to  testify  before  you.  My  name  is  Dr.  Stephen  Epstein. 
I  am  an  ear,  nose  and  throat  physician.  I  practice  in  the  Washing- 
ton, D.C.  area.  My  office  is  right  here  in  Wheaton,  Maryland. 

My  main  area  of  interest  is  treating  children  with  hearing  loss. 
However,  I  am  not  coming  before  you  this  morning  as  a  physician, 
but  I  am  coming  before  you  as  a  consumer,  because  I,  too,  was  born 
with  a  permanent  hearing  loss  in  both  ears  and  I  have  worn  hear- 
ing aids  for  almost  all  of  my  life. 

I  am  here  to  testify  on  behalf  of  the  National  Institute  on  Deaf- 
ness and  other  Communication  Disorders,  NIDCD.  I  would  like  to 
thank  you  and  your  Members  of  the  subcommittee  for  all  of  the 
support  that  you  have  given  the  institute  these  past  five  years. 

As  has  been  mentioned  all  morning,  in  this  day  and  age  we  are 
understandably  most  concerned  about  cancer,  heart  disease  and 
AIDS,  but  we  must  not  forget  communication.  Communication  is 
the  means  by  which  we  maintain  contact  with  our  environment 
and  with  other  individuals  through  hearing,  balance,  smell,  taste, 
voice,  speech  and  language  as  a  vital  necessity  in  our  every  day 
lives. 

It  is  the  mission  of  NIDCD  to  provide  research  and  research 
training  so  that  46  million  people  who  are  affected  by  communica- 
tion disorders,  as  well  as  those  in  future  generations,  will  look  for- 
ward to  a  better  quality  of  life.  For  your  information,  hearing, 
speech  and  language  disorders  alone  cost  the  United  States  econ- 
omy about  $30  billion  a  year  in  lost  productivity,  special  education 
and  medical  costs. 

As  you  know,  NIDCD  is  one  of  the  newer  institutes  of  NIH,  and 
in  its  five  short  years  of  existence,  under  the,  leadership  of  its  Di- 
rector, Dr.  James  B.  Snow,  Jr.,  it  has  been  responsible  for  many 
major  scientific  achievements  in  the  area  of  human  communication. 

Let  me  give  you  five  examples.  Number  one,  through  NIDCD- 
supported  research  they  have  identified  22  genes  responsible  for 
permanent  hearing  loss  in  children.  As  has  been  mentioned  earlier, 
through  a  technique  of  gene  therapy,  you  can  alter  these  genes  and 
actually  prevent  hearing  loss  in  future  generations  in  families  that 
are  affected  with  certain  syndromes  involving  hearing  loss. 

Number  two,  through  NIDCD-supported  research,  they  have  dis- 
covered the  basic  mechanisms  for  the  creation  of  a  vaccine  to  pre- 
vent recurring  ear  infections  in  children.  In  addition  to  being  the 
most  common  reason  for  children  going  to  the  doctor  today,  recur- 
ring ear  infection  is  the  most  common  cause  of  hearing  loss  in  chil- 
dren. A  vaccine  can  prevent  recurring  ear  infection  and  can  elimi- 
nate the  loss  of  hearing  in  these  children. 

Number  three,  there  are  28  million  people  in  the  United  States 
like  myself  with  a  permanent  hearing  loss.  That  is  most  likely  due 
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to  loss  of  inner  ear  hair  cells  or  destruction  of  inner  ear  hair  cells. 
We  know  that  certain  lower  animals,  such  as  birds  and  certain  am- 
phibians and  fish  can  regenerate  inner  ear  hair  cells  when  they  are 
damaged. 

Through  NIDCD-supported  research,  we  are  using  this  technique 
to  develop  hair  cell  regeneration  in  humans  so  that  it  is  possible, 
some  day,  that  millions  of  people  with  permanent  hearing  loss,  may 
be  able  to  hear  again.  Through  advanced  technologies,  hearing  aids 
have  become  smaller  and  more  effective  in  sound  amplification. 
However,  they  are  severely  limited  in  reproducing  understandable 
sound  in  noisy  situations. 

NIDCD,  in  collaboration  with  the  Department  of  Veterans  Af- 
fairs, has  begun  a  program  of  research  which  will  then  lead  to  clin- 
ical trials  so  that  they  can  improve  the  effectiveness  of  hearing  aids 
that  produce  understandable  speech  in  noisy  situations. 

And,  finally,  NIDCD  has  sponsored  a  consensus  conference  in 
which  an  expert  panel  has  endorsed  universal  hearing  screening; 
that  is,  to  test  all  newborn  children's  hearing  prior  to  hospital  dis- 
charge or  before  three  months  of  age.  This  will  reduce  the  age  of 
identification  of  hearing  loss  in  the  United  States  and  allow  pro- 
grams of  early  intervention  so  that  children  born  with  a  hearing 
loss  can  develop  speech  and  language  and  become  educated  in  the 
mainstream  of  life. 

The  momentum  of  this  vital  research  must  continue.  Conquering 
the  disorders  of  human  communication  will  significantly  reduce  the 
annual  expenditures  of  the  federal  government  and  the  United 
States  economy.  It  is  on  record  that  the  Advisory  Board  of  NIDCD, 
based  on  its  familiarity  with  the  Institute's  current  needs  for  re- 
search and  research  training,  has  recommended  $255  million  for 
NIDCD  to  continue  its  mission  for  fiscal  year  1995. 

It  is  my  hope,  Mr.  Chairman,  that  you  and  your  subcommittee 
will  seriously  consider  this  recommendation  of  $255  million  when 
allocating  the  appropriations  for  the  National  Institute  on  Deafness 
and  Other  Communication  Disorders  for  fiscal  year  1995. 

I  thank  you  for  your  time  and  interest  and  I  am  available  for  any 
questions. 

Mr.  Natcher.  Thank  you  very  much,  doctor.  You  have  given  us 
an  excellent  statement,  and  we  appreciate  it. 

Dr.  Epstein.  Thank  you. 

Mr.  Natcher.  The  committee  will  now  recess  until  10  o'clock  in 
the  morning. 


Thursday,  February  3,  1994. 

WITNESS 

ERIC  FRUMIN,  AMALGAMATED   CLOTHING  AND  TEXTDLE  WORKERS 
UNION 

Mrs.  Lowey  [presiding].  Good  morning.  The  committee  will  be  in 
order.  I  am  Mrs.  Lowey  from  New  York.  Chairman  Natcher  is  bus- 
ily at  work  on  earthquake  relief  so  he  could  not  be  with  us  this 
morning.  The  first  witness  this  morning  will  be  Eric  Frumin  from 
the  Amalgamated  Textile  and  Workers  Union. 

Mr.  Frumin.  Good  morning,  Madam  Chairman.  I  was  brought  up 
in  your  district. 

Mrs.  Lowey.  You  were?  From  where? 

Mr.  Frumin.  In  Westchester,  Hastings  and  New  Rochelle. 

Mrs.  Lowey.  Welcome,  again. 

Mr.  Frumin.  On  behalf  of  our  President,  Jack  Sheinkman,  we 
welcome  the  opportunity  to  review  the  adequacy  of  our  Nation's  ef- 
forts in  the  area  of  worker  health  and  safety. 

Today  our  country  is  considering  some  of  the  fundamental  as- 
pects of  our  economic  future  including  health  care,  welfare  reform 
and  violence.  Unfortunately,  the  health  and  welfare  of  American 
workers  is  increasingly  at  risk  from  the  daily  assault  of  hazards  on 
the  job.  The  toll  of  worker  injuries  and  illnesses  is  growing  rapidly. 
For  1992,  the  Bureau  of  Labor  Statistics  reported  the  highest  rate 
of  on-the-job  injuries  since  1979,  which  culminates  an  almost  unin- 
terrupted climb  in  injury/illness  rates  since  1983. 

These  amount  to  a  total  of  nearly  6.5  million  injuries,  which  are 
costing  employers,  workers  and  their  families,  and  the  taxpayers 
over  $80  billion  per  year.  These  costs  are  adding  to  the  severe  pres- 
sures on  employers  for  the  costs  of  health  care  and  workers  com- 
pensation insurance.  In  sum,  it  is  evident  that  much  more  must  be 
done  to  assure  that  employers  are  taking  all  reasonable  measures 
to  protect  the  health  and  safety  of  workers. 

OSHA,  frankly,  is  overwhelmed.  It  has  vast  and  expanding  areas 
of  responsibility— much  more  so  than  many  other  regulatory  agen- 
cies— from  safety  on  local  construction  projects  and  releases  of  haz- 
ardous chemicals,  to  AIDS  and  workplace  violence.  Now,  OSHA 
even  has  to  teach  the  Mexican  government  the  meaning  of  the 
words  workers  safety. 

Over  the  past  decade,  OSHA's  budget  has  completely  failed  to 
keep  pace  with  these  new  demands.  At  less  than  $300  million, 
OSHA's  budget  in  fiscal  1994 — after  adjusting  for  inflation,  is 
worth  9  percent  less  than  its  actual  budget  in  1980.  It  has  nearly 
20  percent  fewer  staff  now  than  it  had  in  1980.  These  dramatic 
cuts  represent  the  blatant  hostility  exhibited  by  the  Reagan  and 
Bush  administrations  to  OSHA's  mission.  These  conditions  would 
render  any  agency  incapable  of  fulfilling  its  congressional  man- 

(233) 


234 

date — not  to  mention  an  agency  whose  mandate  has  expanded  so 
quickly. 

But  let's  compare  OSHA's  budget  with  those  of  comparable  agen- 
cies. On  a  per  capita  basis,  EPA  spends,  $28  per  citizen;  Fish  and 
Wildlife,  $4.40;  Food  Safety,  $1.96;  and  OSHA  a  measly  $1.16  per 
citizen.  Given  the  magnitude  of  the  human  and  economic  costs  of 
workplace  injury  and  disability,  it  is  essential  that  the  long-term 
withholding  of  funding  and  staff  for  OSHA  be  redressed  as  soon  as 
possible. 

Whatever  remedies  are  available  for  OSHA's  fiscal  problems,  it 
is  clear  that  both  the  public  and  private  resources  devoted  to  work- 
er safety  and  health  must  operate  more  efficiently.  Many  employers 
today  simply  do  not  know  how  to  establish  an  effective  safety  and 
health  program  for  their  workplaces.  I  refer  you  to  the  front  page 
of  today's  Wall  Street  Journal.  Which  says:  "Workers  at  Risk. 
Chance  of  Getting  Hurt  is  Generally  Far  Higher  at  Smaller  Compa- 
nies." The  headline  continues:  "Firms  May  Be  Preoccupied  With 
Staying  in  Business.  They  Lack  Sufficient  Expertise." 

Good  safety  and  health  programs  depend  on  the  ability  of  em- 
ployers to  listen  to  and  involve  their  own  workers,  but  OSHA  does 
not  have  the  tools  it  needs  to  help  employers  who  are  already  try- 
ing or  to  strongly  encourage  resistant  employers  to  do  likewise. 
OSHA  needs  to  redirect  its  current  consultation  programs  to  pro- 
vide not  just  the  existing  on-site  services  but  also  much  more  ag- 
gressive and  targeted  training  programs  that  reach  far  beyond  indi- 
vidual workplaces. 

How  about  employers  who  don't  want  to  go  with  the  program. 
Well,  for  enforcement  the  funding  and  staff  are  simply  absent. 
There  are  too  few  people  to  research  and  develop  essential  stand- 
ards. 

The  situation  is  even  worse  when  it  comes  to  enforcing  the  stand- 
ards. On  average,  workers  can  expect  to  see  OSHA  at  their  work- 
place only  once  over  40  or  50  years.  Penalties  have  only  about  dou- 
bled since  the  Congress  in  1990.  increased  maximum  penalties  by 
a  factor  of  seven.  One  of  OSHA's  major  difficulties  in  "making  the 
most"  of  its  limited  resources  is  its  inability  to  pinpoint  the  worse 
workplaces.  The  long-standing  surveys  of  worker  injuries  carried 
out  by  the  Bureau  of  Labor  Statistics  have  suffered  from  serious 
limitations. 

Last  year,  this  committee  had  the  foresight  to  understand  this 
problem  and  request  that  the  Secretary  report  to  the  committee  on 
the  adequacy  of  the  Labor  Department's  data  programs  for  worker 
injuries  and  illnesses.  Since  then,  the  Secretary  has  apparently  au- 
thorized OSHA  to  directly  collect  information  on  the  number  of  in- 
juries and  illnesses  at  specific  establishments. 

Such  an  initiative,  even  on  a  limited  scale,  would  greatly  improve 
OSHA's  effectiveness  and  we  hope  the  committee  will  support  it. 
But  even  if  OSHA  were  to  increase  its  tiny  inspection  force  by  as 
much  10  percent  per  year,  that  would  make  only  a  small  dent  in 
the  frequency  of  inspections  at  the  hundreds  of  thousands  of  high- 
hazard  work  sites.  This  Nation  must  hold  employers  more  account- 
able for  the  safety  and  health  of  their  workers,  give  workers  the 
opportunity,  even  the  right  to  be  involved  in  workplace  safety. 
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It  is  for  this  reason  that  we  are  supporting,  as  are  many  others 
the  OSHA,  reform  legislation,  H.R.  1280.  The  administration  has 
announced  its  support  for  this  legislation.  We  fervently  hope  this 
legislation  will  be  approved  by  the  Congress  this  year.  It  will  nec- 
essarily involve  a  major  expansion  of  OSHA's  activities  for  several 
years  to  come. 

In  closing,  we  call  upon  the  Appropriations  Committee  to  provide 
OSHA  as  well  as  the  sister  agency  NIOSH,  also  severely  under- 
funded, with  the  substantial  additional  support  that  they  both  ur- 
gently require  to  respond  both  to  the  needs  I  described  earlier  as 
well  as  to  this  new  mandate  from  the  OSHA  reform  legislation. 

Thank  you. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  Members  of  the  Subcommittee,  my  name  is  Eric 
Frumin.  I  am  Director  of  Occupational  Safety  and  Health  for  the 
Amalgamated  Clothing  and  Textile  Workers  Union,  AFL-CIO.  On 
behalf  of  President  Jack  Sheinkman,  we  welcome  the  opportunity  to 
review  the  adequacy  of  our  nation's  efforts  in  the  area  of  worker 
safety  and  health. 

Today,  our  country  is  considering  some  of  the  fundamental  aspects 
of  our  economic  future  —  including  health  care,  welfare  reform 
and  violence.  Unfortunately,  the  health  and  welfare  of  American 
workers  is  increasingly  at  risk  from  the  daily  assault  of  hazards 
on  the  job. 

In  some  ways,  we  have  made  distinct  progress  since  the  OSHAct  was 
passed  in  1970.  We  have  learned  that  both  new  standards  and 
strict  enforcement  are  critical  to  the  prevention  of  on-the-job 
injuries  and  illnesses.  But  with  six  million  workplaces  under 
OSHA's  jurisdiction,  workers  can  expect  to  see  inspectors  only 
once  in  decades. 

So  we  have  also  learned  that  widespread  government  intervention — 
even  if  it  were  available  —  is  simply  not  enough.  The  tragic 
toll  of  worker  death,  injury  and  disease  will  only  be  prevented 
by  a  committed  joint  effort  of  employers  and  workers,  with  the 
strong  support  of  the  appropriate  government  agencies. 

That  toll  of  worker  injuries  and  illnesses  is  also  growing 
rapidly.  Because  of  employer  underreporting,  we  do  not  accept  the 
accuracy  of  the  data  compiled  from  employers  by  the  Bureau  of 
Labor  Statistics.  Nonetheless,  for  those  injuries  which  employers 
do  report,  the  rates  of  worker  injuries  are  continuing  their 
steady  climb.  For  1992,  the  BLS  has  reported  that  the  rate  of  on- 
the-job  injuries  and  illnesses  is  8.9  per  100  workers  —  or 
almost  1  in  11.  This  is  the  highest  rate  reported  by  BLS  since 
1979,  and  culminates  an  almost  uninterrupted  climb  in 
injury/illness  rates  since  1983. 

With  nearly  6  1/2  million  injuries,  and  almost  3  million  of  these 
disabling  injuries,  the  failure  of  our  past  approaches  to 
workplace  safety  is  pathetically  apparent.  According  to  recent 
data  compiled  by  the  Rand  Institute,  these  and  similar  injuries 
are  costing  employers,  workers  and  their  families,  and  the 
taxpayers  over  $80  billion  per  year.  These  are  immense  losses  for 
a  society  which  can  ill  afford  them.  Many  of  these  costs  are 
adding  to  the  severe  inflationary  pressures  on  employers  to  cover 
the  costs  of  insurance  for  health  care  generally  and  workers 
compensation  coverage  in  particular. 

Worse,  the  most  recent  rise  in  reported  injuries  is  occurring  not 
in  the  traditional  "high-risk"  sectors  like  construction, 
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manufacturing  or  transportation,  but  in  the  services  sector  whose 
rate  of  total  injuries  and  illnesses  is  almost  as  high  as  mining. 

Job-related  illnesses  pose  similar  problems.  We  face  many  major 
obstacles  in  the  prevention  of  work-related  diseases,  including 
the  overall  failure  to  conduct  health  research  on  toxic  chemicals 
and  the  lack  of  standards  on  many  widespread  health  hazards.  No 
sooner  has  OSHA  overcome  some  of  these  obstacles  then  new  sources 
of  worker  disease  and  disability  have  appeared,  such  as  ergonomic 
hazards  —  or  reappeared,  as  in  the  case  of  tuberculosis  or 
bloodborne  infections. 

In  sum,  it  is  evident  that  much  more  must  be  done  to  assure  all 
of  us  that  employers  are  taking  all  reasonable  measures  to 
protect  the  health  and  safety  of  workers. 

OSHA,  frankly,  is  overwhelmed.  It  has  vast  areas  of 
responsibility  -  much  more  so  than  many  other  regulatory  agencies 
concerned  with  safety  and  health  issues.  With  such  broad 
jurisdiction,  it  faces  a  continually  expanding  constellation  of 
concerns  and  challenges  —  from  safety  on  local  construction 
project  and  releases  of  hazardous  chemicals,  to  AIDS  and 
workplace  violence. 

Over  the  past  decade,  OSHA's  budget  has  completely  failed  to  keep 
pace  with  these  new  demands.  At  less  than  $300  million,  OSHA's 
budget  in  FY  1994  —  after  adjusting  for  inflation,  is  worth  nine 
per  cent  less  than  its  actual  budget  in  1980.  It  has  nearly 
twenty  per  cent  fewer  staff  now  than  it  had  in  1980. 

These  dramatic  cuts  in  OSHA's  funding  and  staff  are  not  simply 
the  results  of  some  across-the-board,  or  other  indiscriminate 
savings  from  reductions  in  "discretionary"  spending.  They 
represent  the  blatant  hostility  exhibited  by  the  Reagan  and  Bush 
administrations  to  OSHA's  mission. 

Budgets  for  Comparable  Agencies 

These  conditions  would  render  any  agency  incapable  of  fulfilling 
its  Congressional  mandate  —  not  to  mention  an  agency  whose 
mandate  has  expanded  so  quickly.  We  know  that  as  the  awareness 
has  grown  about  hazards  to  health  and  the  environment  outside  the 
workplace,  EPA's  budget  has  increased  accordingly.  At  $7  billion, 
EPA  is  still  having  difficulty  dealing  with  many  of  the  same 
issues  which  confront  OSHA  —  clean  air,  prevention  of  toxic 
chemical  exposures,  and  the  need  to  find  innovative  solutions  to 
the  regulatory  and  enforcement  gridlock  which  have  yielded 
inadequate  protection  for  the  American  people. 

Indeed  there  are  several  comparable  agencies  whose  budgets 
far  exceed  OSHA's,  even  on  a  per  capita  basis: 
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FY  1993  Budget 

Spending  per  citizen 

EPA 

$ 

7,000  million 

Fish/Wildlife 

$ 

1, 100  million 

$  4.40 

Food  Safety 

$ 

440  million 

$  1.96 

OSHA 

$ 

290  million 

$  1.16 

Given  the  magnitude  of  the  human  and  economic  costs  of  workplace 
injury  and  disability,  it  is  essential  that  the  long-term 
withholding  of  funding  and  staff  for  OSHA  be  redressed  as  soon  as 
possible. 

"Reinventing  OSHA" 

Whatever  remedies  are  available  for  OSHA's  fiscal  problems,  it  is 
clear  that  both  the  public  and  private  resources  devoted  to 
worker  safety  and  health  must  operate  more  efficiently.  Many 
employers  today  simply  do  not  know  how  to  establish  an  effective 
safety  and  health  program  for  their  workplaces. 

Furthermore,  good  safety  and  health  programs,  as  with  comparable 
efforts  to  improve  productivity  and  instill  a  full  commitment  to 
high-quality  production,  depend  on  the  ability  of  employers  to 
listen  to  and  involve  their  own  workers.  While  many  employers 
have  established  joint  safety  committees  in  both  unionized  and 
non-union  workplaces,  the  rising  injury  rates  demonstrate  these 
are  clearly  not  up  to  the  task  and  need  help. 

But  OSHA  does  not  have  the  tools  it  needs  to  help  employers  who 
are  already  trying,  or  to  strongly  encourage  resistant  employers 
to  do  likewise.  Employers  are  already  investing  billions  of 
dollars  of  private  sector  investment  to  improve  productivity  and 
quality,  and  sometimes  to  reduce  safety  and  health  hazards. 
Often,  the  economic  investments  accomplish  some  of  the  safety  and 
health  purposes,  and  vice  versa.  OSHA  can  develop  an  effective 
partnership  with  employers  and  workers  if  it  is  able  to  provide 
practical  guidance  and  assistance  to  employers  which  uses 
investments  for  both  economic  and  productivity  to  promote  worker 
safety  and  health. 

This  is  not  a  simple  undertaking,  and  requires  OSHA  to  exercise  a 
much  greater  —  and  much  better-informed  —  type  of  leadership 
than  it  has  in  the  past.  OSHA  needs  to  redirect  its  current 
"consultation"  program  to  provide  not  just  the  existing  "on-site 
services",  but  also  much  more  aggressive  and  targeted  training 
programs  which  reach  far  beyond  individual  workplaces.  It  is 
incredibly  inefficient  to  provide  leadership  and  guidance  to  only 
one  workplace  at  a  time.  Given  the  resources,  OSHA  can  do  better. 

More  standards,  enforcement  and  penalties,  Now! 
For  those  employers  who  would  resist  such  partnerships,  who 
continue  to  ignore  their  workers  demands  for  better  and  safer 
conditions,  OSHA  must  have  the  resources  to  conduct  effective 
enforcement.  Today,  the  funding  and  staff  are  simply  absent. 
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There  are  simply  too  few  people  to  research  and  develop  the 
essential  standards.  Indeed,  today  OSHA  spends  less  on  writing 
new  standards  than  it  does  on  helping  employers  comply  with 
existing  standards  in  individual  workplaces.  This  is  clearly  out 
of  balance. 

The  situation  is  even  worse  when  it  comes  to  enforcing  the 
standards.  On  average,  workers  can  expect  to  see  OSHA  in  their 
workplace  only  once  every  40  or  50  years.  No  wonder  so  many 
employers  and  workers  are  completely  unfamiliar  with  the  basics 
of  OSHA's  rules  for  workplace  safety  and  health. 

In  addition,  the  penalties  collected  by  OSHA  are  still  well  below 
those  necessary  to  create  the  deterrent  effect  which  the  Congress 
initially  intended.  Indeed,  when  the  Congress  in  1990  increased 
maximum  penalties  by  a  factor  of  seven,  we  expected  to  see 
penalties  rise  substantially. 

Unfortunately,  penalties  have  only  about  doubled  since.  Average 
penalties  for  "Serious"  violations  are  still  less  than  $1,000  — 
well  below  the  new  $7,000  maximum.  It  is  clear  that  OSHA  is 
obligated  to  make  a  good-faith  effort  to  comply  with  the 
Congressional  intent,  and  develop  penalty  policies  consistent 
with  that  intent. 

Better  targeting,  though  better  knowledge 

One  of  OSHA's  major  difficulties  in  "making  the  most"  of  its 
limited  resources  is  its  inability  to  pinpoint  the  worst 
workplaces.  This  problem  was  due  in  major  part  to  the  hostility 
of  the  previous  two  administrations  to  OSHA's  mission.  In 
addition,  the  long-standing  surveys  of  worker  injuries  carried 
out  by  the  Bureau  of  Labor  Statistics  have  suffered  from  two 
serious  limitations,  at  least  with  respect  to  assisting  OSHA's 
performance: 

1)  the  Survey  only  covers  a  sample  of  employers  in  high-risk 
industries,  and  omits  many  —  if  not  most  —  of  the 
employers  with  the  highest  rates  of  worker  injuries. 

2)  the  BLS  considers  the  employer  reports  for  this  survey  to 
be  confidential  information  in  the  same  manner  that  the  BLS 
guards  the  confidentiality  of  all  other  BLS  surveys  of 
individual  establishments. 

BLS  is  in  the  process  of  producing  a  new  Annual  Survey.  The 
Survey  will  provide  a  much  greater  level  of  detail  regarding  the 
patterns  and  trends  of  worker  injuries,  and  deserves  the 
Committees  continued  support  as  well.  Unfortunately,  it  will 
still  fail  to  address  the  needs  of  not  only  OSHA  but  also 
employers  and  workers  for  the  establishment- level  data  which  can 
drive  effective  enforcement  and  other  programs  to  reduce  worker 
injuries. 
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Last  year,  this  Committee  has  the  foresight  to  understand  this 
problem  and  request  that  the  Secretary  report  to  the  Committee  on 
the  adequacy  of  the  labor  Department's  data  programs  for  worker 
injuries,  illnesses  and  hazardous  exposures. 

Since  then,  the  Secretary  has  apparently  authorized  OSHA  to 
directly  undertake  the  collection  of  the  most  important 
information  —  the  number  of  injuries  and  illnesses  at  specific 
establishments.  We  understand  that  the  Secretary  will  shortly 
provide  the  Committee  with  a  full  report  on  the  issue. 

However,  we  wish  to  tell  the  Committee  that  such  an  initiative, 
even  on  a  limited  scale,  would  greatly  enhance  OSHA's 
effectiveness.  We  believe  that  any  such  initiative  deserves  the 
Committee's  support  as  well. 

Worker  and  employer  empowerment  —  a  way  beyond  OSHA's  limits 
But  even  if  OSHA  were  to  increase  its  tiny  inspection  force  by  as 
much  as  10%  per  year,  that  would  make  only  a  small  dent  in  the 
frequency  of  inspections  at  the  hundreds  of  thousands  of  high- 
hazard  worksites.  This  nation  must  hold  employers  more 
accountable  for  the  safety  and  health  of  their  workers.  Likewise, 
we  must  assure  that  workers  are  given  the  opportunity  —  indeed, 
the  right  —  to  take  more  responsibility  for  their  own  safety. 

It  is  with  this  spirit  that  ACTWU,  the  AFL-CIO  and  a  multitude  of 
other  organizations  are  supporting  HR  1280  —  the  OSHA  Reform 
bill.  The  centerpiece  of  this  legislation  is  the  mandate  to 
employers  and  workers  to  cooperate  in  a  forceful  program  to 
identify  workplace  hazards  and  see  to  it  that  those  hazards  are 
corrected.  The  bill  would  require  employers  to  provide  multiple, 
flexible  opportunities  for  involving  their  workers  in  such 
efforts,  including  —  for  the  first  time  in  history  —  the 
widespread  establishment  of  workplace  safety  programs  and  the 
institution  of  substantial  worker  training  efforts.  We  commend 
the  House  Committee  on  Educating  and  Labor  for  approving  this 
legislation  in  the  last  Congress. 

In  December,  Secretary  Reich  notified  Chairman  Ford  that  the 
Administration  strongly  supports  this  legislation: 

Your  bill  introduces  new  ways  to  "reinvent"  regulation  of 
workplace  health  and  safety  through  comprehensive  health  and 
safety  programs  and  joint  safety  and  health  committees. 
Empowering  workers  to  participate  in  safety  and  health 
activities  and  encouraging  employees  and  management  to 
cooperate  to  improve  the  places  in  which  they  work  will  save 
lives  and  tax  dollars,  and  will  make  government  regulation 
less  burdensome. 
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We  fervently  hope  that  this  legislation  will  be  approved  by  the 
Congress  this  year.  It  will  necessarily  involve  a  major  expansion 
of  OSHA's  activities  for  several  years  to  come,  including  the 
issuance  of  new  regulations  on  both  these  and  other  initiatives. 

We  call  upon  the  Appropriations  Committee  to  provide  OSHA  —  as 
well  as  its  sister  agency  NIOSH  —  with  the  substantial 
additional  support  that  they  both  urgently  reguire  to  respond  to 
the  needs  describe  above,  as  well  as  to  this  new  mandate. 


Amalgamated  Clothing  and  Textile  Workers  Union 
15  Union  Square 
New  York,  NY  10003 

212-242-0700 
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Mrs.  Lowey.  I  want  to  thank  you  for  your  testimony. 

I  will  never  forget  personally  my  first  year  on  the  Education  and 
Labor  Committee  before  I  became  a  part  of  the  Appropriations 
Committee,  testimony  from  those  who  witnessed  the  fire  at  the 
Hamlet  chicken  plant.  I  will  never  forget  the  impact  on  the  com- 
mittee and  those  deaths.  That  was  so  absolutely  unnecessary. 

I  personally  appreciate  your  testimony.  I  appreciate  your  sugges- 
tions. I  know  that  we  will  take  them  very  seriously.  Please  send 
my  best  regards  to  your  great  leader,  Jack  Sheinkman. 


Thursday,  February  3,  1994. 

WITNESS 

FRANK  W.  FITCH,  M.D.,  FEDERATION  OF  AMERICAN  SOCIETIES  FOR 
EXPERIMENTAL  BIOLOGY 

Mrs.  Lowey.  The  next  witness  will  be  Frank  Fitch,  President  of 
the  Federation  of  American  Societies  for  Experimental  Biology. 

Dr.  Fitch.  Madam  Chair  and  distinguished  Members  of  the  sub- 
committee, I  am  Dr.  Frank  Fitch,  President  of  the  Federation  of 
American  Societies  for  Experimental  Biology,  FASEB.  I  represent 
41,000  working  scientists.  You  have  received  our  written  testimony, 
but  I  would  like  to  make  some  comments  about  it. 

FASEB  appreciates  this  opportunity  to  testify  before  your  Sub- 
committee concerning  the  fiscal  1995  appropriation  for  the  Na- 
tional Institutes  of  Health.  Mr.  Chairman,  we  fully  agree  with  a 
statement  you  made  last  year  that  NIH  "is  the  research  agency  of 
the  world — as  far  as  achievements  are  concerned.  There  is  nothing 
in  the  world  like  the  National  Institutes  of  Health." 

NIH  is  truly  in  a  class  by  itself,  thanks  to  the  work  of  this  sub- 
committee. We  are  grateful  to  this  subcommittee  for  its  strong  sup- 
port for  NIH  through  the  years.  We  especially  appreciate  your  gen- 
erosity to  NIH  in  fiscal  1994,  providing  it  with  an  appropriation  of 
almost  $11  billion  in  the  face  of  a  very  difficult  fiscal  situation. 

FASEB's  funding  recommendation  for  NIH  for  fiscal  1995  is 
$11,934  billion,  an  increase  of  8.9  percent  over  the  fiscal  1994  ap- 
propriation. We  also  recommend  that  NIH  support  nearly  25,000 
research  project  grants  in  the  new  fiscal  year.  These  recommenda- 
tions are  based  on  the  deliberations  of  a  FASEB  consensus  con- 
ference which  met  in  November  to  review  the  life  science  budgets 
of  seven  federal  agencies  in  addition  to  NIH. 

NIH  is  the  principal  biomedical  research  agency  of  the  federal 
government.  The  research  it  supports  expands  fundamental  knowl- 
edge about  living  systems,  and  applies  that  knowledge  to  improve 
health,  extend  lives  and  reduce  the  burdens  of  disease.  Research 
advances  have  reaffirmed  the  extraordinary  value  of  NIH-sup- 
ported  research  efforts. 

Insights  into  fundamental  principles  of  biology  have  elucidated 
disease  mechanisms  and  led  to  improved,  cost-effective  therapies. 
Drugs  that  block  hormone  action  have  proven  to  be  effective  in 
treating  some  prostate  and  breast  cancer  patients,  and  these  ap- 
proaches are  now  being  evaluated  in  thousands  of  men  and  women 
to  determine  whether  they  also  can  prevent  such  cancers. 
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Death  and  morbidity  from  heart  attacks  have  been  significantly 
reduced  as  the  result  of  the  development  of  drugs  which  prevent 
the  obstruction  of  blood  vessels  in  the  heart.  Discoveries  of  the 
ways  to  manipulate  DNA  have  initiated  new  approaches  both  to  di- 
agnosis and  treatment  of  many  diseases,  including  cystic  fibrosis, 
colon  cancer,  muscular  dystrophy,  diabetes  and  Alzheimer's  dis- 
ease. 

Eighty  percent  of  biomedical  research  supported  by  NIH  is  car- 
ried out  by  institutions  scattered  throughout  the  Nation.  This  bio- 
medical research  has  created  skilled  jobs  and  strengthened  the  Na- 
tion's competitiveness  internationally.  Biomedical  research  is  the 
basis  for  the  new  biotechnology  industry,  a  field  in  which  the  U.S. 
clearly  is  the  world  leader. 

The  number  of  people  employed  in  the  biotechnology  industry  in 
1992  was  97  thousand,  a  23  percent  increase  over  the  prior  year, 
according  to  data  reported  by  the  accounting  firm  of  Ernst  & 
Young.  It  has  been  estimated  that  the  biotechnology  industry  will 
grow  to  annual  revenues  of  $50  billion  by  the  year  2000. 

America's  international  leadership  in  biomedical  research  is  a  di- 
rect result  of  its  investment  in  the  ingenuity  of  individual  scientists 
and  physicians  working  in  medical  schools,  universities  and  gov- 
ernment laboratories.  The  growth  of  the  NIH  appropriation  has  al- 
lowed continuous  support  of  established  scientists  and  the  recruit- 
ment of  the  most  innovative  and  energetic  young  scientists  enter- 
ing the  life  sciences  research  field. 

The  opportunities  in  biomedical  research  have  never  been  great- 
er. However,  the  growth  potential  of  this  dynamic  sector  of  the  U.S. 
economy  is  being  limited  by  the  fact  that  only  one  quarter  or  less 
of  the  research  projects  approved  by  rigorous  NIH  peer  review  are 
being  funded,  resulting  in  an  unacceptable  level  of  missed  opportu- 
nities. 

Support  for  basic  biomedical  research  will  insure  that  opportuni- 
ties for  critical  insights  into  important  medical  problems  do  not  go 
unrealized.  Untargeted  research  provides  the  base  of  knowledge 
from  which  all  medical  advances  arise.  Real  reform  of  the  health 
care  system  depends  on  fundamental  research. 

In  summary,  FASEB  notes  with  gratitude  that,  even  in  difficult 
times,  Congress  has  appreciated  the  importance  of  investing  in 
basic  biomedical  research.  Congressional  support  for  the  promise  of 
what  scientific  creativity  can  produce  has  made  possible  the  im- 
pressive progress  in  biomedicine.  We  hope  that  you  will  be  able  to 
continue  and  even  expand  this  much-needed  investment  in  the  fu- 
ture. 

Thank  you. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  Members  of  the  Subcommittee: 

I  am  Frank  W.  Fitch,  MD,  PhD,  President  of  the  Federation  of  American  Societies 
for  Experimental  Biology  (FASEB),  an  organization  of  nine  scientific  societies 
whose  more  than  41,000  members  conduct  biomedical  research  at  all  of  the  major 
universities  and  other  research  centers  in  the  U.S.   I  also  am  Director  of  the  Ben 
May  Institute  at  the  University  of  Chicago. 

FASEB  appreciates  the  opportunity  to  testify  before  your  Subcommittee  concerning 
the  fiscal  1995  appropriation  for  the  National  Institutes  of  Health.  Mr.  Chairman, 
we  fully  agree  with  a  statement  you  made  last  year  that  NIH  "is  the  research 
agency  of  the  world. ..as  far  as  achievements  are  concerned.   There  is  nothing  in  the 
world  like  the  National  Institutes  of  Health." 

NIH  is  truly  in  a  class  by  itself.   We  are  proud  of  the  privileges  that  NIH- 
supported  research  has  given  us  to  advance  our  understanding  of  the  mechanisms 
of  disease  and  to  lay  the  groundwork  for  finding  methods  for  their  treatment  and 
prevention.   Indeed,  more  than  80  percent  of  this  research  is  conducted  extramural 
to  NIH  by  tens  of  thousands  of  scientists  of  diverse  backgrounds  and  cultures. 

We  are  grateful  to  this  subcommittee  for  its  strong  support  for  the  research 
institutes  down  through  the  years.  We  especially  appreciate  your  generosity  to 
NIH  in  fiscal  1994,  providing  it  with  an  appropriation  of  almost  $11  billion  in  the 
face  of  a  very  difficult  fiscal  situation. 

The  Federation's  funding  recommendation  for  NIH  for  fiscal  1995  is 
$11,934  billion,  an  increase  of  8.9  percent  over  the  fiscal  1994 
appropriation.   We  also  recommend  that  NIH  support  nearly  25,000 
research  project  grants  in  the  new  fiscal  year. 

I  will  elaborate  on  the  rationale  for  our  proposals  in  a  moment.   But  let  me  say 
that  the  recommendations  are  based  on  the  deliberations  of  a  Consensus 
Conference  of  the  nine  FASEB  Societies  which  met  in  November  to  draw  up 
funding  proposals  for  the  coming  fiscal  year.   The  Consensus  Conference  also 
reviewed  the  life  science  budgets  of  seven  federal  agencies  in  addition  to  NIH.   It 
was  the  most  comprehensive  examination  of  federal  research  programs  ever 
undertaken  by  our  organization. 

NIH  is  the  principal  biomedical  research  agency  of  the  federal  government, 
working  to  expand  fundamental  knowledge  about  the  nature  and  behavior  of 
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living  systems.   It  applies  that  knowledge  to  improve  health,  extend  lives  and 
reduce  the  burdens  resulting  from  disease  and  disability.   Biomedical  research  also 
is  an  increasingly  important  contributor  to  the  U.S.  economy.   Such  research  leads 
to  the  creation  of  skilled  jobs  and  strengthens  the  nation's  competitiveness  in  the 
international  economy. 

The  nation's  international  leadership  in  biomedical  research  is  a  direct  result  of  its 
willingness  to  invest  in  the  ideas  and  ingenuity  of  individual  scientists  and 
physicians  working  in  medical  schools,  universities  and  government  laboratories. 
The  growth  of  the  NIH  appropriation  has  allowed  continuous  support  of 
established  scientists  and  the  recruitment  of  the  most  innovative  and  energetic 
young  scientists  entering  the  life  sciences  research  field. 

RESEARCH  ADVANCES 

The  research  advances  made  in  the  last  several  years  have  affirmed  the  value  of 
NIH-supported  research  efforts.   Science  News  compiled  a  list  of  20  landmark 
discoveries  in  the  biomedical  sciences  during  1993.   Ninety-five  percent  of  the 
discoveries  acknowledged  direct  support  from  NIH.  These  studies  included 
important  discoveries  related  to  cancer,  high  blood  pressure,  AIDS,  Alzheimer's 
Disease,  diabetes,  multiple  sclerosis  and  tuberculosis. 

Insights  into  fundamental  principles  of  biology  continue  at  an  increasing  rate  to 
pay  dividends,  elucidating  disease  mechanisms  and  leading  to  improved,  cost- 
effective  therapies.   Let  me  cite  several  examples: 

Drugs  that  block  hormone  action  have  proven  to  be  effective  in 
treating  some  prostate  and  breast  cancer  patients.  These  approaches 
are  now  being  evaluated  in  thousands  of  men  and  women  to 
determine  whether  they  can  be  effective  in  preventing  such  cancers. 

Death  and  morbidity  from  heart  attacks  have  been  significantly 
reduced  as  the  result  of  the  development  of  drugs  which  prevent  the 
obstruction  of  blood  vessels  in  the  heart. 

°        Identification  of  mechanisms  by  which  the  immune  system 
distinguishes  between  normal  and  abnormal  human  cells  has  led  to 
the  development  of  drugs  that  permit  transplantation  of  organs  from 
one  individual  to  another. 

°        Discoveries  of  the  ways  to  manipulate  DNA  have  initiated  a  new 
approach  to  both  diagnosis  and  therapy  of  many  diseases,  including 
amyotrophic  lateral  sclerosis,  cystic  fibrosis,  colon  cancer,  muscular 
dystrophy,  diabetes  and  Alzheimer's  disease. 
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Biomedical  research  has  provided  the  foundation  for  the  establishment  of  the  new 
biotechnology  industry,  one  of  the  few  fields  in  which  the  U.S.  is  the  world  leader. 
The  number  of  people  employed  in  the  biotechnology  industry  in  1992  was  97,000, 
a  23  percent  increase  over  the  prior  year,  according  to  data  reported  by  the 
accounting  firm  of  Ernst  &  Young.   It  has  been  estimated  that  the  biotechnology 
industry  will  eventually  grow  to  annual  revenues  of  $50  billion  by  the  year  2000, 
making  it  an  important  economic  resource  to  the  nation. 

The  opportunities  in  biomedical  research  have  never  been  greater,  but  the  growth 
potential  of  this  dynamic  sector  of  the  U.S.  economy  is  being  limited  by  the  fact 
that  only  one-quarter  or  less  of  the  research  projects  approved  by  rigorous  NIH 
peer  review  are  being  funded.   Only  half  of  the  research  projects  rated  excellent  or 
outstanding  received  funding,  resulting  in  an  unacceptable  level  of  missed 
opportunities  to  advance  our  knowledge  of  disease  mechanisms. 

The  fiscal  plan  developed  by  the  FASEB  Consensus  Conference  reflects  a 
commitment  to  the  goal  of  maintaining  America's  leadership  in  biomedical 
research,  along  with  a  recognition  of  the  financial  constraints  posed  by  deficit- 
reduction  strategies.  The  plan  provides  for  an  increase  in  the  number  of  new 
research  projects,  retains  cost-controlling  measures,  maintains  the  current  level  of 
training  of  new  research  personnel  and  requests  modest  increases  in  average 
project  costs.   These  goals  can  be  accommodated  by  increasing  the  NIH  budget  8.9 
percent  above  the  FY  94  appropriated  level. 

RECOMMENDATIONS 

We  recommend  that  funds  be  provided  in  FY  95  to  support  24,932  total  research 
project  grants,  a  five  percent  increase  over  the  number  of  grants  scheduled  for 
funding  in  the  current  fiscal  year.  This  will  enable  NIH  to  address  the  problem 
associated  with  two  renewal  cycles  coming  to  maturity  in  one  year. 

Because  many  awards  made  in  1990  and  1991  will  complete  their  funding  cycle  in 
1994,  there  will  be  an  increase  in  the  number  of  competing  renewal  applications 
for  1995.   A  total  of  24,932  grants  will  allow  NIH  to  address  the  increased  number 
of  competing  renewals  without  decreasing  the  number  of  new  projects  that  can  be 
funded. 

Our  conferees  believe  a  stable  number  of  new  and  competing  grants  in  future 
years  will  maintain  opportunities  for  new  investigators,  allow  the  very  best 
established  investigators  to  continue  their  work,  accommodate  the  NIH  cost 
management  plan  recommended  by  Congress,  and  enable  a  steady  and  responsible 
rate  of  growth  in  the  overall  research  effort. 
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Other  recommendations  based  on  the  results  of  our  November  Consensus 
Conference: 

°        NIH  training  programs  should  be  continued  at  the  current  level 
of  approximately  15,022  positions  and  merit  a  total  investment  of  $440 
million  for  FY  95. 

°        This  recommended  training  investment  provides  for  an  increase 
in  stipends  for  pre  and  postdoctoral  trainees  and  fellows  to  a  more 
appropriate  level.   For  example,  the  predoctoral  stipend  should  be 
increased  from  $8,800  to  $12,000  for  the  first  year  of  appointment 
This  figure  should  be  increased  by  five  percent  per  year  in 
subsequent  years  of  training. 

°  The  important  Medical  Scientist  Training  Program  should  be 
increased  by  50  trainees  per  year  for  each  of  the  next  five  years  to 
reach  a  total  of  1,000. 

°        An  additional  $50  million  should  be  added  to  the  FY  95  NIH 
budget  for  shared  instrumentation,  to  be  awarded  through  competitive 
review. 

°        $100  million  should  be  provided  to  the  Office  of  the  Director  to 
support  special  opportunities  for  innovative,  cutting-edge  research; 
fund  promising  young  investigators  who  otherwise  might  not  receive 
NIH  research  awards,  and  provide  $20  million  to  the  successful 
Shannon  Awards  program. 

Mr.  Chairman,  the  other  specifics  of  our  consensus  recommendations  are  contained 
in  the  report  of  our  November  conference  and  we  commend  it  to  the 
Subcommittee's  attention.  I  will  be  pleased  to  answer  your  questions. 
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Mrs.  Lowey.  Thank  you,  Dr.  Fitch. 

As  you  know,  you  have  many  strong  supporters  of  NIH  on  this 
committee.  Among  the  strongest  supporters  is  Mr.  Porter,  my  col- 
league. 

Mr.  Porter. 

Mr.  Porter.  Thank  you,  Madam  Chair. 

Madam  Chair,  you  might  know  that  Dr.  Fitch  is  at  the  Univer- 
sity of  Chicago  and  we  are  very  proud  of  the  work  that  he  does. 

Looking  at  the  numbers  that  you  have  suggested,  if  I  read  them 
correctly,  Dr.  Fitch,  you  have  requested  a  8.9  percent  funding  in- 
crease for  NIH  for  next  year,  but  you  have  also  asked  for  a  total 
number  of  grants  that  are  new,  competing  and  continue,  be  placed 
at  24,932.  To  what  extent  is  the  increase  in  the  funding  and  the 
number  of  grants  a  trade-off  of 'dollars  for  grant  support  and  does 
it  reflect  FASEB's  sensitivity  to  the  budget  situation  that  we  face? 

Dr.  Fitch.  I  think  we  are  very  appreciative  of  the  difficult  budget 
situation.  We  think  the  investment  in  biomedical  research  does,  in 
fact,  represent  an  investment  in  the  future.  There  is  an  increase 
in  the  number  of  grants.  In  fact,  there  will  be  a  greater  increase 
in  the  number  of  new  grants  that  might  be  evident  from  this  be- 
cause of  the  fact  that  the  number  of  continuing  grants  is  decreas- 
ing during  the  coming  year  because  of  the  decrease  in  the  duration 
of  the  grants.  We  think  that  this  is  a  prudent  balance  between 
what  we  think  we  need  to  have  to  accomplish  the  goals  and  what 
we  think  is  likely  to  be  realistic. 

Mr.  Porter.  You  represent  an  organization  of  individual  sci- 
entific investigators  engaged  in  fundamental  research.  How  would 
you  characterize  the  contributions  such  scientists  make  in  the  ef- 
fort to  develop  treatments  and  cures  for  the  range  of  human  dis- 
eases? 

Dr.  FlTCH.  One  thing  that  becomes  clear  as  you  examine  how  the 
advances  come  about,  is  that  they  often  come  from  unexpected 
sources.  The  development  of  the  polio  vaccine  which  has  greatly  re- 
duced human  suffering  came  about  only  because  people  understood 
viral  replication,  understood  the  ability  to  grow  mammalian  cells  in 
tissue  culture  which  could  provide  the  source  of  the  virus. 

There  are  many  examples  that  the  basic  contributions  lead  rath- 
er directly  to  improvements  in  both  the  diagnosis  and  treatment  of 
human  disease.  As  I  mentioned,  we  feel  strongly  that,  in  fact,  re- 
form in  health  care  can  come  about  as  we  understand  diseases  bet- 
ter and  can  prevent  them  rather  than  having  to  treat  them.  This 
is  what  Lou  Thomas  talked  about  as  halfway  technology. 

The  example  he  used  was  the  iron  lung  in  polio.  I  think  that 
there  are  a  number  of  examples  where  by  prevention  we  will  end 
up  with  great  economic  benefits. 

Mr.  Porter.  This  is  where  the  major  cost  savings  in  health  care 
lies. 

Dr.  Fitch.  That  will  lead  to  the  greatest  savings  in  health  care 
costs. 

Mr.  Porter.  I  think  that  is  a  message  that  we  really — you  and 
I  and  everyone  who  understands  it  at  least  a  little  bit  from  our 
standpoint — must  send  to  the  American  people  that  this  is  a  very, 
very  high  priority,  because  the  potential  savings  lie  in  support  for 
research. 
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Dr.  Fitch.  We  have  taken  seriously  our  task  of  educating  the 
public  in  terms  of  the  importance  of  basic  research  in  terms  of  the 
final  outcomes.  We  are  taking  this  very  seriously. 

Mr.  Porter.  Thank  you. 

Mrs.  Lowey.  Thank  you,  doctor. 


Thursday,  February  3,  1994. 

WITNESS 
CATHERINE  AHL,  NATIONAL  MILITARY  FAMILY  ASSOCIATION 

Mrs.  Lowey.  Catherine  Ahl,  of  the  National  Military  Family  As- 
sociation. We  appreciate  your  work  in  support  of  our  families  for 
those  who  are  there  defending  our  freedoms. 

Ms.  Ahl.  NMFA  and  the  families  we  represent  are  extremely 
grateful  to  this  subcommittee  for  your  efforts  on  behalf  of  military 
children.  Each  year  you  have  insured  that  Impact  Aid  funding  was 
available  for  these  children. 

Although  NMFA  supports  funding  for  all  Impact  Aid,  today  I  will 
concentrate  on  Impact  Aid  "B"  students.  Bellevue  school  district  in 
Nebraska,  near  Offutt  Air  Force  Base,  receives  $250  per  vehicle  li- 
censed in  the  county.  The  district  estimates  a  loss  of  over  $3.5  mil- 
lion because  vehicles  belonging  to  military  personnel  do  not  have 
to  be  licensed  in  the  county,  but  may  be  licensed  at  the  member's 
home  of  record. 

If  impacted  Aid  "B"  funding  were  eliminated  over  three  years  as 
the  administration  proposed  last  year,  the  potential  loss  to  Belle- 
vue in  three  years  could  be  $3.4  million.  The  loss  to  the  district, 
which  educates  over  4,500  military  students,  more  than  half  its 
total  student  body,  would  be  devastating. 

Even  a  small  school  district  can  be  affected  by  low  Impact  Aid 
payments.  Carlisle  area  school  district  in  Pennsylvania,  near  the 
Army  War  College,  only  has  787  military  students,  15.6  percent  of 
the  total  student  population.  The  school  district  is  in  a  rural  area 
and  transportation  costs  are  high,  $278  per  student  per  year.  How- 
ever, the  district  doesn't  receive  enough  funding  per  "B"  student  to 
even  pay  for  their  transportation  cost. 

As  more  military  installations  enter  the  closure  and  realignment 
phase,  large  numbers  of  students  will  be  transferred  from  one  mili- 
tary impacted  district  to  another.  Since  government  housing  at 
most  gaining  installations  is  full,  the  overwhelming  number  of  in- 
coming military  children  will  be  impact  Aid  "B"  children. 

According  to  the  Chicago  Tribune,  when  Great  Lakes  becomes 
the  Navy's  only  training  center,  the  current  static  population  of  11 
thousand  will  double.  The  majority  of  children  will  be  "B"s.  Last 
spring,  the  North  Chicago  School  District,  which  serves  the  stu- 
dents from  Great  Lakes,  had  a  $1.5  million  deficit  and  announced 
that  schools  would  not  open  in  the  fall  of  1993.  Only  an  emergency 
appropriation  from  the  State  of  Illinois  plus  DOD  funds  allowed 
schools  to  open  on  August  26. 

On  October  20,  however,  the  teachers  went  out  on  strike.  One 
compelling  story  which  came  out  of  the  strike  involved  the  Navy 
family  of  Chief  Petty  Officer  Wilson.  He  and  his  wife  had  decided 
if  the  strike  lasted  more  than  2  weeks  they  would  enroll  their 
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seven  year  old  son,  Andrew  in  a  private  school.  When  they  found 
all  the  private  schools  were  full  and  had  waiting  lists,  the  Wilsons 
were  faced  with  a  difficult  decision.  Since  they  had  no  idea  how 
long  the  strike  would  last  and  were  very  concerned  about  Andrew's 
education,  they  decided  to  send  him  to  live  with  his  grandparents 
and  attend  school  close  to  their  home  in  Wisconsin,  130  miles  away 
from  Chicago. 

Andrew  seemed  to  accept  this  until  the  day  before  he  was  to 
leave.  As  tears  streamed  down  his  face,  his  parents  told  him,  "An- 
drew, it's  not  because  we  don't  want  you.  The  only  reason  we  are 
doing  this  is  so  you  can  go  to  school."  On  December  6,  classes  fi- 
nally resumed,  school  was  then  scheduled  to  end  on  June  28,  if  no 
snow  days  were  needed.  Families  scheduled  to  move  this  summer 
are  again  faced  with  separation,  with  the  military  member  going 
on  to  the  new  duty  station  and  the  rest  of  the  family  waiting  for 
the  end  of  school. 

There  is  a  certain  irony  that  in  his  1991  testimony  before  this 
subcommittee,  then  Congressman  Leon  Panetta,  now  director  of 
OMB,  stated: 

Impact  Aid  is  an  entitlement  program — payments  for  services  rendered,  not  some 
unnecessary  luxury  that  can  be  easily  cut  back  in  times  of  fiscal  restraint. 

However,  in  April  of  1993,  OMB's  Associate  Director  of  Human 
Resources  /wrote  in  a  letter  to  NMFA  that  cuts  in  "B"  payments 
are:  "Essential  to  reducing  the  deficit"  and  "we  believe  that  the  fed- 
eral payments  for  "B"  children  are  a  relatively  low  priority  for  lim- 
ited Federal  resources." 

/Military-impacted  school  districts  do  not  consider  payments  for 
'B"  children  a  low  priority.  Copperas  school  district,  outside  Ft. 
Hood,  Texas,  saw  an  increase  of  21  percent  in  military  students 
this  school  year,  almost  totally  "B"  students. 

The  district  has  added  new  wings  onto  all  of  their  existing 
schools,  built  a  new  elementary  school,  has  18  temporary  class- 
rooms, and  tries  to  educate  1,100  junior  high  school  students  in  a 
school  built  for  900  students.  The  district  has  been  told  by  the 
Army  to  expect  2,500  more  soldiers  to  transfer  from  Ft.  Polk  be- 
tween January  and  June  of  this  year.  Copperas  Cove  aoes  not  con- 
sider Impact  Aid  funds  for  "B"  students  a  low  priority. 

Not  only  military-connected  children,  but  all  children  in  these 
schools  are  put  at  an  educational  disadvantage  when  Impact  Aid 
is  not  adequately  funded. 

Thank  you. 

[The  prepared  statement  follows:] 
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The  National  Military  Family  Association  (NMFA)  is  a  non-profit,  predominantly 
volunteer  organization  composed  of  members  from  the  seven  uniformed 
services,  active  duty,  retired,  reserve  component,  and  their  family  members  and 
survivors.   NMFA  is  the  only  national  organization  whose  sole  focus  is  the 
military  family  and  whose  goal  is  to  influence  the  development  and 
implementation  of  policies  which  will  improve  the  lives  of  those  family  members. 
NMFA  appreciates  this  opportunity  to  express  its  views. 

Mr.  Chairman,  NMFA  and  the  families  we  represent  are  extremely  grateful  to 
you  and  this  Subcommittee  for  your  untiring  efforts  on  behalf  of  military  children. 
For  twelve  years  the  administration's  budget  denied  funding  for  military  Impact 
Aid  "b"  students,  and  each  year  you  ensured  funding  was  available  for  these 
children.  Last  year  the  administration's  request  for  "b"  students  was  only  50%  of 
the  FY  93  appropriation.  This  Subcommittee  recommended  funding  at  the 
same  level  as  FY  93.  After  conferring  with  the  Senate  the  final  appropriation 
was  only  $500,000  less  while  funding  for  "a"  students  was  increased  by 
$46,365,000.   Funding  for  3(d)(2)(B)  and  Section  2  was  twice  as  much  as  the 
administration  requested.  Our  Association  presented  its  annual  award  to  you 
this  past  December  in  recognition  of  your  tireless  efforts  over  the  years  for  the 
education  of  military  students.   I  would  like  to  publicly  thank  you  again  on  behalf 
of  all  military  families  and  their  children. 

BACKGROUND 
Since  the  early  1800s  the  federal  government  has  recognized  its  obligation  to 
provide  an  education  for  military  students.  However,  during  the  early  years 
funding  for  schools  was  uneven  and  sporadic.   P.L.  81-874,  passed  in  1950, 
provided  a  mechanism  for  consistent  funding  of  the  government's  obligation  to 
these  students.  Public  school  districts  with  military  students  were  given 
adequate  monies  to  provide  these  children  a  basic  education.  The  law  states: 
[it  is] ".  .  .the  policy  of  the  United  States  to  provide  financial  assistance  for  those 
local  educational  agencies  upon  which  the  United  States  has  placed  financial 
burden."    The  original  intent  of  P.L  81-874  was  to  provide  payment  equal  to  the 
local  per-pupil  costs  for  students  whose  military  parent  both  lived  and  worked 
on  a  federal  installation  ("a"  student).  The  law  also  provided  one  half  of  the 
local  per-pupil  cost  for  students  whose  military  parent  worked  on  a  federal 
installation  but  lived  in  the  civilian  community  ("b"  student).  The  difference  in 
funding  recognized  the  payment  of  some  taxes  (usually  real  estate  taxes)  by 
military  members  living  in  the  civilian  community.   In  1953,  funding  was  reduced 
with  a  provision  that  payment  for  an  "a"  student  could  not  fall  below  one-half  of 
the  state  or  national  average  cost  per  pupil,  whichever  was  greater.  For  "b" 
students,  the  minimum  rate  was  one  half  that  of  an  "a"  student. 

Since  the  enactment  of  P.L  81-874  many  changes  have  been  made  to  what 
was  a  relatively  simple  method  to  provide  military  students  with  a  basic 
education.  Numerous  subsets  of  categories  which  receive  different  levels  of 
funding,  "waves"  of  funding,  and  assorted  other  provisions  now  make  the  intent 
of  the  law,  providing  a  basic  education  for  military  children,  unintelligible. 
These  complicated  additions  were  not  due  to  defects  in  the  original  law  or  faulty 
administration  by  the  Department  of  Education,  but  were  caused  by  decreased 
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funding.   New  language  has  been  added  almost  annually  in  an  effort  to  meet 
the  educational  needs  of  children  in  the  more  heavily  impacted  districts  as  well 
as  those  needs  arising  from  emergency  situations  in  individual  school  districts. 
Each  addition  further  complicates  the  program.   Hopefully,  these  problems  will 
be  corrected  by  the  reauthorization  of  Impact  Aid  being  worked  on  by  the 
Education  Committees. 

FINANCIAL  IMPACT  OF  "b"  STUDENTS 
Local  tax  revenues  are  lost  when  a  child's  military  parent  both  resides  and 
works  on  a  federal  installation.  The  military  parent  who  resides  in  a  civilian 
community  does  provide  local  tax  revenue  through  real  estate  property  taxes. 
However,  both  local  communities  and  states  have  increasingly  used  sources 
other  than  real  estate  property  taxes  to  fund  education.  Most  of  these  taxes, 
such  as  personal  property  taxes,  local  sales  taxes,  license  fees  and  state  or 
local  income  taxes,  are  not  paid  to  the  local  community  by  military  members 
unless  they  happen  to  be  residing  at  their  legal  residence. 

Bellevue  School  District  in  Sarpy  County,  Nebraska,  educates  children  whose 
military  parent  works  at  Offutt  Air  Force  Base.  The  school  district  receives  $250 
per  vehicle  licensed  in  Sarpy  County.  The  district  estimates  a  loss  of 
$3,575,000  because  vehicles  belonging  to  military  personnel  do  not  have  to  be 
licensed  in  the  county,  but  may  be  licensed  at  the  member's  home  of  record.  If 
Impact  Aid  "b"  funding  were  eliminated  over  three  years  as  the  administration 
proposed  last  year,  the  potential  loss  to  Bellevue  in  three  years  could  be  $3.4 
million.  The  loss  to  the  district,  which  educates  over  4500  military  students, 
more  than  half  its  total  student  body,  would  be  devastating! 

Even  a  small  school  district  can  be  affected  by  low  Impact  Aid  payments. 
Carlisle  Area  School  District  in  Pennsylvania,  which  educates  children  whose 
military  parent  works  at  Carlisle  Barracks  or  attends  the  Army  War  College,  only 
has  787  military  students,  15.6%  of  the  total  student  population.  The  school 
district  is  in  a  rural  area  and  transportation  costs  are  high,  $278  per  student  per 
year.  However,  the  district  does  not  even  receive  enough  funding  per  "b" 
student  to  pay  for  transportation. 

BRAC  EFFECTS 
As  more  installations  enter  the  closure  and  realignment  phase,  large  numbers 
of  students  will  be  transferred  from  one  district  to  another.  As  with  the  return  of 
forces  from  Germany,  the  overwhelming  number  of  incoming  military  children 
will  be  Impact  Aid  "b"  children.  Government  housing  at  most  gaining 
installations  is  at  100%  occupancy,  and  it  is  the  stated  policy  of  the  Department 
of  Defense  that  two-thirds  of  personnel  live  in  the  civilian  community.   If  new 
students  arrive  by  the  hundreds  and  force  school  districts  to  acquire  15  to  20  or 
more  portable  classrooms,  increase  the  number  of  students  per  class  by  5%  to 
10%,  and  find  and  hire  additional  staff,  some  form  of  compensation  must  be 
available  to  them.   Fortunately  DoD  has  provided  some  funding  to  heavily 
military-impacted  school  districts  for  the  last  three  years.  With  the  mood  of  the 
country  and  of  some  in  Congress  to  cut  more  from  the  Defense  budget,  we 
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cannot  expect  these  supplementary  funds  to  be  appropriated  indefinitely.  The 
solution  is  to  fully  fund  Impact  Aid. 

According  to  the  Chicago  Tribune,  when  Great  Lakes  becomes  the  Navy's  only 
training  center,  the  current  static  population  of  1 1 ,000  will  double.  The  majority 
of  the  children  will  be  "b"s.  The  North  Chicago  School  District,  which  serves  the 
students  at  Great  Lakes  is  already  experiencing  difficulty.  After  abolishing 
athletic  and  extracurricular  programs,  the  district  was  forced  to  also  cut  basic 
education  programs.  Finally,  last  spring,  with  a  $1 .5  million  deficit  the  school 
district  announced  that  schools  would  not  open  in  the  fall  of  1993.  Only  an 
emergency  appropriation  of  $1 .4  million  from  the  state  of  Illinois  plus  $558,788 
from  DoD  funds  allowed  schools  to  open  on  August  26.  On  October  20, 
however,  the  teachers  went  out  on  strike.  One  compelling  story  which  came  out 
of  the  strike  involved  the  Navy  family  of  Chief  Petty  Officer  Wilson.  He  and  his 
wife  had  decided  if  the  strike  lasted  more  than  2  weeks  they  would  enroll  their 
son  Andrew  in  a  private  school.  When  they  found  all  the  private  schools  were 
full  and  had  waiting  lists,  the  Wilsons  were  faced  with  a  difficult  decision.  Since 
they  had  no  idea  how  long  the  strike  would  last  and  were  very  concerned  about 
Andrew's  education,  they  decided  to  send  him  to  live  with  his  grandparents  and 
attend  school  close  to  their  home  in  Wisconsin,  130  miles  away  from  Chicago. 
Andrew  seemed  to  accept  this  until  the  day  before  he  was  to  leave.  As  tears 
streamed  down  his  face,  his  parents  told  him,  "Andrew,  it's  not  because  we 
don't  want  you.  The  only  reason  we're  doing  this  is  so  you  can  go  to  school." 
On  December  6,  classes  finally  resumed.  School  was  then  scheduled  to  end 
on  June  28,  if  no  snow  days  were  needed.   Military  families  scheduled  to  move 
this  summer  are  now  faced  with  separation,  with  the  military  member  going  on 
to  the  new  duty  station  and  the  rest  of  the  family  waiting  for  the  end  of  school. 
Would  a  fully-funded  Impact  Aid  program  have  prevented  this  situation? 
According  to  data  from  the  Department  of  Education,  in  FY  92  the  North 
Chicago  School  District  received  only  $32  for  each  "b"  student.   Is  this  enough 
to  replace  taxes  lost  to  the  community?  Underfunding  of  the  regular  Impact  Aid 
program  in  the  Department  of  Education's  budget  can  not  only  cause  a 
reduction  in  the  quality  of  education  provided  to  military  children  but  can  result 
in  closed  schools!  NMFA  is  concerned  that  other  school  districts  may  be  forced 
to  follow  the  lead  of  the  North  Chicago  School  District. 

BASIC  EDUCATION 
NMFA  agrees  with  the  goals  of  Head  Start  and  other  supplemental  education 
programs.  Their  aim  is  to  ready  children  to  learn  in  a  basic  educational 
program.  Impact  Aid's  goal  is  to  provide  that  basic  education.  Students  will  not 
find  that  basic  education  in  crowded  classrooms  with  insufficient  teaching 
materials,  no  matter  how  well  prepared  a  child  is  to  learn.  Funding  shortfalls 
diminish  a  school's  ability  to  provide  a  basic  program. 

EDUCATING  "b"  CHILDREN  -  LOW  PRIORITY 
There  is  a  certain  irony  that  in  his  1991  testimony  for  this  subcommittee,  Leon 
Panetta  (then  a  Congressman  representing  a  heavily  military-impacted  school 
district,  now  Director,  Office  of  Management  and  Budget)  stated,  "Impact  Aid  is 
an  entitlement  program.. .payments  for  services  rendered,  not  some 
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unnecessary  luxury  that  can  be  easily  cut  back  in  times  of  fiscal  restraint." 
However,  in  April  of  1993,  OMB's  Associate  Director  of  Human  Resources  wrote 
in  a  letter  to  NMFA  that  cuts  in  "b"  payments  are  "essential  to  reducing  the 
deficit"  and  "we  believe  that  the  federal  payments  for  "b"  children  are  a  relatively 
low  priority  for  limited  federal  resources." 

Military-impacted  school  districts  do  not  consider  payments  for  "b"  children  a 
low  priority.  Copperas  Cove  School  District,  outside  Ft.  Hood,  Texas,  saw  an 
increase  of  21%  in  military  students  this  school  year,  the  overwhelming  majority 
"b"  students.  The  district  has  added  new  wings  onto  all  of  their  existing  schools, 
built  a  new  elementary  school,  has  18  temporary  classrooms,  and  tries  to 
educate  1 100  junior  high  school  students  in  a  school  built  for  900  students.  The 
district  has  been  told  by  the  Army  to  expect  2500  more  soldiers  to  transfer  from 
Ft.  Polk  between  January  1  and  June  1  of  this  year.  Copperas  Cove  receives 
$1 1 0  in  Impact  Aid  funds  per  "b"  student.  This  is  not  a  low  priority  for  this  school 
district. 

CONCLUSION 
The  burden  on  local  taxpayers  is  unfairly  increased  when  the  Federal 
Government  fails  to  meet  its  obligation  to  provide  financial  assistance  for  local 
schools  upon  which  the  United  States  has  placed  financial  burden.   Not  only 
military-connected  children,  but  all  children  in  these  schools  are  put  at  an 
educational  disadvantage  when  Impact  Aid  is  not  adequately  funded. 
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Mrs.  LOWEY.  Thank  you. 

Mr.  Porter. 

Mr.  PORTER.  Ms.  Ahl,  thank  you  for  your  testimony  this  morning. 
I  suspect  you  were  aware  when  you  discussed  Great  Lakes  that  you 
are  punching  a  button  here,  because  Great  Lakes,  of  course,  is  in 
my  congressional  district.  We  have  already  had  one  other  school 
district  go  bankrupt  at  North  Sheridan.  They  have  consolidated  to 
avoid  total  failure. 

With  Great  Lakes,  you  are  exactly  right,  the  only  thing  that 
saved  the  Great  Lakes  School  District  in  North  Chicago  from  bank- 
ruptcy was  that  the  State  of  Illinois  came  through  with  substantial 
funds.  They  have  had  ongoing  serious  problems. 

It  is  a  tragedy  the  way  the  federal  government  has  again  man- 
dated the  education  of  the  children  without  providing  the  funds 
that  they  ought  to  pay  to  help  pay  for  that  education.  It  is  another 
mandate  and  cost  shift  to  someone  else.  You  are  exactly  right,  this 
program  ought  to  be  an  entitlement  program,  if  anything  ought  to 
be  an  entitlement  program.  It  is  a  direct  obligation  of  the  federal 
government. 

At  North  Chicago  the  federal  Impact  Aid  is  27  percent  of  the  cost 
of  educating  a  child,  27  percent.  These  are  mostly  "A"  children.         y 

It  strikes  me  that  we  are  going  to  have  to  address  this  and  you 
and  I  are  going  to  become  even  greater  allies  in  this.  We  will  have 
to  address  it  in  both  ways. 

Last  year,  we  were  able  on  the  House  side  to  increase  funding 
on  Impact  Aid.  The  Senate  did  not  match  it  and  they  ended  up 
with,  I  think,  a  $46  million  increase  in  the  program.  But  that  is 
far  short  of  where  the  federal  government  ought  to  be. 

Beyond  that,  we  have  to  look  at  the  situations  of  school  districts 
like  mine  that  are  doing  everything  they  can  at  the  local  level.  The 
tax  rate  in  North  Chicago  is  the  highest  tax  rate  on  the  entire 
North  Shore  of  Chicago  where  tax  rates  are  already  high  for  every- 
one. 

This  is  even  higher.  They  are  doing  everything  they  can.  The 
State  of  Illinois  is  not  living  up  to  its  obligations  but  doing  better, 
at  least  last  year,  and  here  is  the  federal  government  not  doing 
anywhere  near  what  it  should  do  to  pay  for  the  education  of  its 
children. 

You  are  right,  we  are  going  to  have  a  huge  expansion  of  Great 
Lakes.  The  problem  is  going  to  get  even  worse  and  we  have  to  have 
this  government  live  up  to  its  obligations.  I  intend  to  work  closely 
with  you  to  achieve  this  end. 

Ms.  Ahl.  We  look  forward  to  working  with  you  Mr.  Porter.  We 
have  to  remember  the  bottom  line  in  this  whole  issue  is  the  child 
and  somehow  the  adults  in  the  situation  have  to  work  hard  to  be 
sure  that  child  is  protected  and  gets  the  education  that  he  or  she 
deserves. 

Mr.  PORTER.  At  Fort  Sheridan  at  Highland  Park,  the  local  school 
district  has  just  decided  to  take  the  federal  land  and  separate  it 
from  the  school  district  and  force  it  into  its  own  district.  It  is  in 
the  process  of  saying,  you  know  we  cannot  educate  these  children. 
We  will  go  bankrupt.  Our  tax  rates  are  already  high  and  we  cannot 
afford  it. 
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In  my  judgment  as  an  attorney,  this  is  not  going  to  work.  The 
courts  will  step  in  and  say  you  must  educate  people.  But  it  ought 
to  be  a  message  to  the  Department  of  Education  and  the  Depart- 
ment of  Defense  that  they  cannot  simply  shut  off  their  responsibil- 
ities to  other  units  of  government  and  expect  taxpayers  to  pay 
what  is  not  fair.  We  have  to  get  a  handle  on  this  and  provide  the 
resources  that  the  federal  government  ought  to  provide. 

Ms.  Ahl.  Absolutely.  The  federal  government  causes  a  financial 
burden  and  therefore  it  has  a  responsibility  to  take  care  of  it. 


Thursday,  February  3, 1994. 

WITNESS 

THOMAS  M.  HINES,  INTERSTATE  CONFERENCE  OF  EMPLOYMENT  SE- 
CURITY AGENCIES 

Mrs.  Lowey.  Thomas  Hines,  the  Executive  Deputy  Commissioner 
of  the  New  York  Department  of  Labor,  representing  the  Interstate 
Conference  of  Employment  Security  Agencies.  They  are  so  focused 
on  transforming  our  unemployment  programs  to  reemployment  pro- 
grams. You  are  right  in  the  middle  of  the  debate.  We  look  forward 
to  your  testimony. 

Mr.  Hines.  Thank  you. 

We  do  feel  we  are  in  the  middle  of  the  debate.  I  am  representing 
ICESA,  which  is  a  national  organization  of  State  officials  who  ad- 
minister the  Nation's  employment  service  job  training  programs, 
unemployment  insurance  laws  and  labor  market  programs.  Allow 
me  to  highlight  some  of  the  issues  contained  in  trie  written  testi- 
mony and  describe  our  experiences  with  regard  to  efforts  to  main- 
tain the  progress  that  is  necessary  to  connect  job  seekers  to  job  op- 
portunities. 

We  are  asking  you  to  recognize  the  employment  service  as  the 
logical  and  appropriate  infrastructure  for  one-stop  career  centers. 
We  believe  the  $250  million  to  be  requested  by  the  administration 
to  create  one-stop  centers  should  be  channeled  to  the  employment 
service  to  expana  our  efforts  to  link  employment  services  with  un- 
employment insurance,  job  training,  education,  and  other  social 
services. 

States  were  able  to  pay  unemployment  benefits  quickly  during 
the  recession  due  to  past  investments  in  automation.  As  adminis- 
trative resources  are  reduced  in  fiscal  year  1995  due  to  lower  pro- 
jected unemployment,  automation  grant  appropriations  are  vital  to 
maintain  the  capacity  of  State  systems. 

Recognizing  that  a  shared  labor  market  information  system  is 
crucial  to  work  force  development  policies  and  decisions,  we  have 
recommended  a  substantial  investment  in  the  programs  needed  to 
build  an  integrated  national  information  system.  So  that  we  can 
move  toward  "seemless  service"  for  our  customers — job  seekers  and 
employers — we  urge  you  to  make  automation  funds  available  which 
can  be  used  to  build  information  highways  between  unemployment 
insurance  operations,  employment  services,  and  Job  Training  Part- 
nership Act  activities. 

This  is  a  system  right  now  that  is  extraordinarily  overburdened. 
The  Wagner  Pizer  resources  we  received  support  our  efforts  to 
place  people  in  jobs.  Generally  across  the  Nation  we  have  seen 
about  a  50  percent  reduction  in  the  number  of  staff  that  are  avail- 
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able  to  perform  this  function  in  the  last  10  years,  particularly  at 
a  time  when  the  Nation  has  begun  to  focus  more  on  the  critical  as- 
pect of  placing  job  seekers  into  job  vacancies. 

This  is  true  throughout  the  system  and  it  has  been  aggravated 
in  a  number  of  States.  In  New  York  since  1980,  we  have  gone  down 
from  2,600  funded  positions  to  850.  Our  expectations  for  next  year 
is  we  will  have  less  than  one  position  for  every  10  thousand  people 
in  the  work  force  in  the  State  to  do  placement  activities. 

While  all  of  this  has  been  going  on  the  States  have  been  reacting 
to  this  in  very  positive  ways.  There  is  a  lot  of  talk  now  about 
reinventing  government.  I  suggest  to  you  that  the  national  employ- 
ment and  unemployment  system  has  been  reinventing  itself  for  a 
while  now.  Mostly  this  has  come  about  as  an  investment  in  com- 
puter types  of  activities. 

We  are  proud  to  have  built  what  was  formerly  known  as  the 
Interstate  Job  Bank  into  what  is  now  known  as  the  America's  Job 
Bank.  This  is  an  information  system  that  lists  about  50  thousand 
vacancies  from  all  the  States  that  rolls  up  into  a  national  data  base 
and  is  available  through  all  the  States. 

This  effort  was  redoubled  during  the  time  of  downsizing  with  the 
military.  They  have  been  able  to  build  a  parallel  system  that  is  PC 
resident  to  implement  the  availability  of  this  job  system  at  about 
400  bases  around  the  country  and  around  the  world.  In  fact,  we  are 
now  resident  with  this  information  with  80  of  the  100  overseas 
bases  where  prior  to  our  bringing  the  information  out  was  not 
available.  You  can  go  into  our  offices  and  find  freestanding  kiosks 
in  a  number  of  States,  New  Jersey,  Oregon,  Florida,  Michigan,  New 
York  and  others  have  moved  in  this  direction.  You  can  find  all 
kinds  of  applications  of  electronic  computer  gateways. 

One  of  the  things  in  New  York  we  are  most  proud  of  is  that  we 
do  not  husband  the  information  we  have  about  on  job  information. 
Ours  is  networked  out  through  public  library  systems,  to  the  State 
university  system,  to  the  city  university  system  and  through  all  the 
school  districts  in  the  State  of  New  York,  out  to  social  service  dis- 
tricts, out  to  other  members  of  the  employment  and  training  com- 
munity. 

There  has  been  a  lot  of  talk  about  one-stop  shopping.  I  think  that 
you  can  see  that  in  a  number  of  examples  around  the  country.  In 
New  York  we  have  been  involved  in  the  establishment  of  one-stop 
shopping  centers  since  1988.  There  is  a  lot  of  sharing  of  informa- 
tion about  customers,  there  is  a  lot  of  effort  to  provide  seamless 
service  so  that  customers  are  not  passed  around  among  the  players 
in  this  system,  common  intake,  sharing  common  data  bases  and 
trying  to  make  it  as  user  friendly  as  possible. 

In  order  to  continue  this  kind  of  progress  it  is  absolutely  nec- 
essary that  adequate  resources  be  provided  to  provide  a  sufficient 
infrastructure  for  this  activity.  We  are  requesting,  if  the  $250  mil- 
lion for  one-stop  career  centers  are  not  mainstreamed  into  the  em- 
ployment service  that  the  Wagner-Pizer  activities  be  supported  by 
about  $960  million.  If  jobs  are  that  important,  and  we  certainly  be- 
lieve they  are,  this  is  a  time  in  which  we  need  to  have  adequate 
resources  to  build  state-wide  and  local  systems  and  national  sys- 
tems that  will  allow  for  proper  connections. 
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We  think  one  of  the  critical  aspects  of  what  we  do  is  having  ade- 
quate labor  market  information.  We  have  a  number  of  customers 
who  are  not  adequately  served  by  the  system  that  is  out  there  right 
now.  Those  are  primarily,  job  seekers,  employers  and  the  education 
system  which  uses  this  information  for  curriculum  development 
and  ways  to  provide  guidance  to  our  youth  and  students  who  are 
in  college.  We  need  to  have  a  much  more  substantial  investment 
in  our  ability  to  generate  labor  market  information. 

The  unemployment  insurance  system  is  becoming  less  and  less 
dependent  upon  factors  that  seem  to  ebb  and  flow  with  the  rise  of 
the  workload.  As  we  have  attempted  to  close  the  gap  with  declining 
human  resources  by  automating.  We  are  ending  up  with  higher 
fixed  costs.  We  need  to  maintain  a  minimum  of  infrastructure  in 
the  unemployment  insurance  system  so  that  it  can  adapt  to  any 
swings  that  may  occur  in  the  economy. 

Automation  is  absolutely  critical.  Automation  resources  for  the 
unemployment  insurance  system  were  cut  from  fiscal  1993  to  fiscal 
1994  by  50  percent.  We  cannot  continue  to  make  these  kinds  of  ad- 
vances without  automation  dollars. 

We  received  no  capital  budgets.  Quite  frankly,  most  of  us  have 
to  fund  automation  enhancements  that  we  are  involved  in  by  not 
filling  staff  jobs  in  order  to  reserve  those  dollars  and  provide  proper 
technology  for  our  staff.  One  of  the  most  critical  issues  for  us  right 
now  as  people  talk  about  a  seamless  delivery  system  is  for  us  to 
develop  resources  for  integrated  information  systems.  We  need  to 
patch  together  and  meld  more  effectively  the  resources  of  the  em- 
ployment service,  the  unemployment  insurance  system  and  the 
JTPA  program. 

In  many  instances,  we  are  precluded  from  intelligent  ways  of 
doing  that  because  discrete  funding  sources  do  not  allow  us  to  use 
these  separate  information  systems  intelligently  in  trying  to  serve 
our  customers.  So  one  of  the  things  that  we  think  is  very  critical, 
from  our  point  of  view,  is  that  we  have  to  find  ways  in  which  these 
resources  can  be  made  available  out  to  the  States  so  these  systems 
can  be  developed  in  an  integrated  fashion. 

We  are  attempting  through  one-stop  shopping  to  avoid  moving 
customers  through  in  a  very  painful  way  from  one  subsystem  to  an- 
other in  the  employment  and  training  community.  We  cannot  unify 
the  employment  and  training  community  without  being  able  to 
unify  our  management  information  systems.  Funding  systems  that 
are  in  place  right  now  would  preclude  our  ability  to  do  that. 

We  are  told  you  cannot  use  that  particular  network  to  move  that 
information  around  because  it  is  funded  under  unemployment  in- 
surance so  you  cannot  use  it  for  job  placement  activity  or  you  can- 
not use  that  terminal,  if  you  will,  for  job  placement  activity  because 
it  was  funded  under  the  unemployment  insurance  system.  It  makes 
no  sense  as  we  attempt  to  move  in  a  way  that  is  user  friendly  and 
customer  friendly  to  keep  up  these  kinds  of  compartments. 

I  would  suggest  that  there  is  a  tremendous  amount  of  energy  and 
innovation  and  dedication  that  exists  in  this  system.  There  are  fine 
examples  of  creativity  in  the  face  of  declining  resources.  Our  posi- 
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tion  is  that  we  really  need  to  have  an  adequate  infrastructure  base 
to  be  able  to  respond  to  our  customers,  both  job  seekers  and  em- 
ployers, who  depend  on  our  system. 

Thank  you. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  members  of  the  Subcommittee,  my  name  is  Tom  Hines.    I  am 
Executive  Deputy  Commissioner  of  the  New  York  State  Department  of  Labor,  and 
am  here  today  representing  the  Interstate  Conference  of  Employment  Security 
Agencies  (ICESA).    ICESA  is  the  national  organization  of  state  officials  who 
administer  the  nation's  public  Employment  Service,  job  training  programs, 
unemployment  insurance  laws,  and  labor  market  information  programs. 

STATE  FUNDING  REQUESTS 

I  would  first  like  to  highlight  ICESA's  recommendations  for  several  key  programs: 

We  are  asking  you  to  recognize  the  Employment  Service  as  the  logical  and 
appropriate  infrastructure  for  one-stop  career  centers.    We  believe  the  $250 
million  to  be  requested  by  the  Administration  to  create  one  stop  career  centers 
should  be  channeled  to  the  Employment  Service  to  expand  our  efforts  to  link 
employment  services  with  unemployment  insurance,  job  training,  education,  and 
other  social  services. 

States  were  able  to  pay  unemployment  benefits  quickly  during  the  recession 
due  to  past  investments  in  automation.    As  administrative  resources  are 
reduced  in  FY  1995  due  to  lower  projected  unemployment,  automation  grant 
appropriations  are  vital  to  maintain  the  capacity  of  state  systems. 

Recognizing  that  a  sound  labor  market  information  system  is  crucial  to 
workforce  development  policies  and  decisions,  we  have  recommended  a 
substantial  investment  in  the  programs  needed  to  build  an  integrated  national 
information  system. 

So  that  we  can  move  toward  "seamless  service"  for  our  customers  - 
jobseekers  and  employers  -  we  urge  you  to  make  automation  funds  available 
which  can  be  used  to  build  information  gateways  between  unemployment 
insurance  operations,  employment  services,  and  Job  Training  Partnership  Act 
activities. 

EMPLOYMENT  AND  TRAINING 

First,  Mr.  Chairman,  I  want  to  address  the  nation's  employment  and  training  system. 
In  the  past  year  there  has  been  a  great  deal  of  discussion  about  re-inventing  the 
system.    The  state  employment  security  agencies  have  actively  participated  in  that 
discussion.    We  see  considerable  merit  in  the  Administration's  stated  intention  to 
invest  in  linking  unemployment,  employment,  and  training  programs  to  create  a 
"reemployment"  system. 

However,  we  believe  the  basic  infrastructure  for  a  "re-employment"  system  already 
exists.   The  core  services  and  intensive  services  outlined  by  the  Administration  in  its 
Workforce  Security  initiative  are  available  in  approximately  1800  Employment 
Service/Job  Service  offices  all  around  the  country. 
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States  have  been  moving  aggressively  to  integrate  employment  and  training 
services,  to  become  more  customer-oriented,  and  to  provide  one  stop  access  to  the 
array  of  federal  and  state  employment  and  training  programs.    The  Employment 
Service  is  ready  for  business  and  is  the  first  stop  for  job  information,  job  links, 
referrals  to  training  and  support,  skill  assessment  and  counseling,  and  service  to 
employers. 

The  federal  and  state  governments  should  build  upon  this  foundation.    We  suggest 
that  the  $250  million  requested  by  the  Administration  for  one  stop  career  centers  be 
channeled  to  the  Employment  Service.    These  resources,  added  to  the  current 
funding  level  for  state  employment  service  operations,  would  be  a  sound  investment 
in  a  one-stop  career  center  system  for  unemployed,  dislocated  workers. 
Alternatively,  to  ensure  that  the  Employment  Service  can  continue  to  provide  basic 
labor  exchange  services  to  jobseekers  and  employers,  the  states  are  requesting 
$960.9  million  for  Employment  Service  state  allotments. 

The  Congress  has  demonstrated  its  commitment  to  investing  in  workforce 
development  by  its  appropriations  for  assistance  to  dislocated  workers  in  Fiscal  Year 
1994.    ICESA  believes  that  the  Congress  should  continue  to  increase  that 
investment  by  funding  the  Job  Training  Partnership  Act  (JTPA)  Title  III  program  at 
$1,754  billion  for  Fiscal  Year  1995.    In  addition,  the  States  recommend  maintaining 
current  funding  levels,  adjusted  for  inflation,  for  the  JTPA  Title  II  programs. 

Seamless  service  to  both  the  job-ready  and  those  jobseekers  in  need  of  additional 
skills  development  will  require  automated  systems  tying  employment  and  training 
programs  together.    The  states  estimate  that  a  $50  million  investment  in 
Employment  Service  automation  and  $20  million  to  support  JTPA  will  make  these 
vital  information  systems  and  linkages  a  reality. 

Resources  for  Trade  Adjustment  Assistance  (TAA)  are  stretched  to  the  limit.   The 
addition  of  workers  who  are  dislocated  due  to  NAFTA  and  additional  state 
responsibilities  related  to  petitions  from  workers  impacted  by  NAFTA  make  an 
increase  in  funding  for  TAA  critical. 

An  equally  critical  area  of  investment  is  for  veterans  employment  and  training 
services.    With  the  Defense  "rightsizing"  continuing,  it  is  vital  that  we  be  ready  to 
help  separating  military  personnel  find  civilian  jobs.   To  ensure  a  smooth  transition 
into  the  civilian  workforce,  ICESA  is  requesting  an  investment  of  $92.4  million  for  the 
Disabled  Veterans  Outreach  Program  and  $85.6  million  for  the  Local  Veterans 
Employment  Representative  program.    This  represents  full  funding  of  the  statutorily 
defined  staffing  levels  for  these  programs.   These  specialized  veterans  employment 
representatives  working  in  Employment  Service/Job  Service  offices  nationwide  will 
help  ensure  our  nation  does  not  abandon  the  fine  men  and  women  separating  from 
the  military. 
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LABOR  MARKET  INFORMATION 

In  this  time  of  economic  change  and  tight  resources,  labor  market  information  has 
become  increasingly  important  as  we  develop  strategies  to  maximize  employment  of 
the  nation's  workforce.    Accurate  and  timely  labor  market  information  is  vital  for 
economic  planning  and  development,  monetary  policy  making,  and  financial  decision 
making  by  both  government  and  business.    Labor  market  information  is  also 
necessary  for  the  equitable  and  efficient  allocation  of  resources,  program  monitoring 
and  performance  measurement.    Billions  of  dollars  will  be  misallocated  if  this 
information  system  is  inadequate. 

Most  of  the  nation's  labor  market  information  is  produced  by  state  employment 
security  agencies  in  cooperation  with  the  Bureau  of  Labor  Statistics  (BLS)  and  other 
federal  agencies.    More  than  ever,  the  nation  needs  a  world  class  information 
system  that  describes  and  projects  labor  market  characteristics  at  national,  state, 
and  local  area  levels.    Although  labor  market  information  is  used  universally,  its 
funding  is  piecemeal  and  inadequate.    Frequently  legislation  requires  state  and  area 
level  information  but  provides  few  if  any  funds  to  collect  and  analyze  such  data.    For 
example,  the  Employment  and  Training  Administration  (ETA)  has  not  defined  an 
information  policy  consistent  with  the  legislative  requirements  of  the  Job  Training 
Partnership  Act  (JTPA).    State  agencies  must  constantly  seek  funding  for  specific 
information  products  from  other  agencies,  which  results  in  a  lack  of  consistency  and 
comprehensiveness. 

In  FY  1 994  Appropriations  report  language,  the  Secretary  of  Labor  was  directed  to 
conduct  a  thorough  review  of  the  nation's  labor  market  information  needs  with  input 
from  the  states.    I  am  pleased  to  inform  you  that  the  research  director  for  that 
project  was  appointed  in  January.    Five  study  teams  have  been  established  with 
representatives  from  throughout  the  labor  market  information  community.    Pending 
delivery  of  the  report  to  you  by  May  1 ,  ICESA  makes  the  following  recommendations 
relating  to  funding  for  labor  market  information: 

$80.1  million  to  be  allocated  to  state  employment  security 
agencies  through  the  Bureau  of  Labor  Statistics  for  federal/state 
cooperative  programs.   The  key  federal/state  cooperative 
programs  which  describe  the  dynamics  of  the  nation's  labor 
markets  are:  Current  Employment  Statistics;  Covered 
Employment  and  Wages;  Occupational  Employment  Statistics; 
Local  Area  Unemployment  Statistics;  and,  Mass  Layoff  Statistics. 

$14.5  million  for  state  and  local  labor  market  information  used  to 
develop  JTPA  plans.   This  is  the  primary  federal  funding  source 
for  the  production  of  substate  economic  data  and  the  analysis  of 
state  and  local  information 
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$18.0  million  to  support  labor  market  information  requirements  of 
the  Administration's  revised  Workforce  Security  bill.   To  efficiently 
implement  this  proposal,  local  labor  market  information  must  be 
expanded  and  its  results  packaged  for  the  jobseeker. 


$15.0  million  to  fulfill  the  labor  market  information  requirements  of 
School-to-Work  legislation.    This  legislation  places  new 
information  requirements  on  state  employment  security  agencies 
that  did  not  exist  previously. 

$10.0  million  for  meeting  the  needs  of  the  Carl  E.  Perkins  Applied 
Technology  and  Vocational  Education  Act.   This  would  be  used 
to  determine  state  and  local  wage  data  and  job  skills  of  growing 
occupations. 

$12.0  million  to  continue  operation  of  the  NOICC/SOICC 
(National  Occupational  Information  Coordinating  Committee/State 
Occupational  Information  Coordinating  Committee)  program. 
This  is  an  important  part  of  the  states'  labor  market  information 
efforts  and  is  particularly  important  in  the  education  community. 

We  recognize  that  many  of  these  initiatives  represent  overlapping  needs  for  labor 
market  information.    The  recommended  funding  targets  represent  the  cost  of 
meeting  each  program  requirement  in  isolation.    However,  a  comprehensive  LMI 
system  would  meet  several  or  all  of  these  requirements  at  substantially  lower  total 
cost. 

In  summary,  state  employment  security  agencies  are  funded  by  federal  agencies  to 
produce  much  of  the  nation's  labor  market  information.    Funding  is  inadequate  and 
products  are  inconsistent.    The  national  labor  market  information  study  that  you 
requested  will  help  to  underscore  the  important  role  of  labor  market  information. 
State  employment  security  agencies  and  data  users  look  forward  to  the  release  of 
this  report  and  working  with  you  to  implement  its  recommendations. 

UNEMPLOYMENT  INSURANCE 

As  an  improving  economy  and  lower  unemployment  are  forecast  for  FY  1995,  the 
state  agencies  that  administer  unemployment  insurance  brace  themselves  for  tough 
financial  times.   As  workloads  drop,  so  do  administrative  funds.   We  support  the 
workload  basis  for  unemployment  insurance  funding,  but  urge  you  to  recognize  that 
the  infrastructure  of  offices,  computer  systems,  and  highly  trained  staff,  such  as 
those  who  adjudicate  claims  and  appeals,  must  be  maintained  even  as  workloads 
decline. 
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In  FY  1995,  the  current  base  workload  level  of  2.0  million  average  weekly  insured 
unemployment  should  be  maintained  and  normal  growth  in  tax  workloads  (subject 
employers  and  wage  records)  provided.    Funding  based  on  these  workloads  should 
be  increased  to  cover  inflation  and  higher  salary  costs— as  staff  is  reduced  due  to 
lower  unemployment,  average  salary  rates  increase. 

Unemployment  insurance  systems  in  most  states  are  now  highly  automated-making 
the  need  for  resources  less  directly  related  to  changes  in  workload  than  was  the 
case  in  the  past.   This  committee  has  recognized  this  fact  by  permitting  states  to 
carry  over  funds  for  five  quarters  in  order  to  use  them  for  automation.    Due  to  lower 
contingency  earnings  this  year,  carry  over  funds  for  automation  will  be  minimal  next 
year.   This  makes  it  imperative  that  funds  are  provided  for  automation  grants  in  FY 
1995. 

In  FY  1994,  you  provided  $9  million  for  automation  grants  (a  drop  from  $18  million  in 
FY  1 993)  and  $5  million  for  an  information  technology  center.    States  have  not  been 
able  to  understand  the  need  for  a  national  information  technology  center-similar 
design  center  efforts  in  the  past  have  not  been  successful-and  believe  that  the 
money  would  be  used  more  effectively  for  direct  state  automation  efforts.   We  urge 
you  to  provide  $20  million  for  unemployment  insurance  automation  grants  in  FY 
1995. 

INTEGRATED  AUTOMATION  FUNDS 

Policy  makers  at  the  national  and  state  levels  agree  that  unemployment  insurance, 
employment  services,  job  training,  and  education  services  should  be  better 
integrated.    One  of  the  major  impediments  to  improved  integration  is  the  lack  of 
funds  to  build  information/automation  linkages  between  programs.    Automation  funds 
are  restricted  to  expenditure  for  the  program  for  which  they  are  appropriated.    As  we 
try  to  build  combined  data  bases  and  provide  "seamless  service"  it  becomes  very 
difficult  to  figure  out  how  to  meet  the  legal  requirements  for  expenditure  of  funds  and 
also  provide  the  best  service  possible  to  unemployed  workers  and  job  seekers.    We 
urge  you  to  make  automation  funds  available  which  can  be  used  for  automation    of 
state  unemployment  insurance  operations,  employment  services,  and  Job  Training 
Partnership  Act  activities. 

CONCLUSION 

On  behalf  of  my  colleague  administrators  of  employment  security  programs  in  the  50 
states,  the  District  of  Columbia,  Puerto  Rico  and  the  Virgin  Islands,  I  thank  you  for 
this  opportunity  to  present  our  testimony  on  funding  needs  for  fiscal  year  1995,    In 
sum,  our  message  is  one  encouraging  efficient  and  effective  investment  of  public 
resources  in  a  strong  workforce  development  system  built  on  the  sound 
infrastructure  that  exists  today.   Wth  your  help,  we  have  the  ability  to  link 
unemployment,  employment,  and  training  programs  together  to  provide  seamless, 
high  quality,  customer  service  to  America's  employers  and  jobseekers. 

I  will  be  pleased  to  respond  to  any  questions  you  might  have. 
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Mrs.  Lowey.  Thank  you  very  much.  I  particularly  appreciate 
your  concluding  comments.  In  my  work  in  this  area,  it  is  clear  to 
me  that  there  are  some  very  exciting  demonstrations  currently  in 
place. 

Certainly,  New  York  has  led  the  way  with  one-stop  shopping  ef- 
forts and  your  efforts  to  put  in  place  a  network  that  makes  sense, 
so  that  in  fact,  if  you  are  actually  training  someone,  you  know  what 
kind  of  job  is  out  there  and  that  in  one  place  you  can  have  all  the 
information.  So  I  appreciate  your  efforts. 

In  a  recent  report  from  the  GAO,  it  stated  that  there  was  some 
150  different  employment  and  training  programs  spread  over  10  to 
15  federal  agencies.  We  know  that  there  is  obviously  a  need  to 
streamline  these  employment  and  training  programs.  Perhaps  you 
can  give  us  some  insight  on  how  this  can  be  achieved. 

Mr.  HlNES.  I  think  the  issue  is  that  there  is  duplication  out 
there.  I  think  the  funding  streams  unfortunately  drive  that.  They 
create  problems  for  us  delivering  service  locally.  One  of  the  first 
things  that  ought  to  be  recognized  is  that  we  do  not  need  duplica- 
tion in  placement  and  job  development  activities. 

There  should  be  one  placement  service  that  exists  nationally. 
That  is  the  employment  service.  If  all  the  resources  for  job  develop- 
ment and  job  placement  could  be  concentrated  in  one  agency,  we 
could  achieve  a  system  whose  product  would  be  greater  by  virtue 
of  the  critical  mass  that  would  establish  it.  There  is  duplication  in 
those  areas. 

We  have  attempted  to  deal  with  that  kind  of  duplication  as  it  ex- 
ists right  now  by  integrating  at  the  local  level  through  common  in- 
take, common  information  sharing  efforts  to  try  to  network  to- 
gether to  try  to  overcome  the  way  these  programs  are  funded.  In 
the  city  of  Rochester,  for  example,  we  have  several  gateway  sites 
around  the  State.  Gateway  is  an  attitude  about  customers  and  an 
attitude  among  agencies  about  joining  to  be  customer  friendly. 

In  Rochester,  we  have  140  players  in  the  employment  and  train- 
ing community,  including  community-based  organizations  that 
heretofore  operated  independently  and  are  now  rolled  together  into 
one  single  unit  so  one  call  to  one  phone  number  finds  somebody 
with  information  about  jobs,  puts  them  into  a  staff  person  who  can 
triage  their  needs  and  move  that  individual  around  the  system 
without  requiring  the  customer  to  have  to  become  cognizant  of  all 
the  different  players. 

I  think  simplification  of  the  funding  streams  is  really  critical  and 
I  think  a  recognition  of  the  fact  that  there  ought  to  be  a  single 
placement  activity  out  there  in  terms  of  developing  jobs,  making 
contacts  with  employers  and  getting  that  information  out  to  the 
other  employers  in  the  employment  and  training  system  would  go 
a  long  way  to  simplification. 

Mrs.  Lowey.  I  am  not  sure  what  you  mean.  You  are  talking 
about  a  single  placement  agency.  However,  in  some  of  the  reform 
welfare  bills  and  other  pieces  of  legislation  we  are  talking  about 
State  options.  Certainly  in  New  York  we  are  contracting  out  to  pri- 
vate agencies,  such  as  America  Works  and  others.  Am  I  misunder- 
standing or  are  you  talking  about  a  computer  network  that  would 
have  in  place  information,  but  you  can  still  have  different  models 
of  employment  agencies,  shall  we  say? 
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Mr.  HlNES.  It  is  sort  of  a  variation  on  the  latter  theme.  We  don't 
consider  ourselves  to  be  the  placement  agency  in  New  York.  One 
of  the  contributions  that  we  have  made  in  the  last  four  or  five 
years  by  sharing  our  job  information,  up  until  the  late  1980s,  we 
developed  information  on  job  vacancies  and  people  would  come  only 
to  our  offices  to  get  that  information. 

In  the  late  1980s  we  began  to  get  that  information  out  to  other 
players.  We  would  say  to  a  local  social  service  districts  or  the  SDA 
or  the  local  community  college,  here  is  our  job  information,  connect 
with  us  by  computer. 

Some  of  those  jobs  they  had  direct  access  to  and  can  do  direct 
referrals  on  because  they  are  not  suppressed.  The  employer  doesn't 
want  them  that  way.  In  some  cases,  we  reached  agreement  with 
the  other  players  so  they  can  get  to  the  screen  and  see  who  the  em- 
ployer is  and  do  the  referral.  We  are  intent  upon  maintaining  the 
central  core  of  that  service  without  feeling  as  if  it  belongs  to  us  per- 
sonally, because  we  misserve  the  customers  that  way.  Many  more 
individuals  are  served  in  a  beneficial  way  by  sharing  that  informa- 
tion. 

In  Rochester,  we  have  a  community  job  bank.  No  matter  which 
agency  develops  the  job,  it  goes  into  a  single  job  bank  and  is  shared 
among  all  agencies,  because  that  way  the  customer  has  access  to 
the  maximum  amount  of  information  and  not  just  a  piece  that  a 
particular  CBO  may  have,  or  a  piece  that  we  may  have,  or  a  piece 
that  the  county  employment  and  training  agency  may  have. 

As  we  share  our  job  information  out  through  computer  hook-ups 
with  community-based  organizations  we  usually  make  a  kind  of 
quid  pro  quo.  We  will  give  you  our  job  data  base.  You  merge  your 
jobs  into  ours.  That  way  our  customers  have  maximum  information 
available  to  them.  Our  employer  customers  get  their  jobs  broadcast 
to  a  broader  pool.  So  we  are  not  trying  to  hold  a  monopoly  in  place- 
ment per  se. 

I  am  talking  about  a  recognition  of  the  employment  service  as 
being  a  critical  place  for  job  development  and  developing  job  infor- 
mation systems  and  avoiding  duplication  of  those  kinds  of  activi- 
ties. 

Mrs.  Lowey.  We  recognize  that  your  national  organization  has  a 
wealth  of  information  and  advice  that  would  be  invaluable  to  us. 
Certainly  in  this  congressional  session  as  we  attempt  to  reform  the 
welfare  system  and  to  move  forward  on  retraining  programs  and 
moving  youngsters  and  dislocated  others  into  the  work  force,  I  hope 
you  will  continue  to  share  with  us,  in  particular,  focus  on  what  is 
working  and  what  is  not  working. 

I  talked  about  150  different  employment  and  training  programs. 
Some  may  be  more  successful  than  others.  So  your  internal  evalua- 
tion and  advice  to  us  will  be  invaluable  because  money  is  short.  We 
certainly  don't  have  what  we  need.  I  hope  we  can  replicate  what 
is  really  working,  build  our  models  in  New  York  and  California  and 
elsewhere  and,  hopefully,  we  can  begin  to  address  the  serious  situ- 
ation. 

I  thank  you  very  much.  I  appreciate  your  testimony.  I  hope  we 
will  be  able  to  continue  to  benefit  from  your  wisdom  and  guidance. 

Mr.  HlNES.  Thank  you  very  much. 
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Mrs.  Lowey.  I  believe  we  should  adjourn  for  10  or  15  minutes 
to  go  to  the  Floor  and  vote. 
[Recess.] 


Thursday,  February  3,  1994. 

WITNESS 
NORINE  M.  WALKER,  ARTHRITIS  FOUNDATION 

Mrs.  Lowey.  The  committee  will  come  to  order.  Our  next  witness 
is  Norine  Walker  of  the  Arthritis  Foundation. 

Ms.  Walker.  Good  morning.  My  name  is  Norine  Walker  and  I'm 
pleased  to  be  here  as  a  volunteer  of  the  Arthritis  Foundation  rep- 
resenting the  over  37  million  men,  women,  and  children  who  have 
arthritis.  My  interest  is  somewhat  self-serving,  since  I  was  diag- 
nosed with  RA  16  years  ago  as  a  college  student,  and  have  experi- 
enced the  daily  challenges  of  the  disease  as  a  student  continuing 
through  the  years  working  as  a  professional  engineer. 

We  have  prepared  a  statement  that  I  will  submit,  but  I  am  going 
to  highlight  some  of  the  important  elements  enclosed  regarding  in- 
creased funding  for  the  National  Institutes  of  Health,  particularly 
the  National  Institute  for  Arthritis  and  Musculoskeletal  and  Skin 
Disease,  known  as  NIAMS. 

Our  hope  this  year  is  that  the  NIAMS  budget  be  increased  from 
$223  million  in  fiscal  year  1994  to  $324  million  for  fiscal  year  1995. 
This  would  help  bridge  the  needs  of  millions  of  arthritis  patients 
and  ongoing  research.  Furthermore,  we  think  that  this  is  a  realistic 
amount  since  NIAMS  research  includes  the  human  body's  three 
major  components  bone,  muscle,  and  skin. 

This  funding  would  also  help  the  NIAMS  success  rate  in  research 
project  grants  and  bring  it  in  to  parity  with  the  other  institutes  at 
NIH.  Currently,  the  1993  estimate  for  NIAMS  success  rate  for  re- 
search project  grants  is  21  percent,  while  the  NIH  average  success 
rate  is  estimated  to  be  25  percent. 

Arthritis  costs  the  U.S.  economy  about  $55  billion  a  year  due  to 
lost  wages  and  medical  care,  almost  1  percent  of  the  gross  national 
product.  This  figure  is  not  surprising  since  an  average  of  eight  doc- 
tor visits  per  person  are  made  each  year  for  arthritis.  This  is  near- 
ly double  the  average  number  of  visits  to  physicians  for  all  causes. 

Because  everyday  activities  such  as  dressing,  bathing,  and  walk- 
ing become  difficult  and  sometimes  impossible,  many  millions  of 
days  of  restricted  activity,  and  millions  of  days  in  bed,  and  over  45 
million  days  are  lost  from  work.  It  is  the  leading  cause  of  absentee- 
ism, and  after  heart  disease,  the  second  leading  cause  of  disability 
payments.  Yet,  even  with  this  enormous  impact  that  the  over  100 
types  of  arthritis  has  on  Americans  of  all  ages,  federal  investment 
in  arthritis  research  is  less  than  $3  per  person.  Compare  this  to 
the  $150  thousand  per  person  lifetime  cost  for  and  treatment  of  the 
disease. 

Economic  losses  associated  with  rheumatoid  arthritis  alone  are 
tremendous.  Lifetime  lost  income  is  close  to  that  of  heart  disease 
and  stroke,  with  income  averaging  only  50  percent  of  what  it  would 
have  been  had  the  individual  not  had  arthritis.  For  women,  their 
lost  earnings  amount  to  approximately  $9  billion  annually.  Fur- 
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thermore,  within  10  years  of  diagnosis,  50  percent  of  rheumatoid 
arthritis  patients  stop  working  and  60  percent  stop  within  15 
years. 

The  AF  appreciates  your  past  support  of  medical  research  pro- 
grams at  the  NIH.  Exciting  research  is  being  done  in  NIAMS  for 
RA,  lupus,  scleroderma,  and  osteoporosis  which  have  many  women 
disabled.  Past  research  has  allowed  people  like  me  to  surpass  those 
expectations  and  beat  the  10  and  15-year  limits.  Future  research 
leading  to  the  cure  could  eliminate  those  odds  completely.  We're 
getting  there.  For  most  forms  of  arthritis,  there  is  not  a  cure.  But 
there  have  been  major  research  findings  since  1990  including  the 
discovery  of  a  gene  defect  that  leads  to  osteoarthritis  in  some  peo- 
ple. 

Another  breakthrough  has  been  the  discovery  that  links  several 
autoimmune  diseases,  including  lupus,  diabetes,  and  multiple  scle- 
rosis with  implications  for  rheumatoid  arthritis.  And  finally,  the 
identification  of  a  new  class  of  medications,  called  leumedins,  that 
may  be  used  to  block  the  destructive  inflammation  in  diseases  such 
as  rheumatoid  arthritis. 

The  AF  realizes  that  there  are  many  competing  interests  for  lim- 
ited federal  funds,  but  we  feel  that  the  funding  level  for  NIAMS 
should  be  raised  to  be  in  parity  with  other  institutes.  The  research 
in  arthritis  is  exciting  and  timely.  Breakthroughs  are  important  to 
young  professionals  and  children  that  are  going  to  live  with  chronic 
pain  and  potential  disability.  We  ask  you  to  consider  that  invest- 
ment in  research  will  facilitate  effective  treatments,  diminish  the 
impediments  associated  with  chronic  disease,  and  save  valuable 
health  care. 

Thank  you  for  the  opportunity  to  provide  testimony  and  for  your 
thoughtful  consideration  of  our  request. 

Mrs.  LOWEY.  Thank  you. 

[The  prepared  statement  follows:] 


Your  Source 
for  Help 
and  Hope  ™ 
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My  name  is  Norrine  Walker  and  I  am  an  arthritis  patient.  I  am  also  a  volunteer  for  the 
Arthritis  Foundation  and  I  appreciate  the  opportunity  to  appear  here  today  and  to  speak  about 
the  importance  of  increased  funding  for  the  National  Institutes  of  Health,  particularly  the 
National  Institute  for  Arthritis  and  Musculoskeletal  and  Skin  Diseases  (NIAMS),  and  what  this 
funding  means  to  Americans  who  suffer  with  arthritis  every  day. 

The  Arthritis  Foundation  is  a  national  voluntary  health  organization  with  69  chapters 
across  the  U.S.  It  serves  as  a  focal  point  for  the  37  million  Americans  who  have  arthritis  ~  one 
out  of  every  seven  people  in  the  United  States  --  to  find  help  and  hope  for  their  disease. 
Further,  the  American  Juvenile  Arthritis  Organization  (AJAO)  is  a  council  within  the  Arthritis 
Foundation  and  is  composed  of  children,  parents,  teachers  and  others  concerned  specifically 
about  juvenile  arthritis. 

The  purpose  of  the  Arthritis  Foundation  is  to  support  research,  to  find  a  cure,  and  to 
prevent  arthritis,  and  to  improve  the  quality  of  life  for  those  affected  by  this  debilitating  disease. 
It  is  the  only  national  voluntary  health  organization  that  works  for  all  people  affected  by  any  of 
the  more  than  100  forms  of  arthritis  or  related  diseases.  Volunteers  in  the  69  chapters  help 
support  research,  professional  and  community  education  programs,  services  for  people  with 
arthritis,  government  advocacy,  and  fund-raising  activities. 

The  Foundation  appreciates  your  past  support  of  medical  research  programs  at  the  NIH 
~  we  realize  that  other  programs  in  your  bill  did  not  fare  as  well  last  year.  We  agree  with  your 
decision  last  year  not  to  include  specific  allocation  of  funds  for  certain  diseases.  We  support 
your  belief  that  this  should  be  determined  by  NIH  scientists  and  science  managers  and  based  on 
the  scientific  opportunities  available.  We  ask  that  you  continue  this  policy.  We  are  hopeful  that 
the  Committee  will  continue  to  view  NIH  as  a  top  funding  priority  because  medical  research  is 
a  key  component  to  better  health  for  all  Americans. 

Our  hope  this  year  is  to  increase  the  NIAMS  budget  from  the  FY  1994  appropriation  of 
$223  million  to  $324  million  for  FY  95,  an  increase  of  $101  million.  This  request  would  help 
bridge  the  distance  between  the  needs  of  arthritis  patients  and  ongoing  research.  Furthermore, 
we  think  this  amount  is  appropriate  since  NIAMS  research  entails  the  human  body's  three  main 
organs  -  bone,  muscle  and  skin.  It  would  substantially  improve  the  NIAMS  success  rate  in 
research  project  grants  and  bring  it  into  parity  with  the  other  institutes  at  NIH.  The  1993 
estimate  for  the  NIAMS  success  rate  for  research  project  grants  is  21  percent  while  the  NIH 
average  success  rate  is  estimated  to  be  25  percent. 

Demographic  Facts 

Arthritis  and  similar  musculoskeletal  diseases  can  affect  anyone,  regardless  of  race,  sex 
or  age.  The  term  "arthritis"  actually  refers  to  over  100  different  types  of  rheumatic  conditions 
that  attack  the  joints  and  connective  tissues.  But  the  occurrence  of  these  diseases  tend  to  increase 
with  age,  with  certain  types  developing  more  often  in  women  and  others  more  often  in  men. 
Each  disease  will  have  a  different  symptom  and  pattern,  varying  greatly  from  person  to  person. 
Each  will  require  a  different  treatment. 
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The  U.S.  population  is  growing  older  and  as  the  baby  boomers  reach  retirement  age,  the 
public  health  importance  of  osteoarthritis  and  osteoporosis  will  only  increase.  In  fact,  right  now, 
the  most  frequently  reported  cause  of  impairment  affecting  adults  are  rheumatic  and 
musculoskeletal  diseases  and  disorders.  In  addition  to  the  millions  of  Americans  beset  with  a 
rheumatic  disease,  more  than  25  million  Americans  have  osteoporosis,  and  millions  more  have 
other  musculoskeletal  disorders.  But  these  diseases  cause  more  than  just  pain  to  the  individuals 
who  suffer  with  them,  they  cause  billions  of  dollars  in  medical  care  and  lost  productivity. 

Molecular  biology  techniques  and  advances  in  understanding  the  sciences  of  genetics  and 
immunology  are  giving  us  the  needed  knowledge  to  address  immunologic  abnormalities,  the  role 
of  heredity,  inflammatory  responses  and  their  mediators,  infectious  agents,  and  metabolic  and 
hormonal  aberrations  involved  in  arthritic  diseases. 

It  is  research  that  will  find  the  causes  of  rheumatic  and  musculoskeletal  diseases.  It  is 
research  that  will  give  us  the  knowledge  to  find  ways  to  prevent  debilitating  rheumatic  and 
musculoskeletal  diseases. 

Economic  Facts 

Arthritis  costs  the  U.S.  economy  about  $55  billion  a  year  due  to  lost  wages  and  medical 
care  —  almost  one  percent  of  the  gross  national  product.  This  figure  is  not  surprising  since  an 
average  of  eight  visits  per  person  are  made  yearly  to  the  physician  for  arthritis.  This  is  nearly 
double  the  average  number  of  visits  to  physicians  per  person  for  all  causes. 

Everyday  activities,  such  as  dressing,  bathing,  and  simply  walking,  become  unbearable 
burdens  because  of  arthritis.  It  accounts  for  427  million  days  of  restricted  activity,  156  million 
days  in  bed,  and  45  million  days  lost  from  work.  It  is  the  leading  cause  of  absenteeism,  and 
after  heart  disease,  the  second  leading  cause  of  disability  payments. 

Yet,  even  with  this  enormous  impact  that  arthritis  has  on  millions  of  Americans,  the 
annual  federal  investment  in  arthritis  research,  or  related  disorders,  is  less  than  $3  per  person. 
Compare  this  to  the  $150,000  per  person  lifetime  cost  for  care  and  treatment  of  the  disease. 

Women  and  Arthritis 

The  Arthritis  Foundation  supports  the  continued  focus  on  women's  health  since  many 
forms  of  arthritis  are  much  more  prevalent  in  women.  Conditions  such  as  rheumatoid  arthritis, 
lupus,  osteoporosis  and  scleroderma  are  some  of  the  diseases  that  leave  millions  of  American 
women  living  disabled  and  unproductive  lives.  NIAMS  is  currently  working  on  these  four 
cripplers  with  great  success  and  I  would  like  to  briefly  discuss  these  advances  for  you. 

Rheumatoid  Arthritis 

Rheumatoid  arthritis  (RA)  is  a  chronic  inflammatory  disease  that  affects  over  two  million 
Americans,  1.5  million  of  which  are  women.  It  causes  pain,  loss  of  movement,  and  destruction 
of  joints  because  the  joint  lining,  or  synovial  membrane,  becomes  inflamed  and  damages  nearby 
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bone  and  cartilage.    RA  also  causes  inflammation  of  blood  vessels  and  the  outer  lining  of  the 
heart  and  lungs. 

Economic  losses  associated  with  rheumatoid  arthritis  are  tremendous.  Lifetime  loss  of 
income  is  close  to  that  of  heart  disease  and  stroke,  with  income  averaging  only  50  percent  of 
what  it  would  have  been  had  the  individual  not  had  arthritis.  For  women,  their  lost  earnings 
amount  to  approximately  $9  billion  annually.  Furthermore,  within  10  years  of  diagnosis,  50 
percent  of  rheumatoid  arthritis  patients  stop  working,  and  60  percent  stop  within  15  years. 

The  cause  of  RA  is  unknown  but  it  has  been  suggested  that  infectious  agents,  such  as 
bacteria  or  viruses,  may  play  a  role  in  initiating  the  process.  With  this  in  mind,  NIAMS 
conducted  a  clinical  trial  with  minocycline,  an  antibiotic  from  the  tetracycline  family,  at  six 
clinical  centers  across  the  United  States.  The  results  of  the  trial  have  shown  that  minocycline 
has  some  benefit  for  treating  RA  and  has  a  relatively  low  toxicity  over  a  year's  time.  How 
effective  it  is  compared  to  other  antibiotics  remains  to  be  seen. 

There  is  also  increasing  evidence  that  genetic  and  non-genetic  factors  play  a  role  in  the 
development  of  RA.  For  example,  RA  improves  or  goes  into  complete  remission  in  about  three- 
fourths  of  pregnancies.  Research  by  NIAMS'  scientists  have  shown  that  this  improvement 
during  pregnancy  may  be  related  to  how  much  the  mother  and  unborn  child  differ  genetically. 
These  differences  may  set  off  maternal  immune  responses  that  change  the  process  of  the  disease. 

Because  half  of  a  child's  genes  come  from  the  father,  pregnancy  represents  a  challenge 
to  the  mother's  immune  system.  Scientists  at  NTH  have  discovered  that  in  pregnancies  in  which 
there  was  an  improvement  from  RA,  a  particular  set  of  markers  -  known  as  HLA  (human 
leukocyte  antigen)  class  II  -  were  more  frequently  dissimilar  between  mother  and  child.  HLA 
genes  encode  proteins  that  help  the  immune  system  distinguish  between  the  body's  own  cells  and 
foreign  cells  or  organisms.  NIH  scientists  hypothesize  that  something  in  the  mother's  immune 
system  causes  the  beneficial  effect  for  rheumatoid  arthritis.  Future  studies  will  attempt  to  use 
this  knowledge  to  design  new  treatments  such  as  a  vaccine  that  uses  HLA  peptides. 

Lupus 

Lupus  is  an  autoimmune  disorder  that  is  believed  to  be  caused  from  genetic, 
environmental,  and  hormonal  factors.  The  disease  strikes  primarily  women  of  child  bearing  age 
and  is  three  times  more  prevalent  in  black  women  than  white  women. 

Research  at  NIAMS  is  beginning  to  give  a  clearer  understanding  of  lupus.  Studies  have 
shown  that  heredity  plays  a  key  role  in  determining  who  will  get  the  disease.  Researchers  are 
studying  the  specific  set  of  antibodies  found  in  patients  with  lupus  to  learn  more  about  the  nature 
and  the  cause  of  the  disease. 

In  addition,  NIH  researchers  have  found  that  cyclophosphamide,  in  combination  with 
prednisone,  has  been  better  in  preventing  serious  complications  caused  by  lupus,  such  as  kidney 
disease. 
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Thanks  to  strong  support  from  NIAMS,  research  on  antiphospholipid  antibody  (aPL)  and 
lupus  anticoagulant  is  a  fast  growing  area  of  research.  Results  from  this  research  should  give 
the  medical  community  better  control  and  management  of  lupus  pregnancies. 

Osteoporosis 

Osteoporosis  occurs  when  bone  mass  decreases,  making  bones  much  more  susceptible 
to  fracture,  and  it  is  the  leading  cause  of  fractures  in  postmenopausal  women  and  the  elderly. 
Fractures  from  this  disease  take  a  tremendous  toll  on  quality  of  life  and  independence,  often 
limiting  the  ability  to  perform  daily  activities.  For  example,  of  the  one  million  fractures 
attributable  to  osteoporosis  annually,  250,000  are  hip  fractures.  More  than  19  million  of  the 
nation's  24  million  osteoporosis  patients  are  women,  most  of  them  elderly.  One  of  every  two 
women  who  are  50  or  older  will  suffer  a  fracture  due  to  osteoporosis  during  their  remaining 
lifetime.   Ninety  percent  of  women  age  75  and  older  have  evidence  of  osteoporosis. 

Research  has  shown  that  the  best  approach  to  preventing  osteoporosis  is  prevention, 
including  diet  modification.  Diet  and  other  precautionary  measures,  including  estrogen 
replacement  therapy,  will  help  maintain  bone  mass  during  a  women's  postmenopausal  years. 
In  addition,  scientists  have  discovered  that  the  bones  of  mice  which  had  been  genetically 
engineered  for  studies  of  the  immune  system  bear  a  remarkable  resemblance  to  people  with 
osteoporosis.  It  appears  that  the  osteoporosis  developed  due  to  a  decrease  in  bone-forming 
osteoplast  activity.  It  is  hoped  this  new  animal  model  will  help  in  studying  age  related 
osteoporosis  because  the  disease  occurs  in  both  female  and  male  mice,  scientists  do  not  have  to 
wait  for  the  animal  to  age  to  develop  the  disease,  and  the  genetic  defect  that  caused  the  disease 
is  known. 

Scleroderma 

Four  times  as  many  women  than  men  are  threatened  with  this  connective  tissue  and  small 
blood  vessel  disorder.  A  disease  of  the  immune  system,  it  also  causes  a  thickening  of  the  skin 
and  internal  organ  damage. 

Recent  studies  of  the  molecular  structure  of  skin  or  separated  skin  cells  from  scleroderma 
patients  have  provided  new  information  into  the  mechanism  of  the  disease.  Growth  factors  that 
assist  with  the  abnormal  production  of  collagen  which  leads  to  the  hardening  of  the  skin,  and 
adhesion  molecules,  glue  like  molecules  that  cause  inflammatory  white  cells  to  cling  to  their 
target  tissues,  are  being  analyzed  for  their  participation  in  the  development  of  scleroderma. 
Once  their  involvement  is  understood,  treatments  that  block  their  process  can  be  developed. 

Scientific  Advances 

For  most  forms  of  arthritis,  there  is  not  yet  a  cure.  But  there  have  been  major  research 
findings  since  1990  and  current  opportunities  in  medical  research  at  NIAMS  are  greater  and 
more  promising  than  ever  before. 
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Some  advances  that  have  occurred  in  arthritis  research  since  1990  is  the  discovery  of  a 
gene  defect  that  leads  to  osteoarthritis  in  some  people  and  a  better  understanding  of 
osteoarthritis,  the  most  common  form  of  arthritis. 

Another  breakthrough  is  the  discovery  that  links  several  autoimmune  diseases,  including 
lupus,  diabetes,  and  multiple  sclerosis,  with  implications  for  rheumatoid  arthritis.  These 
findings  show  a  certain  class  of  immune  cells  trigger  other  immune  cells  to  destroy  tissues  in 
the  body,  a  hallmark  of  autoimmune  diseases. 

And  finally,  the  identification  of  a  new  class  of  medications,  called  leumedins,  that  may 
be  used  to  block  the  destructive  inflammation  in  diseases  such  as  rheumatoid  arthritis. 

The  Arthritis  Foundation  realizes  that  many  worthy  crusades  are  competing  for  limited 
federal  funds,  but  it  is  imperative  that  recent  advances  in  arthritis  continue  and  not  disappear  in 
unfunded  research  labs.  If  we  provide  the  financial  support  our  scientists  need,  we  will  have 
a  better  chance  to  alleviate  suffering  for  millions  of  arthritis  patients.  We  urge  Congress  to 
appropriate  sufficient  funds  to  permit  NIAMS  to  keep  pace  with  these  breakthroughs  and  to 
undertake  new  initiatives.  We  recognize  that  you  and  your  colleagues  face  many  challenges  in 
determining  where  scarce  federal  dollars  will  be  spent.  But  investment  in  arthritis  research  will 
facilitate  effective  treatments,  diminish  the  impediments  associated  with  this  chronic  disease,  and 
save  valuable  health  care  dollars. 


Thank  you  for  the  opportunity  to  provide  testimony  and  for  your  consideration  of 
requests. 


our 
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Thursday,  February  3,  1994. 

WITNESS 
DANIEL  EIN,  M.D.,  JOINT  COUNCIL  OF  ALLERGY  AND  IMMUNOLOGY 

Mrs.  Lowey.  Our  next  witness  is  Daniel  Ein  of  the  George  Wash- 
ington University,  Joint  Council  of  Allergy  and  Immunology. 

Dr.  ElN.  Good  morning.  I  am  Dr.  Daniel  Ein,  a  clinical  professor 
of  medicine  at  the  George  Washington  School  of  Medicine.  I  have 
practiced  allergy  and  internal  medicine  in  Washington  for  the  past 
22  years. 

I  am  pleased  to  appear  before  the  committee  this  morning  on  be- 
half of  the  Joint  Council  of  Allergy  and  Immunology  ( JCAI),  which 
is  comprised  of  the  American  Academy  of  Allergy  and  Immunology 
and  the  American  College  of  Allergy  and  Immunology.  JCAI  con- 
sists of  more  than  4  thousand  clinicians  and  researchers  who  are 
dedicated  to  providing  care  for  the  35  million  Americans  who  suffer 
from  allergic  or  immune  disorders. 

We  at  the  council  are  very  appreciative  of  the  committee's  sup- 
port last  year  for  the  National  Institutes  of  Health  (NIH)  and  the 
two  institutes  that  support  research  in  our  area,  the  National 
Heart,  Lung,  and  Blood  Institute  (NHLBI)  and  the  National  Insti- 
tute of  Allergy  and  Infectious  Diseases  (NIAID).  Further,  we  are 
very  appreciative  of  your  decision  not  to  provide  earmarks  for  spe- 
cific diseases — we  agree  that  the  allocation  of  scarce  appropriations 
among  diseases  and  among  research  programs  should  be  based 
upon  scientific  opportunities,  and  not  upon  political  pressures.  We 
urge  you  to  continue  this  position  in  1995. 

I  would  venture  to  say  that  there  are  people  that  think  asthma 
and  allergies  are  very  common  diseases.  They  are  not  taken  very 
seriously,  but  they  can  certainly  affect  the  quality  of  life.  I  would 
venture  to  say  that  there  are  people  in  this  room  who  suffer  from 
allergies  and  asthma,  and  lest  you  have  any  doubt  about  how  very 
seriously  people  can  be  affected,  all  you  have  to  do  is  listen  to 
President  Clinton,  look  at  his  face,  the  swelling,  the  congestion, 
and  the  hoarseness  to  see  what  impact  allergies  can  have  on  a  per- 
son's life. 

Asthma  is  one  of  the  more  serious  diseases  that  we  as  allergists 
deal  with.  The  number  of  asthma  patients  continues  to  increase  in 
the  United  States. 

Asthma-related  deaths  increase.  If  you  look  at  the  demographics 
of  where  people  are  dying  who  have  asthma,  it  really  is  clustered 
in  the  inner  cities  and  particularly  prevalent  among  minorities, 
Hispanics  and  African-Americans. 

It  is  also  a  very  expensive  disease  with  estimated  costs  of  $6.4 
billion  every  year,  direct  medical  costs,  pharmaceuticals,  but  also, 
lost  wages  and  lost  productivity  and  a  lot  of  school  time  lost  as  a 
result  of  asthma. 

I  would  like  to  deviate  a  bit  further  from  my  written  testimony 
and  just  read  a  description  of  what  it  feels  like  to  have  an  asth- 
matic attack  written  by  someone  who  was  a  asthma  sufferer.  This 
person  writes:  "Asthma  often  strikes  with  no  advance  warning.  The 
feeling  is  one  of  growing  oppression.  It  becomes  more  and  more  dif- 
ficult to  get  air  into  one's  lungs.  As  the  attacks  progresses,  a  sensa- 
tion of  suffocation  becomes  stronger,  the  heart  races  and  panic  sets 
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in.  Without  medication,  one  must  concentrate  on  every  single 
breath.  With  medication,  the  relief  is  almost  miraculous." 

Actually  that  description  was  written  by  my  wife  who  suffered 
with  asthma  for  many  years  until  placed  on  a  proper  course  of 
treatment. 

So  I  have  given  you  the  bad  news  that  asthma  is  common,  expen- 
sive, debilitating,  it  is  frightening  to  wake  up  night  after  night  feel- 
ing like  you  cannot  breathe.  That  is  the  bad  news.  The  good  news, 
to  expand  on  a  theme  that  Dr.  Fitch  testified  on  earlier,  is  that  we 
can  do  a  lot  about  it.  We  can  provide  better  care.  We  can  reduce 
hospitalization.  We  can  reduce  time  lost  from  work  and  school. 

The  reasons  for  our  ability  to  impact  on  the  consequences  of  the 
disease  are  as  follows:  When  I  started  practicing  allergy  20  years 
ago,  the  drugs  that  we  had  for  treating  asthma  were  very  limited. 
They  were  limited  in  their  efficacy,  and  they  were  rather  toxic. 
About  five  to  ten  years  ago  basic  scientists  started  rethinking  the 
issue  of  what  asthma  is.  We  used  to  think  that  asthma  was  a  dis- 
ease in  which  bronchial  tubes  were  constricted  and  there  was  ex- 
cess mucus  production  by  the  bronchial  tubes. 

But  because  of  basic  research  in  mechanisms  of  inflammation 
and  in  the  mechanisms  of  immune  reaction,  it  became  clear  that 
asthma  was  a  disease  of  inflammation.  If  you  look  at  an  asthmatic 
lung,  you  see  inflammatory  cells  and  these  inflammatory  cells  in 
the  linings  of  the  lung  release  substances  that  cause  the  constric- 
tion and  the  mucus  production  and  the  other  manifestations  of 
asthma.  Because  of  that  observation  in  basic  research,  it  became 
clear  that  unless  you  treated  its  inflammatory  disease,  you  were 
not  really  getting  at  the  root  of  the  problem. 

So  our  approach  to  treating  asthma  changed  from  a  treatment 
where  we  just  opened  up  the  bronchial  tubes  to  one  where  we  ad- 
dressed the  inflammatory  reaction.  This  has  had  a  major  impact  on 
our  ability  to  care  for  patients.  I  see  a  lot  of  very  sick  asthmatics 
and  a  lot  of  very  sick  asthmatics  in  my  practice,  I  have  not  had 
to  hospitalize  an  asthmatic  in  over  five  years.  I  am  not  alone  in 
that.  My  other  colleagues  who  practice  medicine  with  advanced  in- 
formation are  able  to  accomplish  the  same  goals. 

So  the  basic  science  information  that  we  got  has  been  translated 
into  clinical  research.  Now,  you  do  clinical  applications.  You  could 
ask  why  is  it  that  asthma  is  still  such  a  problem  in  the  inner  city. 
I  think  the  problem  there  is  one  of  information  transfer. 

Let  me  iterate  how  the  NIH  has  impacted  on  each  phase  of  what 
I  do  as  a  clinician,  and  what  we  need  to  do  as  a  society  in  treating 
this  disease.  Basic  science  is  heavily  funded  by  the  NIH  research 
which  is  ongoing,  which  gives  me,  as  a  clinician,  the  insights  to 
treat  in  a  more  effective  way.  Clinical  trials  such  as  the  Childhood 
Asthma  Management  Program  are  established  and  funded  by  NIH 
to  define  the  best  treatments  for  asthma.  The  last  piece  of  that  is 
the  transfer  of  that  information  from  folks  like  me  to  the  doctors 
in  the  inner  city  who  are  responsible  for  taking  care  of  those  parts 
of  the  population  most  at  risk.  That  is  being  addressed  by  NIH 
through  the  National  Asthma  Education  and  Prevention  Program. 

Then  there  is  another  program,  the  national  cooperative  in  each 
city,  asthma  study,  which  I  was  privileged  to  participate  in  in 
Washington  a  few  years  ago  where  teachers,  school  nurses,  inner 
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city  practitioners  are  taught  the  latest  in  asthma  therapy.  I  will 
tell  you  that  it  has  been  very  gratifying  for  me  as  a  practitioner 
to  have  the  tools  available  to  provide  this  care. 

In  conclusion,  the  Joint  Council  of  Allergy  and  Immunology  urges 
the  committee  to  continue  to  make  the  NIH  a  priority  as  it  pre- 
pares the  1995  appropriations  bill.  We  recognize  the  fiscal  con- 
straints that  you  face  again  this  year,  but  we  believe,  as  other  peo- 
ple have  testified,  that  the  medical  research  is  an  important  invest- 
ment in  America's  future  and  should  be  funded  as  such. 

We  also  support  the  recommendations  of  the  Ad  Hoc  Group  for 
Medical  Research  Funding  of  $11.95  billion  for  the  NIH.  We  thank 
you  for  your  consideration  of  our  interests.  I  will  be  pleased  to  an- 
swer any  questions. 

Mrs.  Lowey.  Thank  you. 

[The  prepared  statement  follows:] 
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Good  morning,  Mr.  Chairman.  My  name  is  Daniel  Ein,  and  I  am  a  clinical  professor 
of  medicine  at  the  George  Washington  University  School  of  Medicine,  with  a  practice  in 
Washington,  D.C.  I  am  pleased  to  appear  before  the  Committee  today  on  behalf  of  the  Joint 
Council  of  Allergy  and  Immunology  (JCAT),  which  is  comprised  of  the  American  Academy  of 
Allergy  and  Immunology  and  the  American  College  of  Allergy  and  Immunology.  JCAI  consists 
of  more  than  4,000  clinicians  and  researchers  who  are  dedicated  to  providing  care  for  the  35 
million  Americans  who  suffer  from  allergic  or  immune  disorders. 

JCAI  is  very  appreciative  of  the  Committee's  support  last  year  for  the  National  Institutes 
of  Health  (NTH)  and  the  two  Institutes  that  support  research  in  our  area,  the  National  Heart, 
Lung,  and  Blood  Institute  (NHLBI)  and  the  National  Institute  of  Allergy  and  Infectious  Diseases 
(NIAJD).  Further,  we  are  very  appreciative  of  your  decision  not  to  provide  earmarks  for 
specific  diseases— we  agree  that  the  allocation  of  scarce  appropriations  among  diseases  and 
among  research  programs  should  be  based  upon  scientific  opportunities,  and  not  upon  political 
pressures.   We  urge  you  to  continue  this  position  in  your  1995  recommendation  for  NTH. 

Despite  the  number  of  patients  afflicted  with  asthma  and  allergies,  these  diseases  are 
often  thought  of  as  being  less  serious  than  those  such  as  cancer  and  heart  disease.  In  fact,  they 
are  quite  serious,  frequently  resulting  in  death.  I  would  like  to  take  a  few  moments  to  discuss 
the  impact  of  these  diseases  and  recent  research  accomplishments  and  opportunities. 


Asthma 

The  number  of  asthma  patients  in  the  United  States  has  increased  by  approximately  70% 
in  the  past  decade,  to  an  estimated  12-15  million,  while  asthma- related  deaths  have  increased 
68%  from  2,891  in  1980  to  4,867  in  1989.  Minorities  suffer  from  asthma  disproportionately. 
Minority  asthmatics  have  three  times  the  risk  of  dying  from  the  disease  than  do  white  patients, 
and  the  asthma  death  rate  for  African  Americans  increased  52%  between  1980-89,  while  the 
death  rate  for  white  asthmatics  increased  45%.  Further,  9.4%  of  African-American  children 
aged  6  to  11  have  asthma,  compared  to  6.2%  for  white  children  in  that  age  group.  African 
American  children  who  live  in  inner  cities  have  particularly  high  incidence  rates.  African 
American  asthmatics  are  more  likely  to  experience  more  severe  disability  and  they  have  more 
frequent  hospitalizations  that  white  asthmatic  children.  Hispanic  children  are  also  at  high  risk. 
For  example,  one  of  every  five  Puerto  Rican  children  aged  6  months  to  1 1  years  has  had  asthma 
at  one  time. 

Asthma  is  a  very  expensive  disease,  with  annual  estimated  costs  of  $6.4  billion,  of  which 
$3.6  billion  is  for  direct  medical  costs,  including  $1.6  billion  for  inpatient  care  and  $1  billion 
for  pharmaceutical  expenses.  Indirect  costs  associated  with  death,  disability,  and  loss  of 
productivity  are  estimated  at  $2.6  billion.  Asthmatic  adults  suffer  approximately  $850  million 
in  lost  wages  annually,  and  lose  another  $1  billion  per  year  in  lost  wages  to  stay  home  and  care 
for  asthmatic  children.  Increases  in  morbidity  and  mortality  have  resulted  in  increased  use  of 
hospitals  and  emergency  rooms.  While  only  a  small  percent  of  asthmatics  use  emergency 
rooms,  the  average  costs  for  these  patients  is  $120,000  annually.  Asthma  is  the  leading  cause 
of  school  absenteeism  and  is  responsible  for  more  than  10  million  days  missed  annually.    For 
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children  under  age  18,  hospitalization  rates  for  asthma  increased  4.5%  annually  during  the 
1980's,  rising  to  more  than  200,000  hospitalizations  by  the  end  of  the  decade.  Costs  are  also 
higher  for  minorities  and  the  poor—African  Americans  are  more  than  twice  as  likely  as  whites 
to  be  hospitalized,  and  low-income  families  spend  almost  12%  of  their  income  on  asthma-related 
expenses  for  a  child  with  moderately  severe  asthma,  compared  to  6.4%  for  an  average  family. 

While  researchers  still  do  not  know  what  causes  asthma,  we  are  learning  more  every  day. 
For  example,  results  from  basic  research  have  helped  us  recognize  that  airway  inflammation 
plays  a  key  role  in  initiating  the  airway  hyperresponsiveness  that  is  characteristic  of  asthma. 
However,  the  cellular  and  molecular  mechanisms  that  cause  the  inflammation  have  not  been 
determined.  A  key  basic  research  goal  is  to  improve  our  understanding  of  the  genetic  factors 
that  might  cause  asthma.  Researchers  are  studying  the  role  of  lung  growth  and  development  in 
utero  on  lung  function  in  children  and  its  impact  of  the  development  of  asthma,  and  results 
indicate  that  abnormalities  of  respiratory  function  associated  with  in  utero  exposure  to  tobacco 
smoke  and  familial  predisposition  to  wheezing  are  important  determinants  of  wheezing  and  lower 
respiratory  illnesses  in  the  first  year  of  life.  Long  term  investigations  are  necessary  to  determine 
the  impact  of  these  findings  on  the  development  of  asthma  in  children  and  the  implications  for 
prevention. 

Many  exciting  clinical  trials  are  underway  that  will  help  us  learn  more  about  the  causes 
and  management  of  asthma.  A  $45  million  NHLBI  clinical  trial  entitled  the  Childhood  Asthma 
Management  Program  (CAMP)  will  compare  the  effects  of  an  inhaled  corticosteroid  vs.  a 
placebo,  or  nedocromil  (a  non-steroidal  anti-inflammatory  agent)  vs.  a  placebo  on  lung  function, 
bronchial  responsiveness,  use  of  health  care  resources,  physical  development,  and  quality  of  life. 
Researchers  hope  that  the  study  will  also  provide  information  on  any  changes  in  asthma  during 
puberty  and  adolescence.  The  study  will  occur  at  eight  clinical  centers  throughout  the  U.S.  and 
NHLBI  has  begun  the  recruitment  of  944  children  aged  5  to  12  years,  at  least  one-third  of  whom 
must  be  minorities.   The  research  subjects  will  keep  a  daily  diary  of  symptoms. 

Another  interesting  program  is  underway  at  the  University  of  Texas  Health  Science 
Center  in  San  Antonio,  which  will  design,  implement,  and  evaluate  an  intervention  program  for 
160  Hispanic  asthmatics  ages  6-15  years.  The  program  will  educate  health  care  providers, 
patients,  and  their  families.  The  study  will  examine  the  role  of  social  support  networks  with  the 
Hispanic  community;  determine  whether  community  organization  efforts  can  help  patients  gain 
access  to  services  and  maintain  long-term  self-management;  study  the  role  of  Hispanic  lay 
leaders  and  the  role  of  home  remedies;  determine  whether  there  are  differences  in  knowledge 
and  behaviors  among  various  Hispanic  populations;  and  what  differences  occur  in  outcomes 
when  treatment  is  provided  by  Spanish-speaking  health  care  providers. 

NHLBI  coordinates  the  activities  of  the  National  Asthma  Education  and  Prevention 
(NAEP)  Program,  a  network  of  36  organizations  participating  in  the  development  and  testing  of 
materials  for  the  use  of  physicians;  health  care  workers;  teachers,  school  nurses,  and  coaches; 
families;  and  patients.  Additional  projects  and  new  focus  groups  are  planned,  with  an  emphasis 
on  minority  populations  in  the  inner  cities  and  in  rural  areas.  The  second  National  Asthma 
Education  Conference  is  in  the  planning  stage,  with  expected  focus  on  the  role  of  managed  care 
in  asthma  management.  , 
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NIAID  is  also  sponsoring  very  promising  research  on  asthma,  including  advances  in 
molecular  and  cellular  biology  that  have  resulted  in  renewed  emphasis  on  the  inflammatory 
nature  of  asthma.  NIAID  researchers  were  the  first  to  identify  the  biologic  events  that  lead  to 
inflamed  airways,  leading  to  changes  in  asthma  treatment  that  includes  an  emphasis  on  drugs  that 
reduce  this  inflammation.  NIAID  researchers  are  focusing  on  the  immunologic  aspects  of 
asthma,  including  studies  regarding  the  immune  system's  response  to  inflammation.  For 
example,  researchers  have  learned  more  about  the  role  of  cytokins,  which  are  produced  by  the 
immune  system  and  are  involved  in  inflammation. 

NIAID  began  the  National  Cooperative  Inner-City  Asthma  Study  in  1991,  a  network  of 
eight  sites  established  to  design  and  evaluate  a  comprehensive  intervention  program  to  identify 
and  reduce  risk  factors  for  asthma  in  inner-city  asthmatic  children,  which  will  reduce  the  number 
of  asthmatic  episodes  and  asthma-related  deaths  among  these  children.  NIAID  also  sponsors 
numerous  workshops,  seminars,  and  community-based  awareness  campaigns  to  help  assist  in  the 
prevention  and  care  of  asthma. 


Allergies 

Allergies  and  asthma  often  occur  together  and  exposure  to  allergens  can  be  very  serious 
to  asthmatics.  Allergies  are  the  number  one  cause  of  asthma  and  more  than  90%  of  asthmatic 
children  younger  than  16  years  of  age  have  allergies,  as  do  70%  of  asthmatics  aged  16  to  30. 
Between  40  and  50  million  Americans— as  many  as  one  in  five  people—suffer  from  allergies. 
Allergies  can  cause  reactions  ranging  from  mild  discomfort  to  death.  They  occur  when  the 
body's  immune  system  reacts  to  what  would  be  a  harmless  substance— such  as  food,  dust,  or 
mold— to  other  people. 

More  than  24  million  Americans  suffer  from  allergic  rhinitis  (hay  fever),  including  8% 
of  men  and  12%  of  women,  with  urban  dwellers  more  likely  to  be  affected.  Hay  fever  is  the 
most  frequently  reported  chronic  condition  among  children  under  18  years  of  age,  with  a  rate 
of  almost  65  per  1,000  persons.  Hay  fever  was  responsible  for  11.6  million  physician  office 
visits  in  1989,  a  52%  increase  from  1975.  More  than  32  million  Americans  suffer  from  chronic 
sinusitis,  and  as  many  as  five  million  Americans  suffer  from  food  allergies,  including  an 
estimated  8%  of  children  under  six  years  of  age. 

NIAID,  in  conjunction  with  NHLBI,  the  National  Institute  of  Environmental  Health 
Sciences,  and  the  EPA,  has  completed  a  study  of  the  effects  of  indoor  allergens.  Indoor  allergen 
exposure  is  a  major  risk  factor  for  asthma  and  exposure  to  these  allergens  is  increasing.  Many 
experts  believe  this  is  one  of  the  major  causes  for  the  increased  incidence  of  asthma.  The  report 
recommends  improved  education  and  expanded  research  activities  in  these  areas. 


CONCLUSION 

The  loint  Council  of  Allergy  and  Immunology  urges  the  Committee  to  continue  to  make 
the  NIH  a  priority  as  it  prepares  its  1995  appropriations  bill.  We  recognize  the  fiscal  constraints 
you  are  faced  with  this  year  again,  but  we  believe  that  medical  research  is  an  investment  in 
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America's  future,  and  should  be  funded  as  such.  We  also  support  the  recommendation  of  the 
Ad  Hoc  Group  for  Medical  Research  Funding  of  $11.95  billion  for  the  NIH,  which  represents 
a  9%  increase  over  the  1994  appropriation.  This  would  provide  critical  support  for  NIH's  basic 
research,  clinical  research,  and  research  training  activities. 

Thank  you  for  your  consideration  of  our  interests.    I  would  be  pleased  to  answer  any 
questions  at  this  time. 
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Mrs.  LOWEY.  Mr.  Bonilla. 

Mr.  Bonilla.  Doctor,  I  would  like  to  first  of  all  compliment  you 
for  being  here.  As  you  pointed  out,  asthma  and  allergies  are  not 
generally  killers  or  disabling  diseases,  well  not  to  a  severe  degree, 
but  they  are  something  that  people  have  to  live  with.  It  is  almost 
like  a  wounded  limb  that  you  have  to  live  with  every  day. 

You  mentioned  that  it  strikes  a  lot  of  minorities  in  inner  cities. 
Why  is  that?  Why  is  there  a  higher  concentration  on  minorities  and 
inner  cities?  All  kinds  of  ethnic  groups  have  settled  in  inner  cities. 
Why  them? 

Dr.  ElN.  I  think  there  are  several  reasons  for  that.  One  is  the  liv- 
ing conditions  in  which  people  in  the  inner  cities  lives  are  condu- 
cive to  high  concentrations  of  allergies,  higher  population  densities, 
dustier  environments,  older  homes,  often  old  homes  with  plaster 
that  contain  organic  matter  like  horsehair  which  was  used  years 
ago  to  combine  plaster,  cockroaches  which  are  a  major  cause  of 
asthma  in  susceptible  individuals  all  contribute  to  a  high  incidence 
of  asthma. 

I  think  the  reason  for  the  severity  of  the  asthma  and  why 
asthmatics  in  the  inner  city  don't  do  as  well  as  people  I  see  in 
Northwest  D.C.  is  a  question  of  access,  education,  availability  of 
medical  care. 

With  asthma  as  with  other  diseases  like  diabetes,  hypertension, 
and  other  chronic  diseases,  people  in  the  inner  cities  tend  to  use 
the  emergency  room  as  a  primary  care  doctor.  They  don't  have 
somebody  they  can  relate  to.  So  they  go  to  the  emergency  room 
with  an  acute  asthmatic  attack.  They  get  patched  up  and  go  home 
and  there  is  no  follow-up.  The  reason  I  keep  people  out  of  the  hos- 
pital is  because  people  know  they  can  call  me  when  they  are  in 
trouble.  I  develop  protocols  with  them  to  prevent  problems,  to  catch 
them  early  before  they  get  into  trouble,  so  I  keep  my  patients  out 
of  the  hospital. 

Mr.  Bonilla.  It  sounds  like  that  would  be  true  for  more  sparsely 
populated  areas  as  well. 

Dr.  ElN.  Rural  populations  are  also  at  risk.  But  I  think  the  stud- 
ies of  demographics  talk  about  numbers,  not  percentages.  So,  if  you 
look  at  the  numbers  of  people  with  asthma,  you  will  more  than 
likely  see  lots  more  people  in  more  densely  populated  areas.  You 
are  right,  the  rural  areas  have  the  same  problem  with  access. 

Mr.  Bonilla.  There  is  an  asthma  program  now  under  way  at  the 
University  of  Texas  in  San  Antonio  which  is  an  intervention  pro- 
gram for  160  Hispanic  asthmatics  from  ages  6  to  15.  It  is  designed 
to  educate  health  care  providers  and  the  family  on  everything  from 
prevention  to  acute  treatment.  Are  you  familiar  with  this  study? 

Dr.  Ein.  A  little,  but  not  in  great  detail. 

Mr.  Bonilla.  That  is  an  area  where  there  is  a  high  concentration 
of  need  for  asthma  and  also  allergies.  You  mentioned  in  your  testi- 
mony about  that.  I  know  there  are  a  lot  of  areas  that  have  a  high 
concentration  of  allergies.  That  certainly  is  one  of  them  as  well.  It 
adds  to  this  problem  of  asthma  that  exists  already. 

Dr.  Ein.  Absolutely.  This  program  and  the  inner  city  asthma  pro- 
gram are  really  models  for  how  we  can  get  information  out  from 
the  clinic,  from  clinical  research  into  the  community.  I  find  that  I 
am  constantly  picking  up  the  pieces  of  patients  who  have  not  been 
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treated  according  to  the  best,  up-to-date  standards  because  the  doc- 
tors, the  nurses  in  other  parts  of  town  have  not  been  exposed  to 
the  information  that  I  know  is  out  there  that  can  help  these  folks. 

Mr.  Bonilla.  The  drugs  for  treatment,  are  they  generally  higher 
priced?  It  seems  just  from  observation  they  are  at  least  in  the  high- 
er price  range,  if  not  at  the  top. 

Dr.  ElN.  Like  other  cutting-edge  medications,  they  are  very  ex- 
pensive. That  is  true.  Access  to  pharmaceuticals  is  a  problem  cer- 
tainly for  our  disadvantaged  population. 

Mr.  Bonilla.  Thank  you. 

Mrs.  Lowey.  Thank  you. 


Thursday,  February  3,  1994. 

WITNESS 
SETH  RUDNICK,  LEUKEMIA  SOCIETY  OF  AMERICA 

Mrs.  LOWEY.  The  next  witness  is  Dr.  Seth  Rudnick  of  Brown 
University,  representing  the  Leukemia  Society  of  America. 

Welcome,  Dr.  Rudnick. 

Dr.  Rudnick.  Thank  you.  The  Leukemia  Society  of  America  is 
grateful  for  the  opportunity  to  testify  before  this  subcommittee  this 
morning  on  the  1995  bypass  budget  for  the  National  Cancer  Insti- 
tute. 

I  am  Dr.  Seth  Rudnick,  an  Executive  Trustee  and  Volunteer 
Member  of  the  Medical  and  Scientific  Affairs  Committee  of  the 
Leukemia  Society  of  America.  I  am  also  Clinical  Associate  Profes- 
sor of  Medicine  at  Brown  University  School  of  Medicine  in  the  De- 
partment of  Medical  Oncology  and  the  Chief  Executive  Officer  of 
SytoTherapeutics,  Inc. 

The  Leukemia  Society,  for  those  who  are  unfamiliar  with  it,  has 
a  particular  perspective  based  on  40  years  in  the  fight  against  leu- 
kemia. It  is  a  volunteer  organization  of  thousands  of  people  who 
are  very  committed  individuals,  often  individuals  whose  families 
have  been  touched  by  leukemia  or  any  of  the  related  diseases. 

The  organization's  primary  reason  for  existence  is  to  raise  money 
for  research  and  to  use  those  research  funds  in  collaboration  with 
the  National  Cancer  Institute,  the  American  Cancer  Society,  and 
other  organizations  dedicated  to  this  cause.  The  goal  is  very  simple 
for  the  organization:  the  elimination  of  leukemia  and  those  related 
disorders.  We  believe  strongly  that  the  advances  that  are  made  in 
the  laboratory,  some  of  which  we  fund  and  some  which  we  fund  in 
cooperation  with  the  National  Cancer  Institute,  have  been  brought 
to  the  bedside  and  have  made  effective  progress  against  this  set  of 
diseases. 

This  research  program  has,  in  fact,  intended  to  foster  the  move- 
ment of  bench  to  the  bedside  and  from  discoveries  at  the  bedside 
back  to  the  bench.  This  is  an  iterative  program  of  insight,  treat- 
ment, understanding,  and  then  improved  treatment.  It  has  cer- 
tainly helped  to  cure  many  thousands  of,  not  only  leukemia  and 
lymphoma  patients,  but  patients  with  other  malignancies  who  ben- 
efited from  the  insights  of  treating  these  diseases. 

In  testifying  before  your  committee  this  morning,  the  Leukemia 
Society  wishes  to  urge  that  you  provide  the  National  Cancer  Insti- 
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tute  sufficient  funding  to  allow  it  to  support  this  type  of  balanced 
research,  especially  as  represented  in  the  1995  bypass  budget.  It  is 
a  balance  between  basic  and  clinical  research,  one  that  can  come 
together  to  achieve  real  progress  in  treating  these  disorders.  I 
think  you  are  all  familiar  with  the  problems  of  cancer.  I  hate  to 
bring  these  facts  again  up  to  the  surface,  but  I  think  it  is  always 
useful  to  remind  ourselves  that,  for  every  minute  that  this  commit- 
tee meets  one  more  American  will  die  of  this  disease.  That  will 
happen,  and  it  will  happen  increasingly  until,  as  Dr.  Fitch  and  oth- 
ers have  pointed  out  this  morning,  we  develop  fundamental  treat- 
ments and  eradicate  these  diseases  rather  than  simply  treat  them. 

In  the  Leukemia  Society,  we  have  a  position  that  NCI  funds 
should  not  be  targeted  for  any  specific  disease  entity.  I  would  like 
to  go  into  that  for  a  few  moments.  We  certainly  appreciated  the  po- 
sition of  the  committee  last  year  to  avoid  earmarking  for  specific 
diseases.  Let  me  give  you  a  couple  of  examples,  some  of  which  I 
think  you  have  heard  before  and  some  of  which  you  may  not  have 
heard. 

A  drug  was  developed — one  of  the  most  potent  new  anti-cancer 
agents  actually  out  of  the  National  Cancer  Institute,  but  in  collabo- 
ration with  industry — called  cisplatinum.  It  was  discovered  not  as 
an  anti-cancer  drug  but  as  an  anti-bacterial  drug,  and  it  was  dis- 
covered inadvertently  because  people  noticed  that  bacteria  died 
simply  by  residing  next  to  platinum  electrodes,  in  particular 
electro-chemistry  experiments. 

The  National  Cancer  Institute,  in  another  example,  supported  a 
researcher  to  develop  a  drug  targeted  against  rheumatoid  arthritis, 
an  analog  of  a  naturally  occurring  nucleotide.  It  turned  out  that 
that  drug,  chlorodyoxybenisine,  is  one  of  the  few  drugs  in  the  last 
decade  or  two  that  has  been  able  to  cure  leukemia  with  a  single 
course  of  therapy.  These  are  tremendous  steps  but  not  able,  in  and 
of  themselves,  to  eradicate  these  diseases. 

Recent  insights — for  example,  the  discovery  that  there  are  actu- 
ally genes  that  actually  keep  alive  cancer  cells  called  heptoses 
genes — are  leading  to  fundamental  new  approaches  to  the  treat- 
ment of  cancer.  I  think  this  is  fundamental  exploration,  and  what 
needs  to  happen  with  it  is  it  needs  to  be  put  into  patients  as  quick- 
ly as  possible. 

I  guess,  simply  stated,  you  don't  apply  what  you  don't  know  and, 
therefore,  need  to  discover  it.  But  more  importantly  for  the  patients 
involved,  if  there  is  something  you  know  and  don't  apply  it,  there 
is  not  much  good  in  simply  knowing  it.  We  need  to  develop  and  test 
these  theories,  and  we  need  to  move  them  to  treat  and  cure  pa- 
tients. 

The  Leukemia  Society's  objective  in  today's  testimony  is  to  urge 
the  funding  of  the  bypass  budget  to  support  pre-  and  post-doctoral 
fellowship  programs  so  we  can  provide  a  generation  of  investigators 
who  can  address  these  problems,  to  continue  to  support  basic  re- 
search, to  find  these  discoveries  that  can  effectively  lead  to  effective 
therapies  for  patients,  and  also  to  fund  translational  research,  clin- 
ical research,  that  applies  to  novel  laboratory  results,  as  quickly  as 
possible  to  patients. 
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We  are  very  encouraged  at  the  Leukemia  Society  by  the  number 
of  new  developments  that  have  taken  place  in  the  last  few  years 
in  fundamental  biology  that  has  relevance  to  cancer. 

We  are  clearly  on  the  threshold  of  an  era  where  the  vast  store- 
house of  data  that  has  been  acquired,  primarily  through  your  sup- 
port of  the  National  Institutes  of  Health  and  the  National  Cancer 
Institute,  is  ready  to  be  applied.  Frankly,  this  kind  of  research,  the 
translation  of  laboratory  research  to  humans  because  of  the  hetero- 
geneity of  populations,  our  overwhelming  concerns  for  safety  and 
the  way  we  apply  these  is  extremely  expensive  research. 

NCI  must  take  the  lead  in  applying  what  is  known.  We  hope  the 
subcommittee  can  see  to  it  that  the  funds  can  continue  to  be  made 
available  for  such  translational  research.  We  at  the  Leukemia  Soci- 
ety have  set  a  very  hard  goal  for  ourselves  to  significantly  increase 
the  cure  rates  in  a  number  of  leukemias,  starting  by  the  end  of  the 
decade,  through  a  massive  increase  in  our  own  research  funding. 

In  a  recent  joint  LSA-NCI  meeting,  a  number  of  areas  were 
identified  that  could  spark  such  changes.  We  urge  you  to  support 
NCI  so  we  can  continue  to  work  together  with  them  and  with  you 
to  eliminate  leukemia,  lymphoma,  and  other  cancers. 

I  thank  you  for  the  opportunity  to  testify  this  morning  and  the 
committee  and  for  its  continued  understanding  of  the  NCI's  mis- 
sion and  generous  appropriations  and  funds  in  the  past  years. 

Thank  you  very  much. 

Mrs.  LOWEY.  Thank  you,  Dr.  Rudnick. 

[The  prepared  statement  follows:] 
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Mr.  Chairman:  The  Leukemia  Society  of  America  is  girateful  for  the 
opportunity  to  testify  before  this  Subcommittee  this  morning  on  the  1995  Bypass 
Budget  for  the  National  Cancer  Institute. 

I  am  Dr.  Seth  Rudnick,  an  Executive  Trustee  and  Volunteer  Member  of  the 
Medical  and  Scientific  Affairs  Committee  of  the  Leukemia  Society  of  America.     I 
am  also  Clinical  Associate  Professor  of  Medicine  at  Brown  University  School  of 
Medicine  In  the  Department  of  Medical  Oncology  and  the  Chief  Executive  Officer 
of  CytoTherapeutic:3,  Inc. 

The  Leukemia  Society  of  America  has  been  in  the  fight  against  leukemia 
for  over  40  years.  It  is  a  volunteer  organization  of  committed  individuals  who 
raise  funds  for  leukemia  research.  The  research  program  supported  by  the     - 
Society  has  as  its  goal  the  elimination  of  leukemia  and  related  disorders.  The 
Leukemia  Society  believes  that  advances  are  first  made  in  the  laboratory  and 
then  brought  to  the  patients  bedside.  Its  research  program  is  intended  to  foster 
the  move  from  the  bench  to  the  bedside  and  back  again.  This  iterative  program 
of  insight,  treatment,  better  understanding  and  improved  treatment,  has  helped 
cure  thousands  of  cancer  patients. 

In  testifying  before  this  Subcommittee  this  morning,  The  Leukemia  Society 
wishes  to  urge  that  you  provide  the  NCI  sufficient  funding  to  allow  it  to  support 
the  type  of  balanced  research  program  presented  in  the  1995  Bypass  Budget, 
one  in  which  basic  and  clinical  science  can  come  together  to  achieve  real 
progress  in  the  conquest  of  cancer. 

To  put  the  cancer  problem  in  perspective  let  me  present  this  image:  This 
hearing  began  at  1 0:00am  this  morning.  Before  1 1 :00am,  60  people:  men  and 
women,  boys  and  girls  in  the  U.S.,  will  have  died  from  cancer  in  one  or  other  of 
Its  many  forms.  And  every  hour,  60  more  people  in  the  U.S.  will  die  from  cancer. 
The  magnitude  of  this  health  care  problems  is  enormous.  In  1994,  there  will  be 
1 .3  million  new  cases  of  cancer  diagnosed  in  the  U.S.   This  is  a  problem  of 
epidemic  proportions. 

It  is  the  sheer  weight  of  these  numbers  that  bring  us  to  this  room  this 
morning  urging  that  the  NCI  be  given  the  resources  to  solve  the  problem. 

It  is  The  Leukemia  Society  of  America's  position  that  NCI  funds  should  not 
be  targeted  for  any  specific  disease  entity.  We  appreciate  the  position  of  the 
Committee  last  year  to  avoid  earmarking  for  specific  diseases.    Congress  should 
continue  to  allow  the  NCI  to  fund  programs  that  are  both  basic  and  applied  in 
nature,  based  upon  scientific  opportunity.  We  urge  this  because  experience  has 
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shown  that  it  is  not  at  all  obvious  from  where  the  advances  sire  likely  io  come. 
Let  me  give  some  examples:  one  of  the  most  important  drujjs  we  have  today  for 
the  treatment  of  a  wide  variety  of  cancers  is  a  platinum  derivative  called 
cisplatinum  .  How  was  it  discovered?  In  1965  a  group  of  basic  scientists  at 
Michigan  State  University  investigating  bacterial  growth  in  an  electrical  field, 
noted  that  bacteria  dose  to  the  platinum  electrodes  failed  to  grow.  It  turned  out 
that  it  was  not  the  electric  current  itself  that  caused  the  growth  inhibition,  but  that 
small  amounts  of  platinum  were  released  from  the  electrode.  That  was  in  1965. 
The  work  was  performed  by  basic  scientist  and  funded  by  the  NIH.  By  1 972, 
these  findings  were  applied  clinically,  and  the  drug  became  ftispiatirum  ,  now 
one  of  the  most  Important  drugs  in  all  of  cancer  therapy. 

Another  example:  5  years  ago  The  Leukemia  Society  of  America  funded  a 
young  physician  in  San  Diego  to  study  the  characteristics  of  a  modified,  naturally 
occurring  chemical,  used  by  the  body  to  build  DNA.  That  study  led  to  the 
development  of  a  new  agent  which  may  actually  cure  one  form  of  leukemia  with  a 
single  course  of  therapy,  The  point  is  this:  what  we  will  use  at  the  bedside, 
starts  out  in  the  laboratory.  And  it  Is  not  clear  In  whose  laboratory  it  will  start  out. 
Discoveries  also  move  from  the  clinic  to  the  laboratory  and  back  to  the  clinic.  A 
gene  that  prevents  cells  from  dying  -  Bcl-2  was  discovered  in  lymphoma  patients. 
Its  activity  was  identified  in  the  V/istar  Institute  and  has  led  to  an  entirely  new  and 
testable  theory  on  how  to  permit  cancer  cells  to  die.  This  was  not  targeted  for 
disease-specific  research  initially,  it  was  a  basic  fundamental  exploration  of 
biology  funded  by  the  NIH. 

Simply  stated:  you  can't  apply  what  you  don't  know.  But  even  more 
importantly  to  the  patient:  if  there  is  something  you  know,  but  don't  apply,  what 
good  is  there  in  simply  knowing?  Hence,  we  need  to  develop  and  test  theories, 
but  we  need  to  treat  and  cure  patients. 

To  restate  The  Leukemia  Society's  objective  in  today's  testimony:  we  urge 
funding  of  the  NCI's  Bypass  Budget  Request  for  1995  at  a  level  to  allow  it  to 
support  a  balanced  portfolio  of  basic  and  applied  clinical  research  programs. 

•  Pre-doctoral,  and  post-doctoral  fellowship  support,  to  provide  the 
large  Infusion  of  funds  to  encourage  the  next  generation  of 
physicians  and  scientists  to  enter  the  field  of  cancer  research. 

•  Basic  science  research  to  encourage  the  continued 
discoveries  that  fuol  our  approach  to  curing  patients. 

•  Clinical  research,  especially  in  the  area  of  clinical  trials  that  appiy 
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novel  laboratory  results,  but  also  support  to  comprehensive 
cancer  centers,  and  the  national  clinical  trials  programs. 

We  at  the  Leukemia  Society  of  America  are  encouraged  by  a  number  of 
new  developments.  We  are  now  on  the  threshold  of  an  era  wherein  the  vast- 
storehouse  of  data  painstakingly  acquired  over  the  past  decade  is  ready  to  be 
applied.  Translational  research  is  extremely  expensive,  the  NCI  must  take  the 
lead  in  applying  what  is  know.  This  Committee  should  see  to  it  that  the  funds 
continue  to  be  made  available  for  translational  research. 

We  have  set  a  hard  goal  ''or  ourselves  -  to  significantly  increase  the  cure 
rates  in  a  number  of  leukemias  smarting  by  the  end  of  the  decade.  In  a  joint 
LSA/NCI  meeting  a  number  of  areas  were  identified  that  could  spark  such 
changes.  We  urge  you  to  support  the  NCI  so  that  we  may  work  together  to 
eliminate  this  problem. 

This  concludes  my  testimony  for  this  morning.  I  thank  the  Committee  for 
its  continued  understanding  of  the  NCI's  mission  and  generous  appropriations  to 
funds  in  past  years,  and  I  am  grateful  for  the  opportunity  to  have  appeared  before 
you. 


294 


"OPPORTUNITIES  FOR  NOVEL  THERAPEUTIC  INTERVENTION" 
New  Chemotherapeuiic  Agents 

•Topoisomerase  I  Inhibitors 

•Tributyrin 

•Cordyeepln 
Stem  Cell/Progenitor  Cell  Procurement 

•Cord  Blood 

•Ex  Vivo  Expansion 

•Bone  Marrow  Registry 
Blood  Vessel  Formation 

•Anti-Angiogenesls  AGM-1470 
Cell  Surface  Targets 

•Immunoconjugates 

•Growth-Factor  Fusion  Toxins 

•Membrane  Extrusion  Pumps 
Regulation  of  Apo ptosis 

•Anti-Sense  RNA  &  DNA 

•Gene  Insertion 

•Signal  Transduction  Modulation: 
Inhibitors 
Stimulators 


295 

Thursday,  February  3,  1994. 

WITNESS 
MARGARET  FOTI,  NATIONAL  COALITION  FOR  CANCER  RESEARCH 

Mrs.  Lowey.  The  next  witness  is  Margaret  Foti,  the  President- 
elect of  the  National  Coalition  for  Cancer  Research. 

Ms.  FOTI.  I  am  Margaret  Foti,  President-elect  for  the  National 
Coalition  for  Cancer  Research  and  also  Executive  Director  of  the 
American  Association  for  Cancer  Research. 

Your  committee's  past  support  for  our  Nation's  cancer  research 
initiatives  is  greatly  appreciated.  In  spite  of  growing  budget  con- 
straints, this  committee  has  continued  to  support  vital  cancer  re- 
search priorities  over  the  years.  We  thank  you  so  much  for  your 
strong  support  and  for  your  vote  of  confidence. 

The  NCCR  is  a  coalition  of  15  national  organizations  in  cancer 
research,  cancer  care,  and  lay  groups  representing  tens  of  thou- 
sands of  cancer  survivors  and  their  families,  40  thousand  children 
with  cancer  and  their  families,  65  thousand  cancer  researchers 
nurses,  physicians,  and  health  care  workers  and  82  cancer  hos- 
pitals and  research  centers  throughout  the  country. 

The  NCCR  wishes  to  emphasize  the  national  contributions  to  the 
cancer  program,  to  the  progress  in  cancer-related  research  and  bio- 
technology, to  patient  care,  and  to  the  reduction  of  cancer  inci- 
dents, morbidity,  and  death.  To  address  the  enormous  scope  of  the 
cancer  problem  which  will  attack  1.2  million  Americans  this  year 
and  which  will  cause  the  death  of  over  half  a  million  cancer  pa- 
tients this  year,  we  wish  to  highlight  a  few  basic  principles  which 
we  feel  will  enhance,  in  general,  the  national  cancer  program. 

The  NCCCR  urges  the  Administration  and  the  Congress  to  avoid 
earmarks  for  special  interests.  In  that  regard,  we  applaud  the  posi- 
tion of  this  committee  last  year  to  avoid  the  specific  earmarks  for 
diseases.  Allocation  of  resources  should  and  must  be  made  by  sci- 
entists and  science  managers  at  the  NIH  based  upon  scientific  op- 
portunities available. 

We  urge  you  to  continue  this  precedent  for  fiscal  year  1995.  We 
support  a  balanced  cancer  research  program  which  includes  a  com- 
prehensive program  providing  resources  for  prevention  and  early 
detection — basic  research  which  has  been  highlighted  so  well  today 
by  previous  speakers — clinical  trials,  research  training,  and  special- 
ized cancer  research  centers. 

As  the  largest  institute,  the  NCI  has  traditionally  received  a 
smaller  increase  in  funding  than  the  other  component  parts  of  the 
NIH.  However,  the  NCI  programs  require  the  same  level  of  ongoing 
support  as  programs  throughout  the  NIH.  Therefore,  NCCR  was 
particularly  pleased  that,  in  fiscal  year  1994,  the  NCI  received  the 
same  percentage  increases  as  other  institutes. 

We  look  forward  to  the  committee's  continued  support  of  a  bal- 
anced approach  to  funding  in  1995. 

We  support  research  on  gender-specific  cancers  such  as  breast, 
prostate,  cervical,  and  ovarian  cancer  when  accompanied  by  new 
funds.  In  1993,  NCI  was  directed  to  increase  efforts  in  breast,  pros- 
tate, and  ovarian  cancers  by  approximately  $100  million.  As  a  re- 
sult, cuts  in  existing  cancer  research  programs  were  necessary  to 
accommodate  congressional  mandates. 
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The  following  programs  were  cut:  leukemia  research,  research, 
colon  cancer,  bladder  and  lung  cancer,  pre-clinical  drug  develop- 
ment and  biologies  research,  brain  tumors,  basic  research  across 
the  board,  and  untargeted  areas,  basic  research  in  epidemiology 
and  communication. 

While  the  committee  did  not  support  earmarks  for  specific  dis- 
eases, we  understand  that  the  entire  funding  increase  provided  in 
1994  to  the  National  Cancer  Institute  will  be  devoted  to  breast  can- 
cer. 

As  a  result,  increases  in  other  programmatic  areas,  such  as  pre- 
vention, will  need  to  be  cut  from  existing  programs.  This  is  a  very 
serious  situation  as  it  means  reducing  critical  research  programs  in 
important  areas  of  cancer  to  address  priorities  in  another  cancer. 

NCCR  believes  the  health  of  women,  minorities,  medically  under- 
served  populations,  and  older  Americans  is  of  great  importance  in 
guiding  our  cancer  research  priorities.  We  are  well  aware  that 
under  the  budget  agreement  enacted  last  year,  it  was  estimated 
that  domestic  spending  programs  will  undergo  reductions  of  about 
10  percent  over  the  next  four  years. 

Further,  we  are  aware  that  the  President's  budget  recommenda- 
tions will  request  consideration  of  an  overall  increase  for  the  Na- 
tional Institutes  of  Health  of  approximately  4.8  percent,  whereas 
the  President's  investments  priorities  have  recommended  increases 
of  up  to  14  to  15  percent.  Frankly,  we  are  dismayed  to  learn  that 
the  administration  apparently  does  not  consider  the  NIH  to  be  an 
investment  priority. 

As  was  stated  earlier  this  morning,  by  Dr.  Fitch  and  just  recently 
acknowledged  by  Mr.  Porter,  investment  in  sound  biomedical  re- 
search is  sound  fiscal  policy.  Progress  from  biomedical  and  cancer 
research  will  yield  major  savings  in  health  care  costs  and  it  will 
also  and  dramatically  increase  the  productivity  of  Americans.  In 
short,  it  is  an  investment  in  the  economy  and  health  of  this  Nation. 

The  investment  priorities  of  this  country  should  provide  signifi- 
cant benefit  by  improving  our  economic  base,  increasing  our  tech- 
nological capabilities,  and  protecting  our  precious  resources.  There 
is  no  better  example  of  all  of  these  principles  than  the  NIH. 

I  might  add  that  we  make  our  plea  at  a  time  of  tremendous  ex- 
citement about  the  scientific  potential  of  molecular  biology  and  ge- 
netics and  in  the  areas  of  translational  research  which  is  taking 
basic  cancer  research  findings  and  bringing  them  to  the  clinic  suc- 
cessfully. 

We  are  recommending  to  the  committee  that  the  National  Cancer 
Institute  and  the  NIH,  as  a  whole,  receive  an  increase  in  line  with 
the  investment  priorities  of  this  administration.  Since  our  state- 
ment here  today  precedes  the  release  of  the  President's  budget,  we 
will  be  happy  to  follow  up  to  the  committee  with  a  specific  dollar 
figure  once  we  have  had  an  opportunity  to  analyze  the  funding  of 
investment  priorities  within  the  budget. 

In  closing,  we  trust  that  you  share  our  view  that  the  conquest 
of  cancer  must  be  a  national  priority.  I  thank  you  so  much  for  your 
continued  support  and  the  opportunity  to  be  here  today.  Thank 
you,  Mr.  Porter. 

[The  prepared  statement  follows:] 
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INTRODUCTION 

Mr.  Chairman,  Distinguished  Members  of  the  Committee,  thank  you  for  the 
opportunity  to  make  a  statement  on  behalf  of  the  National  Coalition  for  Cancer  Research 
(NCCR). 

I  am  Margaret  Foti,  President-Elect  of  the  NCCR  and  Executive  Director  of  the 
American  Association  for  Cancer  Research.  Your  Committee's  past  support  for  our 
nation's  cancer  research  initiatives  is  greatly  appreciated.  In  spite  of  growing  budgetary 
and  fiscal  constraints,  this  Committee  has  continued  to  support  vital  cancer  research 
priorities.    We  thank  you  for  this  strong  support  and  vote  of  confidence. 

The  NCCR  is  a  coalition  of  cancer  research,  cancer  care  and  lay  groups 
representing  : 

•  tens  of  thousands  of  cancer  survivors  and  their  families; 

•  40,000  children  with  cancer,  as  well  as  their  parents,  brothers  and  sisters; 

•  65,000  cancer  researchers,  nurses,  physicians  and  health  care  workers; 
and 

•  82  cancer  hospitals  and  research  centers  across  the  country. 

The  NCCR  directs  its  efforts  at  making  known  the  value  of  cancer  research  and 
the  major  contributions  the  National  Cancer  Program  has  made  to  the  basic  biomedical 
sciences  and  related  fields,  patient  care  and  the  reduction  of  cancer  incidence,  morbidity, 
and  death.  These  efforts  include  educating  the  American  public  concerning  the  need  to 
strengthen  a  balanced  National  Cancer  Program.  The  NCCR  educates  its  membership 
on  trends  in  federal  funding  for  cancer  research,  focuses  the  attention  of  the  American 
public  on  the  need  to  make  cancer  research  a  national  priority,  mobilizes  cancer 
survivors  and  their  families  to  participate  in  such  effort,  and  communicates  the  advances 
made  in  cancer  research  to  the  public.  The  NCCR  supports  these  goals  in  their  broadest 
terms,  emphasizing  national  priorities  conducive  to  improvements  in  cancer  research, 
treatment  and  prevention. 

To  briefly  illuminate  the  critical  nature  of  cancer,  1.2  million  Americans  will  be 
diagnosed  with  cancer  this  year  alone.  Over  five  hundred  thousand  will  die  from  cancer- 
-one  person  every  62  seconds.  To  address  the  scope  of  an  epidemic  of  this  size,  the 
NCCR  highlights  the  following  principles  to  effectively  address  the  National  Cancer 
Program.   The  NCCR: 

1).  urges  the  Administration  and  the  Congress  to  avoid  earmarks  for  special 
interests.  In  that  regard,  we  applaud  the  position  of  the  Committee  last  year  to 
avoid  specific  earmarks  for  diseases.  Your  strong  support  that  allocation  of 
resources  should  be  made  by  scientists  and  science  managers  at  the  NTH  based 
upon  the  scientific  opportunities  available  was  a  clear  and  strong  message  to  the 
community  that  science,  not  politics,  must  drive  our  federally-supported  research 
efforts.  We  urge  you  to  continue  this  precedent  in  FY  1995.  Why?  Because  if 
the  scientific  community  knew  where  the  answers  lay  to  the  fundamental 
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questions  about  cancer  which  still  exist,  or  what  specific  area  of  cancer  research 
would  provide  the  next  research  advance,  the  scientific  community  would  be 
pursuing  these  research  avenues  vigorously  without  the  urging  of  Congress. 

2).  supports  a  balanced  cancer  research  program  which  includes  a  comprehensive 
program  providing  resources  for  prevention  and  early  detection,  basic  research, 
clinical  trials,  research  training  and  specialized  cancer  research  centers.  As  the 
largest  Institute,  the  NCI  has  traditionally  received  a  smaller  increase  in  funding 
than  the  other  component  parts  of  the  NIH.  However,  the  NCI's  programs 
require  the  same  level  of  ongoing  support  as  programs  throughout  the  NIH. 
Therefore,  the  NCCR  was  particularly  pleased  that  in  FY  1994  the  NCI  received 
the  same  percentage  increase  as  the  other  Institutes.  We  look  forward  to  the 
Committee's  continued  support  of  a  balanced  approach  to  funding  increases  again 
in  FY  1995. 

3).  supports  research  on  gender-specific  cancers,  such  as  breast,  prostate, 
cervical  and  ovarian  cancers,  when  accompanied  by  new  funds.  In  FY  1993, 
the  NCI  was  directed  to  increase  efforts  in  breast,  prostate  and  ovarian  cancers 
by  approximately  $100  million.  The  total  dollar  increase  from  FY  1992  to  FY 
1993  was  $30  million.  As  a  result,  cuts  in  existing  cancer  research  programs 
were  necessary  to  accommodate  the  Congressional  mandates.  The  following 
programs  were  cut:  leukemia  research;  colon  cancer;  bladder  cancer;  lung  cancer; 
preclinical  drug  development  and  biologies  research;  brain  tumors;  basic  research 
across  the  board  in  untargeted  areas;  basic  research  in  epidemiology  and 
treatment;  chemoprevention;  and  education  and  communication. 

Further,  while  the  Committee  did  not  support  earmarks  for  specific  diseases,  we 
understand  that  the  entire  increase  provided  in  FY  1994  to  the  National  Cancer 
Institute  will  be  devoted  to  breast  cancer.  As  a  result,  increases  in  other 
programmatic  areas,  such  as  prevention,  will  need  to  be  cut  from  existing 
programs  in  the  base.  This  is  a  difficult  situation  as  it  means  reducing  critical 
research  programs  in  one,  albeit  important,  area  of  cancer  to  address  priorities 
in  another  cancer. 

4).  believes  that  the  health  of  women,  minorities,  medically  underserved 
populations  and  older  Americans  is  of  great  importance  in  guiding  our  cancer 
research  priorities. 

Basic  Research 

A  disease  like  cancer  demands  research  and  action  on  many  fronts,  from  basic 
research  to  the  application  of  that  research  progress  in  developing  new  therapies  or 
effective  prevention  strategies,  to  improving  the  quality  of  life  of  persons  diagnosed  with 
cancer.  It  is  of  critical  importance  that  we  do  not  repeat  the  mistakes  AIDS  research 
efforts  have  taught  us.  After  a  decade  of  input  from  the  public  in  defining  the  direction 
of  HTV  research,  and  pressing  for  clinical  treatments  and  prevention  options  such  as 
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vaccines,  we  now  have  public  advocates  coming  back  to  researchers  asking  why  we  do 
not  know  more  about  the  immunology  and  the  developmental  biology  of  HTV-- questions 
only  a  well-funded  basic  research  program  could  have  answered.  It  is  imperative  that 
the  crux  of  our  cancer  research  initiatives  be  built  on  the  cornerstone  of  basic  research. 

As  an  example,  several  months  ago  NCI-funded  researchers  at  the  Johns  Hopkins 
University  announced  the  discovery  of  the  abnormal  gene  which  places  approximately 
one  million  Americans  at  high  risk  for  cancers  of  the  colon  and  other  organs.  This 
discovery  was  built  on  a  foundation  of  over  two  decades  of  research  which  discovered 
the  techniques  for  gene  cloning  and  analysis  as  well  as  an  understanding  of  the  ways  that 
simple  organisms,  such  as  bacteria  and  yeast,  maintain  the  correct  sequence  of  their 
DNA.  In  making  this  discovery,  researchers  found  that  a  fidelity-maintaining  gene  from 
yeast  could  actually  provide  the  basis  for  the  isolation  of  the  human  colon  cancer  gene. 
NOW  because  of  this  basic  science  finding,  researchers  will  be  able  to  identify,  evaluate 
and  implement  appropriate  prevention  and  early  detection  measures,  including  a  new 
blood  test,  to  effectively  prevent  and  manage  colon  cancer  in  the  at-risk  population.  As 
you  continue  to  foster  and  guide  our  cancer  research  efforts,  we  urge  you  to  insure  that 
we  all  strive  to  avoid  funding  strategies  which  would  jeopardize  our  ability  to  pursue  the 
many  promising  opportunities  to  a  fundamental  understanding  of  cancer. 

Applied  Research 

As  a  second  priority,  we  need  to  exploit  in  a  clinical  setting  what  we  have  learned 
about  cancer  in  the  past  decade.  It  is  of  vital  importance  that  we  strike  a  balance 
between  basic  and  applied  research  and  that  we  strive  to  translate  our  progress  in  the 
laboratory  to  the  bedside,  as  we  develop  approaches  to  the  management  and  prevention 
of  cancer. 

State-of-the-art  cancer  treatment  is  discovered  and  made  available  to  persons  with 
cancer  across  the  country  through  cooperative  group  mechanisms  and  other  clinical  trials 
programs  supported  by  the  National  Cancer  Institute.  Presently,  there  are  many  new 
clinical  trials  that  are  on  hold  because  of  lack  of  funding  and  our  ability  to  expand  access 
to  state-of-the-art  treatment  in  cooperative  groups  is  having  a  detrimental  impact  on 
minority  and  underserved  areas.  Further,  as  surgery,  radiation,  chemotherapy  and 
biomodulatory  interventions  continue  to  cure  or  provide  long-term  survival,  physical  and 
psychosocial  issues  concerning  quality  of  life,  rehabilitation  and  organ  preservation 
during  treatment  need  to  be  addressed. 

Early  detection  and  treatment  of  cancer  save  billions  of  dollars  in  medical  costs 
and  lost  productivity.  Our  ability  to  achieve  progress  in  cancer  prevention  and  control 
depends  on  translating  progress  in  basic  research  to  other  disciplines  including  cancer 
surveillance,  molecular  and  biochemical  investigations,  clinical  trials  and  population- 
based  research,  and  research  on  the  role  of  diet  and  nutrition  in  the  development  of 
cancer. 
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Our  nation's  cancer  centers  require  additional  funding  to  support  multidisciplinary 
research  which  integrates  basic  and  clinical  research  with  prevention  and  education. 
More  than  half  of  the  cancer  research  supported  by  the  National  Cancer  Institute  is 
conducted  in  56  cancer  centers.  Further,  there  is  a  virtual  absence  of  support  for 
translational  research  initiatives  which  are  of  critical  importance  in  bridging  the 
laboratory  and  clinical  arena.  Indeed,  the  immediate  future  of  cancer  research  is  to  bring 
advances  in  basic  research  to  the  prevention,  diagnosis,  and  treatment  of  cancer.  This 
is  a  period  of  enormous  opportunity  in  cancer  research  to  apply  laboratory  findings  for 
the  benefit  of  the  cancer  patient. 

Research  Training 

The  third  priority  in  our  cancer  research  effort  is  to  attract  bright  minds,  young 
investigators  and  those  with  well  established  track  records,  through  the  strong  support 
and  expansion  of  graduate  and  postdoctoral  training  programs.  These  programs  are 
necessary  to  ensure  excellence  among  the  next  generation  of  physicians  and  researchers 
who  will  advance  the  frontiers  of  cancer  research.  It  is  vitally  important  to  strengthen 
the  education,  background  and  potential  of  our  young  researchers  through  postdoctoral, 
institutional  and  minority  training  programs. 

BUDGET  RECOMMENDATIONS 

The  NCCR  is  well  aware  that  under  the  budget  agreement  enacted  last  year,  it  is 
estimated  that  domestic  spending  programs  will  undergo  reductions  of  10  percent  over 
the  next  four  years.  Further,  the  NCCR  is  aware  that  the  President's  Budget 
recommendations  will  request  consideration  of  an  overall  increase  for  the  National 
Institutes  of  Health  of  approximately  4.8%.  Since  the  President's  investment  priorities 
are  recommended  to  receive  increases  of  up  to  14  percent  to  15  percent,  we  are  dismayed 
to  learn  that  the  Administration  does  not  consider  the  NIH  to  be  an  investment  priority. 

Mr.  Chairman,  Members  of  the  Committee,  we  believe  that  investing  in  the 
National  Institutes  of  Health  and  the  National  Cancer  Institute  is  an  investment  in  the 
economy  and  health  of  this  nation.  The  investment  priorities  of  this  country  should 
produce  significant  benefit  by  improving  our  economic  base,  increasing  our  technological 
capabilities  and  protecting  precious  resources.  There  is  no  better  example  of  these 
principles  than  the  NTH. 

NIH-supported  research  is  an  investment  in  innovation  and  our  international 
economic  competitiveness.  The  U.S.  is  recognized  the  world  over  as  the  leader  in 
biomedical  and  life  science  research.  U.S.  health  care  technologies  are  the  international 
leader  in  innovation  and  health  industries,  as  indicated  by  Fortune  Magazine  in  a  1993 
article  which  compared  13  key  industries  with  regard  to  production  data,  company 
performance  and  expert  opinion. 

NIH-supported  research  is  an  investment  in  our  economy.  NTH  extramural 
research  creates  jobs  throughout  the  country.     NIH  supports  84%  of  the  federal 
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government's  investment  in  biotechnology  research.  The  Department  of  Commerce 
estimates  that  biotechnology  was  a  $6  billion  industry  in  1993  and  will  be  a  $50  billion 
industry  by  the  year  2000.  The  link  of  the  NIH  to  our  biotechnology  enterprise  is 
indisputable.  As  an  example,  the  Fred  Hutchinson  Cancer  Research  Center  (FHCRC) 
has  received  federal  funding  for  cancer-related  research  since  its  establishment  in  the 
mid-70's.  During  the  past  two  decades,  research  discoveries  in  its  laboratories  has 
supported  the  establishment  of  10  new  biotechnology  companies  in  the  Pacific  Northwest. 

NIH  -supported  research  is  an  investment  in  the  health  of  every  man,  woman 
and  child.  In  a  recent  report,  the  NTH  estimated  that  approximately  $800  million 
invested  in  NIH-supported  clinical  and  applied  research  had  potential  to  realize  a  one- 
year  savings  of  between  $5.2  billion  and  $6.7  billion-an  amazing  600  to  800  percent 
return  on  investment.  In  the  case  of  cancer,  the  return  on  the  investment,  both  in 
monetary  benefits  and  in  lives,  is  remarkable.   For  example: 

a  17-year  total  investment  of  $56  million  in  testicular  cancer  has  enabled  a  91 
percent  cure  rate,  with  an  increased  life  expectancy  of  40  years,  and  a  savings  of 
$166  million  annually. 

an  $1 1  million  investment  in  breast  cancer  has  yielded  a  savings  of  $170  million 
annually  in  the  management  of  women  diagnosed  with  breast  cancer. 
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As  a  result  of  this  track  record,  we  are  recommending  to  the  Committee  that  the 
National  Cancer  Institute,  and  the  NTH  as  a  whole,  receive  an  increase  in  line  with  the 
investment  priorities  of  this  Administration.  Since  our  statement  here  today  precedes  the 
release  of  the  President's  Budget  recommendations,  we  will  be  happy  to  follow  up  in 
writing  to  the  Committee  with  a  specific  dollar  figure  once  we  have  had  an  opportunity 
to  fully  analyze  the  funding  of  investment  priorities  within  the  budget. 

In  conclusion,  I  am  happy  to  answer  any  questions  you  may  have.  Thank  you 
again  for  your  continued  support  and  for  the  opportunity  to  present  this  statement  today 
on  behalf  of  the  NCCR. 
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Mr.  Porter.  Let  me  agree  with  you  that  4.8  percent  would  set 
back  biomedical  research.  I  believe  there  is  support  on  the  sub- 
committee, and  also  in  the  Senate,  to  find  NIH  a  much  higher  pri- 
ority than  the  President's  budget  is  apparently  going  to,  the  same 
as  last  year.  I  think  the  President  has  underinvested  in  something 
that  has  to  be  a  very  high  priority  and  overinvested  in  some  other 
areas. 

Ms.  Foti.  Thank  you. 

Mr.  Porter.  We  will  do  our  best,  I  believe,  to  find  the  additional 
funding  from  lower  priority  items  under  our  jurisdiction  and  give 
all  the  support  we  possibly  can  to  NIH  because  we  realize  what  a 
treasure  it  is  and  what  the  potentials  are  for  long-term  savings  in 
health  care.  That  would  be  almost  immeasurable. 

Ms.  Foti.  Thank  you,  Mr.  Porter.  We  are  deeply  grateful. 

Mrs.  Lowey.  I  know  that  many  of  us  on  the  committee  share  in 
your  comments.  We  only  wish  that,  rather  than  having  to  make  the 
difficult  choices  within  the  subcommittee,  we  can  add  to  the  re- 
sources from  other  areas.  Thank  you  very  much. 

Ms.  Foti.  Thank  you. 


Thursday,  February  3,  1994. 

WITNESS 

BRIAN  WILCOX,  PhD.,  NATIONAL  CONSORTIUM  FOR  CHILD  AND  ADO- 
LESCENT MENTAL  HEALTH  SERVICES 

Mrs.  Lowey.  Dr.  Brian  Wilcox  of  the  National  Consortium  for 
Child  and  Adolescent  Mental  Health  Service. 

Dr.  Wilcox.  Thank  you,  Madam  Chair,  for  the  opportunity  to 
speak  with  you  today.  I  am  here  representing  the  National  Consor- 
tium for  Child  and  Adolescent  Mental  Health  Services,  which  is 
composed  of  23  national  consumer,  professional,  and  provider  orga- 
nizations dedicated  to  meeting  the  needs  of  emotionally  disturbed 
children  and  youth.  I  appreciate  your  entering  my  complete  state- 
ment in  the  record,  and  I  will  keep  my  remarks  brief. 

Mental  disorders  are  unfortunately  far  more  commonplace  among 
children  than  most  Americans  realize.  Several  government  reports 
indicate  that  about  7.5  million  American  children  suffer  from  a 
diagnosable  mental  disorder,  and  only  about  20  percent  receive  ap- 
propriate services.  Even  amongst  the  most  severely  disturbed  chil- 
dren, only  a  minority  receive  the  services  they  need. 

The  problems  in  our  system  of  care  for  these  children  are  many. 
The  mental  health  service  system  in  most  States  was  designed  to 
serve  adults,  and  the  needs  of  children  have  not  been  well  accom- 
modated. All  too  frequently  children's  disorders  are  not  diagnosed 
or  misdiagnosed  in  the  first  place. 

When  their  disorders  are  recognized,  children  often  end  up  in  in- 
appropriate forms  of  care  because  the  systems  of  care  needed  by 
children,  which  recognize  their  diverse  social  and  emotional  needs, 
simply  don't  exist.  Thousands  of  children  are  sent  to  States  other 
than  their  own  for  care.  Many  more  receive  care  in  expensive  insti- 
tutional settings  when  they  would  be  better  treated  in  their  own 
communities. 
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These  problems  are  largely  of  our  own  making.  Congress  passed 
the  Mental  Health  Systems  Act  in  1980,  an  act  which  would  have 
gone  far  to  create  the  systems  of  care  we  need  for  these  children. 
Unfortunately,  the  act  was  repealed  by  President  Reagan  before 
being  implemented. 

Fortunately,  Congress  has  taken  actions  which  hold  out  the 
promise  for  assisting  States  and  communities  in  establishing  com- 
prehensive and  coordinated  systems  of  mental  health  care  for  chil- 
dren and  youth.  And  I'm  here  today  to  ask  for  this  committee's  con- 
tinued support  for  two  programs:  the  Child  and  Adolescent  Service 
System  Program  and  the  Child  Mental  Health  Services  Program. 

The  CASSP  program  has  funded  projects  in  all  50  States  which 
have  stimulated  impressive  innovations  in  child  and  adolescent 
mental  health  services.  CASSP  has  fostered  interagency  collabora- 
tion among  Federal,  State,  and  local  entities  serving  children  with 
mental  disorders.  These  collaborations  help  link  children  with  seri- 
ous emotional  disorders  to  services  in  mental  health,  health,  edu- 
cation, special  education,  juvenile  justice,  housing,  and  child  wel- 
fare programs,  resulting  in  fewer  children  falling  between  the 
cracks. 

In  recent  years,  CASSP  has  focused  heavily  on  developing  col- 
laborative systems  of  care  in  local  communities.  The  CASSP  pro- 
gram has  also  given  special  attention  to  children  and  youth  at  high 
risk  for  mental  disorders,  such  as  homeless  children,  as  well  as  to 
minority  children. 

For  a  small  investment,  the  CASSP  program  has  already  paid 
handsome  dividends.  Evaluations  indicate  that  projects  have  re- 
sulted in  reduced  out  of  home  placements,  reduced  stays  in  impa- 
tient settings,  and  improved  school  attendance  and  performance. 
But  more  remains  to  be  done. 

In  particular,  CASSP  needs  to  lengthen  its  reach  to  involve  more 
urban  center  communities  and  Indian  reservations.  To  reach  new 
communities  in  need,  the  National  Consortium  for  Child  and  Ado- 
lescent Mental  Health  Services  recommends  an  appropriation  of 
$36  million  for  the  Community  Support  Program,  with  50  percent, 
or  $18  million,  for  the  CASSP  program. 

CASSP  has  helped  States  and  communities  develop  mechanisms 
for  providing  coordinated  care  for  children  and  adolescents,  but 
over  the  past  decade  we  have  learned  that  many  communities  do 
not  have  an  adequate  mental  health  service  system  for  children. 

In  response  to  the  glaring  lack  of  appropriate  mental  health  care 
systems,  Congress  established  the  Children's  Mental  Health  Serv- 
ices Program  in  1992.  This  program  provided  the  missing  link  to 
make  the  CASSP  model  effective  for  children.  By  providing  a  con- 
tinuum of  comprehensive  and  flexible  mental  health  services  for 
children,  we  have  found  that  it  is  possible  to  both  better  serve 
these  children  and  their  families  and  reduce  overall  expenditures 
for  mental  health  services. 

The  Children's  Mental  Health  Services  Program  is  vital  to  na- 
tional efforts  to  expand  our  capacity  to  adequately  serve  children 
in  need,  and  the  response  to  the  initial  funds  made  available 
through  this  program  has  been  overwhelming.  Without  additional 
funding,  though,  the  program  will  stagnate  before  really  getting  off 
the  ground,  before  it  can  create  a  critical  mass  of  systems  of  care 
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that  other  communities  can  emulate.  Thus,  the  National  Consor- 
tium for  Child  and  Adolescent  Mental  Health  Services  requests  an 
appropriation  of  $100  million  for  the  Children's  Mental  Health 
Services  Program. 

This  committee's  support  of  these  two  programs  in  past  years  has 
been  greatly  appreciated  by  all  of  us  concerned  with  the  well  being 
of  the  children  served  by  them. 

Thank  you  again,  Madam  Chair,  for  your  time  and  consideration 
of  these  requests. 

Mrs.  Lowey.  Thank  you. 

[The  prepared  statement  follows:] 
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Testimony  Submitted  by  the: 
National  Consortium  For  Child  and  Adolescent  Mental  Health  Services 

Introduction 

The  twenty-three  member  organizations  comprising  the  National  Consortium  for  Child 
and  Adolescent  Mental  Health  Services  appreciate  the  past  support  the  Subcommittee 
has  given  to  programs  providing  mental  health  services  to  children  and  adolescents.   We 
also  appreciate  this  opportunity  to  testify  before  the  Subcommittee  about  the  state  of 
those  services  and  the  funding  needed  to  continue  the  Substance  Abuse  and  Mental 
Health  Services  Administration  (SAMHSA),  Center  for  Mental  Health  Services' 
(CMHS)  programs  that  have  helped  so  many  children  and  adolescents  with  serious 
emotional  disorders. 

In  October  of  1992,  the  Alcohol,  Drug  Abuse  and  Mental  Health  Administration  was 
reorganized,  separating  mental  health  services  from  research.  The  National  Institute  of 
Mental  Health  moved  into  the  National  Institutes  of  Health  and  mental  health  services 
were  placed  in  a  new  Center  for  Mental  Health  Services  (CMHS)  within  the  Substance 
Abuse  and  Mental  Health  Services  Administration  (SAMHSA).   The  National 
Consortium  for  Child  and  Adolescent  Mental  Health  Services  is  primarily  interested  in 
two  programs  administered  through  the  Substance  Abuse,  Mental  Health  Services 
Administration's  Center  for  Mental  Health  Services,  namely  the  Child  and  Adolescent 
Service  System  Program  (CASSP)  and  the  Comprehensive  Community  Mental  Health 
Services  for  Children  Act  (P.L.  102-321),  known  as  the  Child  Mental  Health  Services 
Program. 

My  name  is  Brian  Wilcox,  Ph.D.,  and  as  chairperson  for  the  Consortium,  I  thank  you  for 
the  opportunity  to  testify. 

National  Consortium  for  Child  and  Adolescent  Mental  Health  Services 
The  National  Consortium  for  Child  and  Adolescent  Mental  Health  Services  was  formed 
in  1971  to  inform  and  promote  understanding  about  the  emotional  disturbances  of 
children  under  age  18  and  the  special  services  they  require.   All  of  the  23  member 
organizations  are  national,  consumer,  professional  and  provider  organizations.  We  meet 
quarterly  to  review  the  state  of  mental  health  services  for  children  and  adolescents  and 
to  act  on  issues  needing  unity  and  national  information  and  education  strategies. 

Consortium  representatives  have  appeared  before  the  Subcommittee  many  times  to 
direct  attention  to  the  number  of  children  and  adolescents  with  serious  emotional 
disorders.   The  prevalence  rate  of  over  11  percent  has  not  diminished  -  7  to  12  million 
youngsters  in  this  country  are  in  need  of  mental  health  care  at  any  one  time  -  and  there 
are  no  predictions  that  this  rate  will  subside  in  the  near  future.   There  are  approximately 
7.5  million  American  children  with  a  diagnosable  mental  or  emotional  disturbance,  and 
only  one-fifth  receive  services. 

Child  and  Adolescent  Service  System  Program  (CASSP) 

The  Subcommittee's  support  for  CASSP  totals  less  than  $90  million  over  ten  years,  but  it 
provides  nationwide,  innovative  child  and  adolescent  mental  health  service  system 
improvements.   It  has  been  active  in  all  50  states,  the  Virgin  Islands  and  the  District  of 
Columbia.   It  also  co-funds  1)  two  Research  and  Training  Centers  with  the  Department 
of  Education's  National  Institute  of  Disability  and  Rehabilitation  Research  and  2)  a 


308 


Technical  Assistance  Center  for  states  in  collaboration  with  the  Division  of  Maternal  and 
Child  Health  within  the  Health  Resource  and  Services  Administration. 

CASSP  is  acclaimed  for  having  established  interagency  collaboration  between  the 
Federal,  state  and  local  entities  serving  children  with  mental  disorders.   Services  within 
CASSP  systems  must  be  provided  cooperatively  across  child-serving  agencies.   It  also 
requires  evaluations  of  state  and  community  progress  towards  improving  systems  of  care. 
Data  from  these  evaluations  have  shown  success  in  improving  outcomes  for  both 
children  and  the  states. 

Outcomes  such  as  reduced  out-of-home  placements,  reduced  length  of  stay  for  inpatient 
services  and  residential  treatment  centers,  and  improved  school  attendance,  performance 
and  placement  status  are  only  some  of  the  data  which  justify  the  effectiveness  of  CASSP 
and  the  need  to  maintain  and  foster  its  development  The  structure  and  systems 
established  at  the  state  level  must  be  promoted  at  the  local  community  level.   CASSP  is 
the  strongest  link  we  have  to  protect  youth  with  emotional  disturbances  within  the 
service  system.   With  each  modest  grant,  children  and  adolescents  with  a  serious 
emotional  disturbance  can  be  linked  with  available  services  in  health  care,  mental  health, 
education,  special  education,  housing,  juvenile  justice  and  other  eligibility  support 
programs,  such  as  nutrition.     CASSP  has  created  an  administrative  focal  point  for 
children's  mental  health  programs  across  the  nation.  This  network  of  information  and 
exchange  has  generated  significant  new  resources  for  services  and  improved  the 
integration  of  a  broad  range  of  services  to  children  and  adolescents  who  have  or  are  at 
risk  for  severe  mental  or  emotional  disorders. 

Consortium  members  urge  funding  increments  to  expand  these  programs  and  initiatives. 
These  programs  provide  information  critical  to  determine  the  efficacy  of  these  innovative 
approaches  to  organizing,  delivering  and  financing  systems  of  care.   Increased  and 
continued  funding  of  these  programs  is  imperative  to  ensure  that  treatment  outcomes 
are  positively  affected. 

CASSP  has  generated  major  successes  in  a  variety  of  venues  including,  (1)  providing  a 
central  source  for  child  mental  health  programs  in  each  state;  (2)  assuming  a  lead  role  in 
providing  technical  assistance  to  States  in  meeting  the  new  requirements  of  P.L.  99-660 
through  the  Georgetown  Child  Development  Center;  (3)  supplying  principles  which  serve 
as  the  foundation  for  the  Robert  Wood  Johnson  Program  on  Seriously  Emotionally 
Disturbed  Youth,  the  CMHS  Child  and  Adolescent  Research  Demonstration  Program, 
and,  the  Child  Mental  Health  Services  program;  (4)  establishing  the  Child  Mental 
Health  Research  Demonstration  Program  based  on  the  recommendations  of  NIMH's 
National  Plan  for  Research  on  Child  and  Adolescent  Mental  Disorders. 

CASSP  provides  outstanding  technical  assistance  through  the  Technical  Assistance 
Center  at  the  Georgetown  University  Child  Development  Center.  In  addition,  three 
special  initiatives  have  been  developed  within  the  CASSP  program  -  the  Minority 
Initiative,  the  Families  as  Allies  project,  and  the  High  Risk  Program  for  addressing  the 
issue  of  homeless  children  and  adolescents  and  children  at  risk  for  AIDS.   Refugee 
children  and  adolescents  also  receive  a  special  focus  in  order  to  help  CASSP  grantees 
assure  their  inclusion  in  the  service  system  program. 
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In  fiscal  year  1993,  CASSP  launched  a  new  family  support  initiative  to  support  the 
development  of  statewide  family  networks.   Under  this  program,  twenty-eight  family 
centered  organizations  were  funded  to  provide  education,  information,  support  and 
advocacy  to  families  who  have  children  with  a  serious  emotional  disturbance. 

CASSP  also  funds  child  mental  health  demonstration  grants  which  study  the  impact  of 
various  organizational  and  financing  arrangements,  and  innovative  approaches  to 
supporting  the  delivery  of  services  for  children  and  their  families.   The  Child  and 
Adolescent  Research  Demonstration  Program  (PA-91-40)  initiated  by  CASSP  is  an 
important  program  in  need  of  increased  funding.   Started  in  1990,  this  program  tests  new 
models  of  care  in  each  state  for  their  effectiveness  in  organizing,  delivering  and  financing 
programs  to  reach  children  and  adolescents  with,  or  at  risk  of  developing  serious 
emotional  disturbance  (SED).   CASSP  awarded  ten  three-year  grants  to  eight  different 
states.   Specifically,  these  projects  will  provide  information  on  at-risk,  homeless 
adolescents,  victims  of  violence,  substance  abusers,  HIV  infected  youth,  and  school 
dropouts.   Outcomes  of  these  studies  provide  a  knowledge  base  crucial  to  the 
development  of  efficient  means  to  deliver  services  to  children  and  their  families. 
Research  and  services  research  are  critical  for  understanding  serious  emotional  disorders 
and  the  effectiveness  of  mental  health  services. 

The  National  Consortium  for  Child  and  Adolescent  Mental  Health  Services  further 
recommends  recommends  increased  appropriations  so  that  community-level  service 
system  improvement  programs  can  be  funded.   Movement  from  state  to  community-level 
service  systems  is  the  natural  sequence  for  this  effective  and  efficient  program. 
Successes  at  the  state-level  provide  the  framework  for  the  development  of  community- 
level  programs.  The  CASSP  treatment  approach  supports  a  strong  community-based 
and  comprehensive  system  to  involve  families  in  multiple  aspects  of  services  and  delivery. 
The  goal  of  CASSP  has  consistently  been  to  direct  the  service  delivery  in  states  and 
communities  toward  a  philosophy  of  multi-agency  use  and  inter-agency  coordination. 
States  and  communities  work  within  their  current  systems  to  improve  existing  service 
delivery  systems. 

An  appropriation  level  of  $36  million  is  requested  for  the  Community  Support  Program 
(CSP)  and  the  Child  and  Adolescent  Service  System  Program  CCASSP),  which  now 
equally  share  the  funds. 

Comprehensive  Community  Mental  Health  Services  for  Children  Act  (P.L.  102-3211 
CASSP  principles  provided  the  groundwork  for  the  Comprehensive  Community  Mental 
Health  Services  for  Children  Act,  (Child  Mental  Health  Services  Program).   Modeled 
after  CASSP's  successful  demonstrations  of  systems  of  care,  this  program  authorizes 
grants  to  states  and  communities  to  stimulate  the  development  of  interagency  systems  of 
care  for  children  and  adolescents  with  mental,  emotional  or  behavioral  disorders.   The 
child  mental  health  services  program  relies  on  the  system  improvements  generated  by 
CASSP  to  enable  states  to  build  the  planning  and  infrastructure  necessary  for  successful 
systems.   The  new  law  gives  states  the  funds  needed  to  deliver  a  wide  range  of  services. 

Major  studies,  including  one  by  the  Office  of  Technology  Assessment,  found  that 
children  in  need  of  mental  health  care  do  not  receive  it,  those  who  are  receiving  care  are 
often  receiving  inappropriate  or  inadequate  care  and,  there  is  a  lack  of  coordination 
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across  systems  to  meet  the  needs  of  these  children.  This  comprehensive  children's 
services  program  meets  a  national  need  to  translate  what  we  know  about  children's 
mental/emotional  disorders  into  practice.   Systems  of  care  approaches  to  providing 
comprehensive  and  flexible  mental  health  services  are  now  yielding  cost  analyses  which 
show  significant  savings.   For  example,  the  Fort  Bragg  comprehensive  mental  health  care 
project  in  North  Carolina  reduced  the  average  cost  per  person  by  51%  compared  with 
comparison  sites. 

The  child  mental  health  services  program  was  first  authorized  in  1992.   First  year  start 
up  costs  of  $4.9  million  were  appropriated  in  FY  1993.  and  in  FY  1994,  the  program  was 
launched  on  a  national  basis  with  funding  of  $35  million.   The  initial  request  for 
applications  for  this  program  drew  over  40  responses-far  exceeding  the  capacity  to  fund. 
Four  projects  were  funded  from  the  original  FY  1993  appropriation,  and  another  seven 
have  been  funded  from  the  FY  1994  appropriation.   In  FY  1995,  $100  million  is  needed 
to  fund  old  and  new  applications.  An  appropriation  level  of  $100  million  is  requested 
for  the  Child  Mental  Health  Services  Program.  (P.L.  102-321). 


Community  Mental  Health  Services  Block  Grant 

The  Community  Mental  Health  Services  Block  Grant  is  an  important  source  of  funding 
to  all  states.   Through  these  allocations  to  each  of  the  59  states  and  territories  funds  are 
awarded  to  a  range  of  agencies  for  community-based  mental  health  services  for  children 
with  serious  emotional  disorders.   Included  in  the  block  grant  is  a  mandated  set  aside  of 
ten  percent  of  the  state  allocation  to  states  for  children's  services.   The  requirement  that 
states  target  a  percentage  of  Block  Grant  funds  for  child  mental  health  services  will 
support  the  federal  initiative  to  assist  in  developing  systems  of  care  for  children  with 
serious  emotional  disturbances.   The  Community  Mental  Health  Services  Block  Grant 
will  ensure  that  all  states  expand  child  mental  health  services,  increase  the  overall 
number  of  children  who  receive  mental  health  serves,  even  in  states  not  ready  to  develop 
integrated,  interagency  systems  of  care,  as  called  for  under  the  child  mental  health 
services  program. 

This  funding  helps  support  children's  community-based  mental  health  services  contained 
in  the  state's  plan  and  covers  the  full  array  of  community-based  treatment   In  FY  1995. 
$450  million  is  needed  for  the  Community  Mental  Health  Services  Block  Grant  to  take  a 
necessary  step  toward  seeing  that  children  with  serious  emotional  disorders  receive 
appropriate  community-based  treatment  while  reserving  the  integrity  of  the  mental 
health  services  delivery  system  for  all  populations. 

The  National  Consortium  for  Child  Mental  Health  Services  recommends  an  FY  1995 
appropriations  of  $36  million  for  the  Community  Support  Program  and  CASSP 
programs.   The  Consortium  further  recommends  subcommittee  support  for  $100  million 
in  appropriations  for  the  Child  Mental  Health  Services  Program  (P.L.  102-321^  and  $450 
million  for  the  Community  Mental  Health  Services  Block  Grant. 

Thank  you  for  this  opportunity  to  testify. 
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Thursday,  February  3,  1994. 

WITNESS 

DIANE  SHRIER,  MD,  AMERICAN  ACADEMY  OF  CHILD  AND  ADOLES- 
CENT PSYCHIATRY 

Mrs.  Lowey.  Dr.  Diane  Shrier  is  from  the  Children's  National 
Medical  Center.  She  is  representing  the  American  Academy  of 
Child  and  Adolescent  Psychiatry. 

Dr.  Shrier.  I  am  Diane  Shrier,  Vice  Chair  in  the  Department  of 
Psychiatry  at  Children's  National  Medical  Center  and  a  Fellow  of 
the  American  Academy  of  Child  and  Adolescent  Psychiatry.  I  am 
speaking  on  behalf  of  the  American  Academy  of  Child  and  Adoles- 
cent Psychiatry  in  regard  to  funding  for  the  National  Institute  of 
Mental  Health  and  the  National  Plan  for  Research  on  Child  and 
Adolescent  Mental  Disorders. 

I  have  been  a  practicing  child  and  adolescent  psychiatrist  for  a 
quarter  of  a  century. 

As  a  result  of  recent  increased  funding  for  research  in  childhood 
mental  disorders,  there  has  been  important  progress  in  our  field's 
ability  to  provide  more  accurate  diagnosis  and  more  effective  treat- 
ments of  a  wide  range  of  child  psychiatric  disorders  which  effect  12 
to  20  percent  of  the  children  in  our  Nation.  In  addition,  prevention, 
early  intervention,  and  appropriate  systems  for  appropriate  sys- 
tems for  effective  delivery  of  care  have  increasingly  rested  on  a 
solid  knowledge  base. 

There  is  serious  concern  that  the  President's  fiscal  year  1995 
budget  will  recommend  a  level  funding — or  a  decrease  in  NIMH  re- 
search funding.  This  decision  would  jeopardize  the  progress  that  is 
being  made  in  identifying  causes  and  therapeutically  effective  and 
cost-effective  treatments  for  childhood  mental  disorders,  as  Dr. 
Wilcox  so  eloquently  described. 

I  will  mention  briefly  just  one  more  initiative  whose  funding 
might  be  disrupted.  A  five-year,  multi-site,  multi-modal  treatment 
study  of  attention  deficit  disorder,  with  or  without  hyper-activity, 
is  currently  in  progress.  Up  to  9  percent  of  all  children  suffer  from 
these  disorders,  which  account  for  one  third  to  one-half  of  all  ref- 
erences to  child  psychiatric  mental  health  services,  where  questions 
of  diagnosis,  etiology,  treatment,  and  outcome  are  all  being  ad- 
dressed. 

Already  a  genetic  defect  has  been  identified  in  some  youngsters 
with  this  disorders.  Answers  to  those  questions  alone  will  justify 
the  entire  cost  of  the  National  Plan  and  contribute  immeasurably 
to  the  long-term  well  care  of  families  and  children  with  this  dis- 
order, a  disorder  that  affects  every  aspect  of  their  lives. 

There  are  many  similar  projects  that  would  be  in  jeopardy.  The 
Society  recommendations  that  NIMH  appropriations  be  increased 
to  $690.7  million  for  1995  and  that  $283.3  million  of  that  amount 
be  specifically  appropriated  for  full  funding  of  the  five  years  of  the 
national  plan  for  research  on  child  and  adolescent  mental  dis- 
orders. 

This  level  of  funding  will  enable  researchers  to  continue  and 
complete  important  major  research  projects,  fund  new  research  ini- 
tiatives, and  increase  the  still-too-small  pool  of  qualified  child  psy- 
chiatry researchers. 
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Further,  as  part  of  the  reorganization  of  NIMH  and  ADAMHA, 
in  1992  Congress  approved  the  Comprehensive  Community  Mental 
Health  Services  for  Children  Act. 

This  year,  it  is  critical  for  helping  more  than  40  communities 
across  the  Nation,  who  have  applied  for  funding,  to  build  a  range 
of  efficient,  effective,  and  coordinated  treatment  services  for  men- 
tally ill  children  and  adolescents  in  their  communities,  close  to 
their  families. 

We  urge  your  approval  of  at  least  $100  million  in  appropriation 
also  for  the  Children's  Mental  Health  System  Improvement  Act, 
which  was  originally  authorized  for  $200  million.  This  program  re- 
ceived only  $4.9  million  in  fiscal  1993  and  $35  million  in  fiscal 
yearly  1994. 

In  addition,  we  urge  appropriation  of  $36  million  for  the 
SAMHSA  Community  Support  Program  and  the  highly  effective 
Child  and  Adolescent  Services  Program. 

We  appreciate  the  opportunity  to  testify  before  this  subcommittee 
and  have  submitted  more  extensive  written  testimony. 

Mrs.  Lowey.  Thank  you,  Dr.  Shrier. 

[The  prepared  statement  follows:] 
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Testimony  submitted  by  the 

American  Academy  of  Child  and  Adolescent  Psychiatry 

February  3,  1994 

Introduction 

The  American  Academy  of  Child  and  Adolescent  Psychiatry  appreciates  this  opportunity 

to  testify  before  the  House  Subcommittee  on  Labor,  Health  and  Human  Services,  and 

Education  and  Related  Agencies  regarding  fiscal  year  1995  appropriations  for  the  National 

Institute    of   Mental    Health    and    the    Substance    Abuse,    Mental    Health    Services 

Administration. 

I  am  Diane  Shrier,  M.D.,  a  Fellow  of  the  American  Academy  of  Child  and  Adolescent 
Psychiatry,  and  Vice-chair  in  the  Department  of  Psychiatry  at  Children's  National  Medical 
Center. 

American  Academy  of  Child  and  Adolescent  Psychiatry 

The  American  Academy  of  Child  and  Adolescent  Psychiatry  is  a  national,  professional 
association  of  over  5600  child  and  adolescent  psychiatrists.  Its  members  are  physicians  who 
have  completed  a  general  psychiatry  residency  and  a  two-year  residency  training  program 
in  child  and  adolescent  psychiatry.  This  medical  discipline  is  concerned  with  the  prevention, 
diagnosis  and  treatment  of  developmental  and  psychiatric  disorders  in  children,  adolescents 
and  their  famines. 

NATIONAL  INSTITUTE  OF  MENTAL  HEALTH 

The  Academy  supports  the  following  levels  of  funding  for  specific  programs  within  the 
National  Institute  of  Mental  Health: 


NIMH  Programs 
(amounts  in 
millions) 

Appropriation 

President's 
Request 

AACAP 

Recommendations  FY 
1995 

Research 

FY  1994 
548.1m 

FY  1995 
not  available 

690.7m  including 
2833m  for  the 
Children's  Research 
Plan 

Research 
Training 

30.1m 

not  available 

39.1m 

Research 
Mgt/Support 

353m 

not  available 

37.9m 

Total 

613.5m 

767.7m 

315 


The  Academy's  special  interest  in  testifying  before  the  Subcommittee  is  to  direct  attention 
to  the  National  Institute  of  Mental  Health  where  appropriations  for  FY  1995  will  include 
funding  for  the  final  year  of  the  five-year  National  Plan  for  Research  on  Child  and 
Adolescent  Mental  Disorders.  There  is  serious  concern  that  the  President's  FY  1995  budget 
will  recommend  level  funding  or  a  decrease  in  NIMH  research  funding.  This  decision  could 
jeopardize  the  innovative  and  exciting  research  projects  generated  over  the  past  four  years. 

The  first  two  years  of  the  five-year  plan,  FY  1991  and  1992,  began  the  revitalization  of  the 
research  effort  for  children's  disorders.  Funding  levels  and  productivity  were  infused  with 
a  larger  share  of  the  NIMH  research  budget,  but  in  FY  1993,  the  ADAMHA  reorganization 
and  the  minimum  increase  in  appropriations  delayed  approval  of  many  research 
applications.  Where  actual  spending  in  FY  1990,  the  base  year  for  the  National  Plan,  was 
approximately  $60  million  for  research  attached  to  the  disorders  of  childhood  and 
adolescence,  fiscal  years  1991  and  1992  boosted  that  amount  to  over  $100  million.  The 
excitement  that  Congressionally-approved,  increased  funding  brings  to  all  NIMH  research 
transfers  easily  to  research  programs  for  child  and  adolescent  mental  disorders. 
Congressional  approval  of  a  13  percent  increase  for  NIMH  research  in  FY  1992,  from 
$504.1  milh'on  to  $536.8  million,  translated  into  early  and  exciting  discoveries  of  the  causes 
of  mental  illnesses  that  appear  in  childhood  and  adolescence. 

Fiscal  years  1993  and  1994  slowed  funding  for  new  research  projects.  The  ADAMHA 
reorganization  drew  funds  from  NIMH  in  FY  1993,  and  this  year,  a  $30  million  increase  will 
be  divided  among  all  research  programs  at  NIMH.  The  research  into  disorders  of 
childhood  and  adolescence  is  slowing  again,  and  the  impetus  of  the  five-year  plan  will  be 
lost  if  FY  1995  appropriations  are  not  significantly  increased. 

The  benefit  of  past  funding  support  that  is  now  being  realized  is  apparent  in  the  area  of 
services  research.  In  FY  1993,  a  15  percent  set-aside  for  researching  mental  illnesses 
services  is  now  the  basis  for  an  exciting  announcement  coming  from  NIMH  this  spring. 
Already  called  the  study  of  the  decade,  this  major  longitudinal  study  of  services  research  on 
children's  mental  illnesses  will  be  critical  in  assessing  how  children  with  a  serious  emotional 
disorder  fare  in  the  current  system.  The  study  is  longitudinal  and  will  track  children  across 
all  service  systems:  education,  juvenile  justice,  welfare,  health,  and  mental  health.  Children 
aged  four  and  above  will  be  followed  for  at  least  five  years  as  they  access  the  system  and 
receive  services.  Researchers  will  use  multiple  sites  with  diverse  regional,  cultural  and 
economic  backgrounds  in  the  study. 

Congress  can  be  proud  of  providing  this  federal  institute  with  the  resources  necessary  to 
measure  the  illnesses,  the  services  and  the  lives  of  the  children  touched  by  them.  It  is 
almost  the  equivalent  of  funding  a  cognitive  CAT  scan  of  child  and  adolescent  emotional 
disorders  as  they  are  managed  in  the  current  system. 

Examples  of  the  projects  that  have  been  enhanced  by  the  five-year  National  Plan  for 
Research  on  Child  and  Adolescent  Mental  Disorders  include  the  following: 
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1.  New  and  enriched  NIMH  Centers  for  Research  provide  a  center  where  researchers 
work  in  a  stimulating  and  productive  environment  At  the  centers,  questions  about 
effectiveness  of  treatment  and  outcomes  research  are  addressed.  Services  research 
projects  are  designed  to  help  close  the  gap  between  treatment  knowledge  and 
delivery  of  appropriate  services.  The  ADAMHA  reorganization  legislation  mandated 
that  NIMH  obligate  not  less  than  IS  percent  of  its  annual  extramural  research 
budgets  for  health  services  research.   Research  at  the  Centers  includes: 

o  Research  on  services  for  underserved  populations,  including  minority  children, 

adolescents,  and  their  families,  as  well  as  poor  and  disadvantaged  children,  children 
in  rural  areas,  homeless  children,  abused  children,  and  children  and  adolescents  with 
co-occurring  problems  such  as  physical  disorders  or  substance  abuse. 

o  Research  on  the  effectiveness  of  consultation/liaison  psychiatry  and  other  services 

provided  by  professionals  to  children  and  adolescents  in  various  settings  including: 
general  health  care,  educational,  day  care,  social  service  and  juvenile  justice. 

The  1990  National  Plan  noted  that,  "Collaboration  and  exchange  among  researchers  from 
the  various  disciplines  dealing  with  childhood  mental  disorders  also  needs  strong 
encouragement"  The  Centers  for  Research  on  Mental  Health  Services  for  Child  and 
Adolescents  promote  these  collaborations  and  exchanges  and  give  tremendous  promise  for 
the  future. 

2.  Another  type  of  project  that  has  been  enhanced  is  the  funding  of  a  multi-site 
collaborative  study  on  a  major  disorder  of  childhood.  NIMH  is  funding  $2.5  million 
in  cooperative  agreement  awards  for  a  multi-site  multimodal  treatment  study  of 
attention-deficit  hyperactivity  disorder  (ADHD)/attention-deficit  disorder  (ADD). 
This  disorder  is  among  the  most  common  of  childhood  mental  disorders.  Up  to  9 
percent  of  all  children  may  have  either  ADHD  or  ADD,  and  these  diagnoses  account 
for  one-third  to  one-half  of  all  referrals  for  services  related  to  mental  illness.  For 
children's  emotional  disorders,  attention-deficit  disorders  comprise  the  largest  share 
of  economic  cost  and  personal  and  family  frustration  and  despair.  Genetic  research 
revealed  a  gene  defect  that  can  now  be  folded  into  the  bank  of  existing  knowledge 
about  hyperactivity. 

This  is  especially  important  since,  over  the  years,  there  has  been  debate  as  to  what  the 
definitional  boundaries  for  hyperactivity  are  and  about  the  scientific  legitimacy  of  its  status 
as  a  distinct  clinical  syndrome.  Treatment  research  needs  to  establish  answers  to  definition 
and  treatment  questions.  The  NIMH  treatment  study  is  now  underway  and  will  be 
researching  and  assessing,  over  five  years,  the  outcomes.  Reaching  an  understanding  of 
ADHD  and  ADD  can,  on  its  own,  justify  the  cost  of  the  National  Plan  and  contribute 
immeasurably  to  the  long-term  welfare  of  families  and  children  touched  by  this  disorder. 
But  funding  for  the  full  five-year  study  is  not  assured.  Funding  depends  on  annual 
appropriations,  which  is  not  new  but  is  ongoing  for  research  projects.  The  Subcommittee 
has  supported  NIMH  research  increases  in  recent  years,  and  this  support  is  again 
recommended  in  order  to  avoid  incomplete  or  sharply  curtailed  research  projects. 
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The  American  Academy  of  Child  and  Adolescent  Psychiatry  recommends  that  NIMH 
appropriations  be  increased,  that  $690.7  million  be  appropriated  for  FY  1995  NIMH 
research  programs,  and  that  $2833  million  be  appropriated  for  the  fifth  year  of  the 
National  Plan  for  Research  on  Child  and  Adolescent  Mental  Disorders. 

SUBSTANCE  ABUSE.  MENTAL  HEALTH  SERVICES  ADMINISTRATION 
The  newest  administration,  SAMHSA,  is  the  home  of  the  Center  for  Mental  Health 
Services.  The  Center  is  administering  grants  to  states  and  communities  for  innovative 
systems  of  care  for  people  with  mental  illnesses,  with  special  emphasis  on  children  and 
adolescents.  The  Child  and  Adolescent  Services  System  Program  (CASSP)  and  the 
Children's  Mental  Health  Services  Improvement  Act,  authorized  in  1992,  both  provide  funds 
to  states  and  communities  to  use  for  providing  a  comprehensive  range  of  services  for 
children,  adolescents  with  mental  illnesses  and  their  families. 

The  Academy  recommends  the  following  levels  of  funding  for  SAMHSA  programs  of  special 
interest  to  children  and  adolescents  with  mental  illnesses: 


SAMHSA  Programs 

Appro. 
FY 

1994 

President's 
Request 
FY  1995 

AACAP 

Recommendations 
FY  1995 

CSP/CASSP 

24.4m 

not 
available 

36m 

Prevention 

0 

0 

10m 

Homeless 
Demonstrations 

29.4m 

not 
available 

31m 

Protection  & 
Advocacy 

24.4m 

not 
available 

30m 

Children's  Mental 
Health  Services 

35m 

not 
available 

100m 

Clinical  Training 

2.5m 

not 
available 

5m 

Child  and  Adolescent  Service  System  Program  (CASSP) 

The  provision  of  services  for  treating  mental  illness  is  an  important  complement  to  research. 
The  Child  and  Adolescent  Service  System  is  a  remarkably  effective  and  efficient  program. 
It  improves  systems  of  service  delivery  to  children  and  adolescents  who  are  severely 
emotionally  disturbed.  Through  CASSP,  mental  health,  health,  education,  juvenile  justice, 
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nutrition,  substance  abuse  treatment,  and  special  education  are  coordinated.  SAMHSA 
supports  the  service  system  improvement  grant  program  with  technical  assistance  and  with 
special  programs  for  children  and  adolescents  and  their  families  who  are  homeless,  infected 
with  the  AIDS  virus,  or  part  of  a  cultural  minority. 

Comprehensive  Community  Mental  Health  Services  for  Children  Act  (P.L.  102-321) 
Congress  approved  the  Comprehensive  Community  Mental  Health  Services  for  Children  Act 
in  1992,  as  a  part  of  the  ADAMHA  reorganization.  This  legislation  provides  states  and 
communities  with  resources  to  organize  and  deliver  comprehensive,  interagency  services  to 
children  and  adolescents  with  serious  emotional  disorders.  Authorized  for  $200  million,  this 
program  received  only  $4.9  million  in  FY  1993  to  begin  its  work.  FY  1994  raised  the 
appropriations  to  $35  million,  for  which  we  congratulate  Congress.  But  $35  million  only 
funds  11  service  sites  out  of  the  over  40  applications  from  across  the  country.  This  year's 
appropriation  is  critical  to  communities  to  help  build  services  for  treating  mental  illnesses 
into  their  health  care  system.  If  meaningful  reform  is  to  be  completed,  communities  must 
be  able  to  provide  efficient,  effective  treatment  in  a  range  of  services  where  patients  live, 
not  hundreds  of  miles  away  in  other  cities  or  states.  Congressional  leadership  must 
continue  to  support  the  children's  mental  health  services  program  through  the  Center  for 
Mental  Health  Services.  At  least  $100  million  is  needed  to  allow  states  and  communities 
to  begin  serving  children  and  adolescents  through  a  range  of  coordinated  services,  such  as 
day  treatment,  respite  care,  outpatient  services  in  various  settings,  and  intensive  home-based 
services. 

The  American  Academy  of  Child  and  Adolescent  Psychiatry  recommends  $36  million  be 
appropriated  for  the  SAMHSA  Community  Support  Program/Child  and  Adolescent  Service 
System  Program,  and  also  recommends  $100  million  for  the  Children's  Mental  Health 
System  Improvement  Act 

Summary 

The  American  Academy  of  Child  and  Adolescent  Psychiatry  strongly  supported  the 
development  of  the  National  Plan  for  Research  on  Child  and  Adolescent  Emotional 
Disorders.  In  the  1980's,  the  Institute  of  Medicine  found  that  for  childhood  disorders 
research  was  lagging,  researchers  were  few  and  breakthrough  diagnoses  and  treatments  were 
not  finding  their  way  into  the  field.  The  final  year  of  a  five-year  plan  is  soon  to  begin.  It 
is  time  to  appreciate  what  has  begun  and  look  forward  to  the  benefits  of  research 
investments.  With  a  generous  fifth  year,  it  will  be  possible  to  generate  a  surge  of  new 
research  and  researchers  in  child  and  adolescent  mental  disorders.  We  urge  the 
Subcommittee  to  fully  fund  this  final  year  of  the  plan  as  a  part  of  the  NIMH  appropriations 
and  to  continue  support  for  the  Child  and  Adolescent  Service  System  Program.  We  also 
urge  your  approval  of  $100  million  in  appropriations  for  the  Children's  Mental  Health 
System  Improvement  Act 

### 
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Thrusday,  February  3,  1994. 

WITNESS 
JOSH  KURJAN,  NATIONAL  ALOPECIA  AREATA  FOUNDATION 

Mrs.  Lowey.  The  next  witness  is  Josh  Kurjan,  age  16,  National 
Alopecia  Areata  Foundation. 

Mr.  Kurjan.  Madam  Chair  of  the  Subcommittee  on  the  Appro- 
priations for  Health  and  Human  Services  and  Education,  I  am  Josh 
Kurjan.  I  am  a  student  at  Damascus  High  School  in  Montgomery 
County,  Maryland.  I  am  presenting  this  testimony  on  behalf  of  the 
National  Alopecia  Areata  Foundation,  NAAF,  to  update  you  on 
some  significant  progress  being  made  in  this  field,  and  to  talk 
about  the  need  for  general  funding  increases  for  the  National  Insti- 
tute for  Arthritis,  Musculoskeletal  and  Skin  Diseases,  NIAMS,  in 
an  effort  to  aid  those  who  are  suffering  from  alopecia  areata. 

I  am  one  of  those  people,  I  have  had  alopecia  areata  since  I  was 
14.  Alopecia  areata  is  a  disease  of  the  hair  follicle  which  causes 
sudden  hair  loss  ranging  from  patches  the  size  of  a  quarter  to  the 
loss  of  every  hair  on  the  body,  including  eyelashes  and  eyebrows. 
Alopecia  areata  strikes  at  every  ethnic  group  and  age,  but  most 
often  strikes  children  between  the  ages  of  five  and  nine. 

Although  not  life  threatening,  the  disease  is  certainly  life-alter- 
ing, and  its  sudden  onset,  recurrent  episodes,  and  unpredictable 
course  disrupt  the  lives  of  all  involved.  Alopecia  areata  will  strike 
about  1  percent  of  us  by  age  50.  There  is  no  known  cure. 

Alopecia  areata  is  more  than  simply  a  cosmetic  problem.  It  im- 
pacts all  areas  of  your  life,  including  your  sense  of  self-worth,  fam- 
ily and  social  life,  and  choice  of  career. 

I  got  alopecia  a  little  over  a  year  ago.  Hair  loss  may  seem  trivial, 
but  the  psychological  effects  are  immense.  Being  socially  seg- 
regated from  other  students  and  community  members  can  lead  to 
loss  of  self  respect.  This  was  the  case  with  me.  Kids  began  calling 
me  nicknames,  such  as  "Kojak"  or  "Uncle  Fester."  Whenever  I  used 
to  walk  down  the  street,  people  in  cars  that  would  pass  by  would 
turn  their  heads  and  stare.  This  may  not  seem  devastating,  but  all 
of  these  things  are  just  like  saying,  "you're  different  from  us  and 
we  can  all  see  it". 

Sometimes  people  mistake  you  for  a  "skinhead"  and  either  say 
something  or  sometimes  resort  to  violence.  It  also  makes  it  hard  to 
walk  down  the  street  in  winter  because  it  gets  pretty  cold  out 
there. 

It  was  really  confusing  at  first  because  I  had  to  go  to  a  lot  of  doc- 
tors and  most  didn't  know  what  was  going  on.  The  test's  that  were 
run  were  really  expensive,  and  the  treatments  were  often  more 
hazardous  than  helpful.  Feeling  rejected  because  of  all  of  the  name 
calling  and  so  on,  I  began  to  isolate  myself  to  try  to  get  away  from 
the  rejection. 

At  one  point  my  state  of  depression  became  so  severe  that  it  was 
necessary  for  me  to  seek  psychiatric  counselling.  In  the  past  year, 
things  have  gotten  a  bit  better,  but  it  is  still  painfully  obvious  that 
hair  is  more  than  just  a  physical  feature.  You  are  not  singled  out 
if  you  do  have  hair,  but  if  you  don't  have  hair  you  are  often  consid- 
ered an  odd-ball  or  a  weirdo. 
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Fortunately,  my  family  and  true  friends  have  been  very  support- 
ive and  have  helped  me  get  through  this  very  painful  period,  and 
in  time  the  nicknames  became  affectionate  in  a  way,  as  other  peo- 
ple began  to  accept  and  understand  my  condition. 

We  respectfully  submit  to  the  committee  a  request  that  funding 
for  NIAMS  be  increased  to  create  parity  with  the  other  institutes 
at  NIH.  Over  2.5  million  Americans  with  alopecia  areata,  many  of 
them  children,  are  depending  on  us.  Together  we  can  find  a  cure 
for  alopecia  areata.  Please  continue  to  help  us  build  on  the  gains 
that  you  and  others  have  provided  for  in  research  activities. 

Thank  you  for  your  time  and  interest. 

[The  prepared  statement  follows:] 
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TESTIMONY  OF  JOSH  KURJAN 

OF  THE  NATIONAL  ALOPECIA  AREATA  FOUNDATION 

BEFORE  LABOR--HHS--EDUCATION  SUBCOMMITTEE 

OF  THE  HOUSE  APPROPRIATIONS  COMMITTEE 

3  February  1994 

Mr.  Chairman  and  members  of  the  House  Subcommittee  on  Appropriations  for  the 
Departments  of  Labor,  Health  and  Human  Services,  and  Education,  I  am  Josh  Kurjan.    I  am 
a  student  at  Damascus  High  School  in  Montgomery  County,  Maryland.    I  am  presenting  this 
testimony  on  behalf  of  the  National  Alopecia  Areata  Foundation  (NAAF)  to  update  you  on 
some  significant  progress  being  made  in  this  field,  and  to  talk  about  the  need  for  general 
funding  increases  for  the  National  Institute  for  Arthritis,  Musculoskeletal  and  Skin  Diseases 
(NIAMS)  in  an  effort  to  aid  those  who  are  suffering  from  alopecia  areata.    I  am  one  of  those 
people,  I  have  had  alopecia  areata  since  I  was  14. 

Alopecia  areata  is  a  disease  of  the  hair  follicle  which  causes  sudden  hair  loss  ranging  from 
patches  the  size  of  a  quarter  to  the  loss  of  every  hair  on  the  body,  including  eyelashes  and 
eyebrows.    Alopecia  areata  strikes  at  every  ethnic  group  and  age,  but  most  often  strikes 
children  between  the  ages  of  five  and  nine.   Although  not  life-threatening,  the  disease  is 
certainly  life-altering,  and  its  sudden  onset,  recurrent  episodes,  and  unpredictable  course 
disrupt  the  lives  of  all  involved.    Alopecia  areata  will  strike  about  one  percent  of  us  by  age 
50.   There  is  no  known  cure. 

IMPACT  OF  ALOPECIA  AREATA 

Alopecia  areata  is  more  than  simply  a  cosmetic  problem.    It  impacts  all  areas  of  your  life, 
including  your  sense  of  self-worth,  family  and  social  life,  and  choice  of  career.    Physically, 
your  eyes  are  no  longer  protected  from  dust  and  dirt,  your  head  isn't  insulated  from  cold  and 
heat,  and  your  arms  and  legs  no  longer  move  without  the  pain  of  friction.   The  psychological 
pain  is  even  greater,  as  the  loss  of  hair  can  contribute  to  depression,  poor  self-confidence, 
and  a  general  sense  of  vulnerability  and  isolation. 

Those  of  us  with  alopecia  areata  want  you  to  understand  a  little  of  how  this  feels.    Parents  of 
children  with  alopecia  areata  want  you  to  know  that  classmates  make  fun  of  their  loved  ones. 
They  want  you  to  know  that  their  children  are  being  expelled  from  school  for  wearing  a  hat- 
their  only  scant  refuge  from  ridicule.    And  that  misinformed  school  officials  are  sidetracking 
them  into  special  education  classes  or  abandoning  them  in  "behavior"  groups.    Siblings  want 
you  to  know  that  neighborhood  kids  won't  play  with  them  because  their  brother  or  sister  has 
no  hair.    Above  all,  anyone  who  must  live  with  alopecia  areata  wants  you  to  know  that 
people  who  should  know  better  fear  the  disease  and  shun  those  who  have  it  simply  because 
they  are  different. 

Because  so  little  is  known  about  the  cause  of  alopecia  areata,  treatments  are  mostly 
ineffective  or  simply  cosmetic.   Compounding  our  lack  of  knowledge  is  the  fact  that  many 
insurance  companies  do  not  cover  the  cost  for  individuals  seeking  diagnostic  procedures  or 
treatments. 


322 


Testimony  of  Josh  Kurjan 

National  Alopecia  Areata  Foundation 

House  Subcommittee  on  Appropriations  for  the  Departments  of 

Labor,  Health  and  Human  Services,  and  Education 
3  February  1994 


NAAF 

The  National  Alopecia  Areata  Foundation  (NAAF)  was  born  in  response  to  this  pain  and 
confusion,  and  is  the  largest  private  funding  agency  in  the  world  supporting  research  on 
alopecia  areata.    In  the  decade  since  its  inception,  the  Foundation  has  been  able  to  fund  and 
promote  research,  create  a  network  of  support  groups,  and  make  major  strides  in  educating 
both  the  medical  profession  and  the  general  public.   It  has  accomplished  this  through  the 
unflagging  energy  and  support  of  its  leadership  and  its  courageous  members. 

In  the  past  three  years,  the  NAAF  has  raised  over  a  half-million  dollars  for  research  and  has 
awarded  grants  to  qualified  investigators  at  university  centers  in  the  United  States,  Canada, 
and  Europe.   The  Foundation's  research  awards  are  given  on  a  competitive  basis  after  the 
proposals  have  been  reviewed  by  a  medical  advisory  board  on  medical  and  technical  grounds. 


The  NAAF  has  more  than  50  support  groups  around  the  country  providing  medical,  research, 
cosmetic,  and  insurance  information  as  well  as  companionship  and  reassurance.    At  any  one 
time,  approximately  2,400  people  participate  in  NAAF-sponsored  support  groups.    The 
Foundation  also  produces  a  newsletter  sue  times  a  year  and  conducts  a  conference  to 
communicate  the  work  that  is  being  done  and  to  provide  accurate  information  on  so-called 
cures  and  remedies,  and  to  help  bring  people  together. 

The  Foundation  also  works  tirelessly  to  inform  government  officials  in  an  effort  to  win 
federal  funding  for  alopecia  areata  research.    The  most  significant  result  of  this  effort  was 
the  first-ever  research  workshop  co-sponsored  in  1990  with  the  National  Institute  of  Arthritis 
and  Musculoskeletal  and  Skin  Diseases  (NIAMS),  an  institute  of  the  National  Institutes  of 
Health  (NIH). 

ROLE  OF  NIAMS 

The  October,  1990  Research  Workshop  on  alopecia  areata  brought  together  experts  from 
around  the  world  to  summarize  our  current  knowledge  and  focus  on  specific  questions  that 
need  to  be  answered  in  order  to  understand  what  the  malfunction  is  in  the  disease.    The 
papers  presented  and  the  interactions  between  the  clinicians  and  researchers  have  set  the 
stage  for  a  breakthrough— but  the  symposia  was  only  the  first  step  in  a  critical  partnership. 
Although  NAAF  is  the  largest  private  donor  in  the  field  of  alopecia  areata  research,  we 
cannot  find  a  cure  without  NIAMS.  The  leadership  of  NIAMS  is  critical  to  the  success  of 
efforts  to  find  a  cure  for  alopecia  areata  for  several  reasons: 
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1.  When  NIAMS  funds  research  in  a  given  area,  researchers  see  it  as  a  priority  and 
invest  their  time  and  talents.    This  investment  of  thought  is  critical  to  model-building, 
and  research  without  it  will  be  piecemeal  and  unconnected. 

2.  With  the  support  of  NIAMS,  researchers  studying  other  diseases  are  more  likely  to 
be  aware  of  the  importance  of  alopecia  areata,  and  reanalyze  their  work  for  any 
relevant  applications.   Breakthroughs  on  one  condition  are  often  due  to  research 
conducted  for  another;  but  it  is  not  a  matter  of  simple  luck.    In  order  for  this  to 
happen  for  alopecia  areata,  researchers  must  be  aware  of  its  existence  and  impact. 

3 .  The  support  of  NIAMS  enables  more  researchers  to  enter  into  a  series  of  studies 
that  can  build  towards  finding  a  cause  and  cure  for  alopecia  areata. 


Now  we  are  planning  a  follow-up  conference  to  assess  what  we  have  learred  since  1990,  and 
to  focus  on  what  we  need  to  know. 

The  Foundation  believes  that  NIAMS  could  do  more,  if  more  resources  were  available.    We 
are  concerned  with  the  long-term  trend  of  under- funding  NIAMS.    It  has  the  lowest  pay  line 
of  any  of  the  institutes  in  the  NIH,  and  thus  it  must  turn  away  many  research  grants  which 
are  deserving  of  support.    Increasing  the  appropriations  and  improving  the  pay  line  would 
indicate  that  this  Institute  is  a  priority,  and  would  allow  more  research  to  be  done  in  critical 
areas  of  NIAMS  research  like  alopecia  areata.    For  example,  with  an  increase  in  funds,  it 
may  be  possible  for  NIAMS  to  help  supporting  the  only  non-human  animal  model  with 
alopecia.    It  would  then  be  possible  to  conduct  significant  studies  on  alopecia  areata. 

We  hope  that  NIAMS  will  continue  their  progress  towards  funding  research  in  alopecia 
areata:  the  call  for  research  has  been  made,  and  we  hope  grants  will  be  funded.   We  would 
ask  that  this  committee  continue  to  support  NIAMS  and  thus  enable  it  to  fund  critical 
research  for  alopecia  areata  and  other  little-known  diseases. 

UNRESOLVED  ISSUES  IN  ALOPECIA  AREATA 

It  is  still  not  clear  whether  alopecia  areata  is  an  autoimmune  disease  or  an  immunemediated 
disease.    Research  has  shown  that  the  immune  system  is  involved,  that  the  disease  responds 
to  a  variety  of  immunomodulating  treatments,  that  those  with  alopecia  areata  may  have  a 
higher  incidence  of  circulating  antibodies  against  other  body  organs  or  tissues,  and  that 
family  members  have  a  higher  incidence  of  autoimmune  disease. 
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So  far  no  one  has  successfully  shown  antibodies  directed  against  any  specific  constituent  of 
the  hair  follicle.   Currently  the  Foundation  is  supporting  research  in  Denver,  New  York,  San 
Francisco,  and  Copenhagen  where  the  investigators  are  looking  into  possible  target  sites. 

The  Foundation  has  also  funded  work  focusing  on  the  hair  bulge;  this  research  in  New  York 
and  Philadelphia  has  now  been  awarded  a  NIAMS  grant  and  will  continue  to  evaluate  the 
role  of  the  hair  bulge  in  the  control  of  the  hair  follicle  cycle. 

RECOMMENDATIONS  AND  CONCLUSION 

We  respectfully  submit  to  the  Committee  a  request  that  funding  for  NIAMS  be  increased  to 
create  parity  with  the  other  institutes  at  NIH. 

Over  two  and  one  half  million  Americans  with  alopecia  areata,  many  of  them  children,  are 
depending  on  us.  Together  we  can  find  a  cure  for  alopecia  areata.  Please  continue  to  help 
us  build  on  the  gains  that  you  and  others  have  provided  for  in  research  activities. 

Thank  you  for  your  time  and  interest. 
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Mrs.  Lowey.  Thank  you,  Josh. 

I  hope  you  will  continue  to  work  with  us.  We  appreciate  your 
coming  before  us  today. 


Thursday,  February  3,  1994. 

WITNESS 
PAUL  MARCHAND,  THE  ARC 

Mrs.  Lowey.  Paul  Marchand,  representing  ARC. 

Mr.  Marchand.  I  represent  the  ARC,  formally  known  as  the  As- 
sociation for  Retarded  Citizens  which  is  the  Nation's  largest  asso- 
ciation dealing  with  issues  surrounding  mental  retardation.  We  are 
about  120  thousand  members  strong  and  in  every  State  in  the 
country.  There  are  approximately  7  million  citizens  with  mental  re- 
tardation in  our  Nation  varying  in  different  degrees  of  disabilities. 
Mental  retardation  cuts  across  all  lines  of  race,  religion,  nationality 
and  others. 

The  federal  government  plays  a  major  role  in  their  lives  and  the 
lives  of  their  families.  Indeed,  when  one  looks  at  those  three 
plaques,  one  can  find  a  number  of  programs  in  the  Department  of 
Labor,  Health  and  Human  Service  and  Education  and,  indeed, 
other  federal  agencies  as  well  that  have  helped  them  lead  meaning- 
ful lives. 

We  are  aware  that  you  are  facing  difficult  choices  this  year  given 
the  constraints  of  the  budget.  We  hope  that  you  will  reflect  as  you 
make  those  decisions  that  people  with  mental  retardation  through- 
out the  country  are  also  facing  very  difficult  choices,  or  worse,  no 
choices.  I  would  like  to  reflect  on  a  few  of  those  circumstances  that 
lead  to  those  struggles. 

Our  Nation  invests  tens  of  thousands  of  dollars  throughout  the 
childhood  of  an  individual  with  mental  retardation  to  provide  them 
with  the  best  possible  education.  Incredibly,  we  find  that  at  the  end 
of  those  12  years  or  more  of  special  education,  our  graduates  are 
left  to  idle  away  at  home  with  absolutely  nothing  to  do,  nowhere 
to  go  and  no  job  opportunities  because  there  are  much,  much  too 
limited  kinds  of  programs  to  provide  them  with  further  job  training 
as  they  reach  their  adult  years. 

Others  are  left  with  no  supports  which  require  their  families  to 
have  to  think  about  institutionalization,  very  unwarranted  and  ex- 
tremely costly  institutionalization,  where  many,  many  of  those 
funds  could  be  saved  for  other  purposes  if  we  had  the  appropriate 
family  support,  the  individual  support  available  to  them  to  remain 
in  their  communities. 

Most  of  the  people  with  mental  retardation  that  I  know  and  in- 
deed that  our  organization  deals  with,  wants  to  be  part  of  the  solu- 
tion, not  a  part  of  the  problem.  They  want  to  be  taxpayers.  They 
truly  want  to  work  and  can  work  if  there  were  those  types  of  pro- 
grams available  for  them  to  help  them  in  job  training,  and  in  job 
placements. 

Next  week,  the  President  will  release  his  budget  and  shortly 
thereafter,  we  will  be  able  to  provide  you  with  specific  dollar 
amounts  for  requests  of  high-priority  programs  of  our  own.  If  I  can 
paint  a  picture  for  you  in  terms  of  what  happened  in  last  year's 
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budget  and  the  impact  on  people  with  mental  retardation,  it  will 
be  helpful. 

For  example,  the  ARC  applauded  the  President  when  he  sought 
a  fairly  huge  increase  in  the  Head  Start  program,  because  clearly 
the  Head  Start  program  needed  desperately  to  be  increased.  For 
kids  of  that  age  range  with  mental  retardation,  they  are  not  likely 
to  get  their  Head  Start  through  the  Head  Start  program  but  in- 
stead through  the  Individuals  with  Disabilities  Act  and  the  Part  H 
Intervention  program  where  most  of  them  need  to  be  and  where 
their  needs  would  be  met. 

If  the  President  asked  for  a  similar  increase  in  that  Part  H  pro- 
gram, we  would  have  been  able  to  serve  many,  many  more  children 
with  mental  retardation  and  other  disabilities  from  the  time  they 
are  born  until  they  are  ready  for  school.  Similarly,  the  Preschool 
program  also  did  not  receive  anywhere  near  the  increase  that  the 
Head  Start  program  got. 

Another  area  dealing  with  adults,  job  training  again  was  a  major 
priority  of  the  Clinton  administration.  Well,  people  with  mental  re- 
tardation are  likely  to  get  their  job  training  through  the  State  Re- 
habilitation program.  That  program  got  nowhere  near  the  kind  of 
increases  that  are  necessary  to  come  close  to  even  denting  the  huge 
problem  of  these  children  leaving  public  school  with  no  job  training 
opportunities  for  them.  We  would  certainly  encourage  you  to  look 
at  maximizing  that  State  Vocational  Rehabilitation  program  to  pro- 
vide them  with  opportunities  to  become  taxpayers  and  not  tax 
users. 

Finally,  I  would  like  to  address  the  issue  of  prevention  to  some 
degree,  because  prevention  is  so  important  to  us.  There  are  a  num- 
ber of  disabilities  and  prevention  programs  some  at  NIH  and  some 
at  CDC  and  in  other  areas. 

We  hope  that  through  the  increase  in  the  Immunization  pro- 
gram, the  Lead-based  Poison  Prevention  program,  the  Fetal  Alco- 
hol Syndrome  program  and  the  Disability  Prevention  program  it- 
self, many  strikes  can  be  made  so  we  don't  have  a  circumstance  of 
children  born  with  retardation  or  becoming  retarded  later  in  life 
through  these  excellence  prevention  programs. 

Thank  you  for  the  opportunity  to  testify. 

Mrs.  LowEY.  Thank  you  for  your  testimony. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  Committee  Members,  it  is  an  honor  and  a  pleasure  to 
appear  before  you  today.   My  name  is  Paul  Marchand.   I  am  the  Director  of 
The  Arc's  national  Governmental  Affairs  Office.   This  year  The  Arc  marks 
its  44th  year  of  nationwide  service  to  people  with  mental  retardation  and 
thei  r  f ami  1 ies. 

The  Arc  has  a  membership  of  over  120,000,  comprised  of  parents, 
relatives,  persons  with  mental  retardation,  professionals  and  other 
concerned  persons.   Together,  we  work  to  secure  for  the  seven  million 
people  in  this  nation  with  mental  retardation,  the  opportunity  to  choose 
and  realize  their  goals  of  where  and  how  they  learn,  live,  work,  and 
play. 

MENTAL  RETARDATION  AND  FEDERAL  POLICY 

People  with  mental  retardation  constitute  one  of  our  nation's 
largest  groups  of  citizens  having  disabilities.   Today,  one  out  of  every 
10  Americans  has  a  family  member  with  mental  retardation.   Slightly  more 
than  100,000  newborn  children  are  likely  to  be  added  to  this  group  each 
year  unless  far-reaching  preventative  measures  are  discovered  and  used. 
Mental  retardation  cuts  across  the  lines  of  racial,  educational,  social, 
religious  and  economic  background. 

Government  must  and  does  play  a  vital  role  in  providing  early 
intervention,  education,  vocational  training,  health,  housing  and  other 
important  services  to  people  with  mental  retardation  and  their  families. 
Prevention  of  mental  retardation  and  other  disabilities  also  must  rely 
heavily  on  government  support. 

The  Arc  clearly  recognizes  the  difficult  choices  facing  the  Clinton 
Administration,  the  103rd  Congress,  and  this  Subcommittee  as  you  seek  to 
establish  spending  levels  for  the  many  important  human  services  programs 
under  your  jurisdiction.   We  fully  understand  the  constraints  this 
Subcommittee  is  under  due  to  the  spending  caps  required  by  last  year's 
budget  agreement. 

As  our  nation  faces  an  ongoing  economic  struggle,  many  people  with 
mental  retardation  are  also  facing  difficult  personal  struggles,  as 
federal,  state  and  local  governments,  the  private  sector,  singly  and  in 
combination,  are  increasingly  unable  to  provide  even  basic  essential 
services  to  them.   We  are  keenly  aware  that  tens  of  thousands  of  people 
with  mental  retardation  linger  on  interminable  waiting  lists  for 
community  based  services.   Tens  of  thousands  more  languish  in 
inappropriate  and  costly  congregate  care  facilities  such  as  institutions 
and  nursing  homes.   Thousands  of  others  are  young  adults  who  have 
completed  their  education  but  are  forced  into  wasteful  idleness  at  home 
or  in  the  streets  because  of  the  lack  of  resources  and  training 
opportunities  which  lead  to  real  jobs.   Unfortunately,  they  become  part 
of  the  statistics  that  result  in  our  economic  crisis  instead  of  being 
part  of  the  solution. 
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We  await  President  Clinton's  specific  FY  1995  spending  proposals. 
Shortly  after  the  President  releases  his  proposal  next  week,  we  will  then 
provide  you  with  our  specific  program-by-program  recommendations. 

In  the  time  I  have  remaining,  I  would  like  to  call  to  your  attention 
that  people  with  mental  retardation  and  their  families  are  hopeful  for 
change  in  America,  where  they  will  have  access  to  quality  health  care, 
enjoy  sound  educational  opportunities,  and  contribute  to  our  economy  as 
consumers  and  taxpayers  through  meaningful  employment. 

A  number  of  high  priority  programs  which  are  critical  in  the  lives 
of  children  and  adults  with  mental  retardation  and  their  families  fall 
within  the  jurisdiction  of  this  Subcommittee  and  warrant  your 
consideration. 

EARLY  INTERVENTION 

The  Arc  is  very  supportive  of  President  Clinton's  and  this 
Subcommittee's  goal  to  significantly  expand  the  Head  Start  program.   A 
number  of  children  with  mental  retardation  are  now  enrolled  in  Head  Start 
and  their  numbers  would  be  expanded  under  President  Clinton's  plan.   For 
the  vast  majority  of  young  children  with  mental  retardation,  however, 
their  head  start  is  found  in  the  Part  H  Early  Intervention  program  and  in 
the  Preschool  program  within  the  Individuals  with  Disabilities  Education 
Act.   We  strongly  urge  you  to  provide  the  highest  possible  appropriation 
levels  so  these  programs  can  fully  meet  the  needs  of  young  children  with 
mental  retardation  and  other  disabilities. 

EMPLOYMENT 

Employment  programs  are  the  key  for  persons  with  mental  retardation 
to  enter  the  work  force  and  contribute  to  society.   For  persons  with 
mental  retardation  who  seek  to  enter  the  work  force,  federally  supported 
job  training  programs  pave  the  road  to  economic  self-sufficiency.   Today, 
tens  of  thousands  of  individuals  with  mental  retardation  bide  their  time, 
often  in  dead  end  sheltered  workshops,  waiting  to  receive  services 
through  vocational  rehabilitation  and  supported  employment  programs.    In 
1992,  the  Congress  enacted  far-reaching  improvements  to  the 
Rehabilitation  Act.   The  promise  of  those  improvements  can  only  be 
realized  if  the  Congress  appropriates  substantially  increased  funding  for 
the  vocational  rehabilitation  and  supported  employment  state  grant 
programs. 

Similarly,  the  Job  Training  Partnership  Act  state  grant  and  pilot 
and  demonstration  programs  serve  as  important  training  and  job  placement 
opportunities  for  people  with  mental  retardation.   Our  Association 
operates  a  very  successful  job  placement  program  funded  by  JTPA.   It  is 
cost  effective  and  it  really  works.   JTPA  must  be  expanded  if  more 
economically  disadvantaged  people  who  are  also  disabled  are  to  enter  the 
work  force. 

PREVENTION 

The  reduction  in  the  incidence  and  prevalence  of  mental  retardation 
is  one  of  the  major  goals  of  The  Arc.   In  fact,  our  mission  emphasizes 
the  prevention  of  Fetal  Alcohol  Syndrome  (the  leading  preventable  cause 
of  mental  retardation)  and  lead  poisoning,  as  well  as  the  importance  of 
an  effective  immunization  program  as  a  preventive  tool. 
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There  are  several  small  disability  prevention  programs  presently 
located  at  the  Centers  for  Disease  Control  and  Prevention.   These  are  the 
Disabilities  Prevention  program,  the  Fetal  Alcohol  Syndrome  Prevention 
program,  the  Spina  Bifida  and  Anencephaly  Prevention  program,  and  the 
Birth  Defects  Surveillance  program.   If  adequately  funded,  each  of  these 
programs  has  the  potential  to  reduce  the  incidence  and  prevalence  of 
mental  retardation  and  a  large  number  of  developmental  disabilities.   For 
example,  FAS  is  the  leading  completely  preventable  cause  of  mental 
retardation.   Unfortunately,  each  of  these  programs  operates  only  on  the 
strength  of  a  small  annual  appropriation.   The  Arc  recommends  increased 
FY  1995  appropriations  for  these  four  programs. 

The  Arc  also  recommends  increased  funding  for  the  CDC  Lead  Poisoning 
Prevention  program. 

The  Arc  strongly  supports  the  Administration's  initiative  to 
increase  childhood  vaccinations.   This  initiative  would  finance  vaccine 
purchases  and  education  and  outreach  programs  to  reduce  the  incidence  and 
prevalence  of  mental  retardation  and  other  developmental  disabilities. 

SALARIES  AND  EXPENSES 

As  the  size  of  the  Federal  Government  staff  is  adjusted,  attention 
must  be  given  to  agencies  where  existing  serious  staff  shortages  result 
in  significant  delays  in  eligibility  determination,  enforcement,  and 
monitoring  activities.   Key  agencies  which  are  currently  seriously 
understaffed  include  the  Social  Security  Administration  and  the  Office  of 
Special  Education  Programs  in  the  Department  of  Education.   Rather  than 
staffing  cuts,  these  agencies  desperately  need  staffing  increases  in 
order  to  meet  their  program  goals.   Current  applicants  for  Social 
Security  disability  programs  must  wait  an  average  of  seven  months  to  have 
their  eligibility  determined.   This  is  far  too  long  and  places  people 
with  disabilities  who  have  no  jobs  and  few,  if  any,  resources  at  serious 
personal  risk. 

Monitoring  compliance  activities  by  OSEP  are  on  a  six  to  seven  year 
cycle,  again  far  too  long  to  effectively  monitor  school  systems' 
compliance  with  the  Individuals  with  Disabilities  Education  Act.   If  the 
Office  of  Special  Education  is  to  meet  its  Federal  monitoring  mandate,  it 
simply  must  have  more  staff. 

OTHER  PROGRAMS 

There  are  a  number  of  other  federally  funded  programs  that  support 
the  needs  of  people  with  mental  retardation  and  their  families  through 
the  lifespan,  including  the  Maternal  and  Child  Health  Block  Grant,  the 
Title  XX  Social  Services  Block  Grant,  the  programs  within  the 
Developmental  Disabilities  Act  and  the  discretionary  programs  within  the 
Rehabilitation  Act  and  the  Individuals  with  Disabilities  Education  Act. 
Each  of  these  warrant  continuing  and  expanded  support,  as  do  the 
important  research  activities  carried  out  in  the  mental  retardation  and 
developmental  disabilities  branch  of  the  National  Institute  of  Child 
Health  and  Human  Development. 
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Mr.  Chairman,  The  Arc  is  very  pleased  to  have  had  this  opportunity 
to  share  our  views  and  recommendations  on  these  critical  programs  with 
the  Committee.   We  want  to  thank  you  for  your  strong  support  in  the  past 
and  urge  you  once  again  to  be  responsive  to  the  needs  of  people  with 
mental  retardation  through  an  appropriations  bill  that  will  allow  for 
quality  and  growth  in  these  programs. 
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Thursday,  February  3,  1994. 

WITNESS 
JUDITH  A.  RAMALEY,  PORTLAND  STATE  UNIVERSITY 

Mrs.  Lowey.  The  next  witness  will  be  Judith  Ramaley,  President 
of  the  Portland  State  University. 

Ms.  Ramaley.  Thank  you. 

Madam  Chair  and  distinguished  Members  of  the  committee,  I  am 
Judith  A.  Ramaley,  President  of  the  Portland  State  University.  I 
am  representing  not  only  urban  universities  in  this  country  but 
also  the  American  Association  of  State  Colleges  and  Universities. 

I  wanted  to  start  by  thanking  you  for  the  support  that  you  have 
given  to  our  Nation's  students  over  the  years.  It  has  meant  a  great 
deal.  I  want  to  talk  about  two  urban  university  partnerships  that 
involve  the  Department  of  Education.  The  first  is  found  in  Title  1 1 
of  the  Higher  Education  Act,  and  it  is  called  the  Urban  Community 
Service  program.  The  other  is  financial  aid,  a  topic  that  I  am  sure 
you  have  heard  a  great  deal  about. 

Portland  State  is  Oregon's  urban  university,  but  we  are  joined  by 
institutions  very  much  like  our  own  in  every  urban  setting  in  this 
country.  I  imagine  by  now  you  have  thought  about  the  fact  that 
over  70  percent  of  the  people  in  this  country  live  in  these  areas, 
and  the  urban  universities  are  doing  everything  they  can  to  match 
up  their  resources  with  the  education  needs,  job  needs,  safety 
needs,  and  community  development  needs  of  the  regions  that  we 
are  bound  to  by  our  academic  programs,  our  research,  and  commu- 
nity service. 

You  recognized  this  when  you  provided  funding  for  the  Urban 
Communities  Service  program  in  1992  and  17  institutions  with 
their  communities  acquired  service  grants.  Portland  State  is  one  of 
those.  Ours  is  devoted  to  urban  children,  endangered  children,  and 
youth. 

There  are  other  programs  in  cities  such  as  Louisville,  New 
Haven,  Los  Angeles,  Houston,  and  San  Antonio.  I  didn't  just  pick 
those  because  they  are  in  Texas  but  it  happens  you  are  from  Texas. 
The  idea  behind  these  is  to  bring  the  resources  together  with  the 
community  to  create  locality  partnerships  focused  on  whatever  that 
communities  thinks  is  the  most  important  set  of  issues. 

In  Portland,  that  is  reducing  violence,  particularly  violence  af- 
fecting children's  lives.  Our  research  shows  the  young  people  in 
Portland  are  learning  from  their  peers,  from  television,  from  what 
they  see  on  the  streets  and  their  homes  that  the  only  way  you  can 
get  what  you  want  is  to  take  it  away  from  somebody  else.  Our 
project  is  teaching  kids  a  different  way  to  get  what  they  want 
through  remediation,  negotiation,  and  conflict  resolution  and  pass- 
ing along  to  schools,  parents,  and  community  leaders  the  same 
kind  of  knowledge  about  how  to  teach  kids  to  use  these  methods 
instead  of  violence. 

In  one  school  we  conducted  over  125  mediations  involving  about 
300  young  people  who  have  chosen  a  peaceful,  non-violent  way  to 
resolve  a  conflict. 

Title  XI  funding  is  critical  because  it  helps  tie  our  universities 
to  the  community.  I  urge  the  committee  to  consider  providing  $14 
million  in  fiscal  year  1995  for  Title  XI  and  also  to  direct  the  report 
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language  that  the  Secretary  of  Education  designate  urban  grant  in- 
stitutions as  required  by  the  1992  law.  This  does  not  begin  to  pro- 
vide support  for  all  our  urban  areas,  but  it  would  provide  support 
for  roughly  half  of  them. 

In  addition,  we  urge  you  to  think  about  financial  aid  because  all 
our  efforts  will  fail  if  our  students  cannot  afford  to  be  in  school. 
Funding  for  grant  programs  has  not  kept  pace  with  inflation.  As 
you  know,  loans  have  replaced  grants. 

Portland  State,  which  is  fairly  typical  of  an  urban  institution, 
has  primarily  older  students  who  live  and  work  in  the  community 
and  who  pay  their  own  way  through  school.  The  average  Portland 
State  student  graduate  with  an  undergraduate  degree  has  $20 
thousand  in  debt.  If  that  person  choses  to  go  on  to  further  his  or 
her  education,  that  debt  will  grow.  And  65  percent  of  our  full-time 
students  receive  financial  aid,  and  over  70  percent  of  them  are  over 
the  age  of  25. 

Due  to  changes  in  the  Pell  Grant  program,  our  loan  volume  has 
increased  by  85  percent  over  the  last  year,  but  our  enrollment  is 
dropping  as  students  are  reluctant  to  accumulate  such  heavy  debt. 
We  hope  you  will  be  able  to  return  the  maximum  Pell  Grant  award 
to  $2,400  next  year,  recognizing  that  provides  assistance  in  reduc- 
ing the  debt  our  students  face. 

In  closing,  I  want  to  tell  you  about  a  young  person  whose  life  has 
been  changed  because  of  the  urban  grant  program  because  his 
story  is  particularly  interesting,  but  it  is  also  typical  of  many  oth- 
ers. 

His  name  is  Ronnie  Huzman.  He  said  I  could  use  his  name.  He 
is  a  13-year-old  who  attends  one  of  the  schools  we  work  with  in  our 
urban  grant.  He  was  what  is  called  a  "tagger."  A  lot  of  you  have 
experienced  that.  These  are  kids  with  spray  cans  who  write  things 
on  the  walls.  His  name  was  Wiz,  and  he  left  his  tag  all  over  the 
city,  and  he  was  on  his  way  to  being  a  juvenile  offender  when  he 
got  involved  with  a  program  that  Portland  State  and  the  Police  Ac- 
tivities League  is  running,  which  is  a  youth  serving  organization. 

On  a  trip  to  Portland  State,  he  met  members  of  the  Olympic  luge 
team  who  were  looking  for  people  who  might  be  interested  in  the 
sport.  He  was  the  only  West  Coast  youngster  selected  to  go  to  Lake 
Placid  for  a  week  of  training.  It  changed  his  life. 

He  and  his  dad  came  back  to  Portland,  painted  over  all  his  old 
tags  and  are  now  painting  over  others.  Ronnie  is  painting  in  the 
future  for  himself.  He  told  me,  I  am  changing  my  ways,  I  am  really 
a  good  kid  you  know. 

That  is  what  we  are  talking  about,  kids,  young  people  and 
grown-ups,  and  folks  in  communities  who  want  to  live  safe  healthy 
lives  and  have  jobs  and  support  families.  The  urban  university  is 
an  institution  devoted  to  achieving  those  dreams  for  people. 

Thank  you  for  the  opportunity  to  testify. 

Mrs.  Lowey.  Thank  you  very  much  for  your  testimony.  We  ap- 
preciate it. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  members  of  the  Committee,  I  am  Judith  Ramaley,  President  of  Portland  State 
University  in  Portland,  Oregon.   I  am  honored  to  appear  before  you  today  on  behalf  of  the 
17,000  students,  faculty,  and  staff  at  Portland  State  University  and  the  American  Association 
of  State  Colleges  and  Universities. 

My  testimony  will  focus  on  urban  universities  and  our  growing  partnerships  with  the  U.S. 
Department  of  Education.   These  partnerships  chart  a  new  direction  for  higher  education 
across  the  nation  and  open  the  door  to  education  for  millions  of  Americans.     Mr.  Chairman, 
your  support  and  the  support  of  the  members  of  this  Committee  has  not  only  changed 
communities,  you've  changed  lives.   I  appreciate  the  task  you  face  as  you  balance  tight 
budgets  and  want  to  thank  you  for  your  leadership  over  the  years  on  behalf  of  students  and 
higher  education. 

The  federal  government  directly  supports  the  urban  university  in  two  key  areas:    the  Urban 
Community  Service  Program,  authorized  under  Title  XI  and  student  financial  aid  programs, 
particularly  the  Pell  Grant  program,  authorized  under  Title  IV  of  the  Higher  Education  Act. 
This  support  makes  it  possible  for  institutions,  such  as  Portland  State  University,  to  fulfill 
their  missions. 

The  Urban  University 

Portland  State  University,  is  Oregon's  urban  university.   The  mission  of  an  urban  university  is 
to  connect  learning  and  research  directly  to  the  social,  educational,  cultural,  environmental, 
and  economic  needs  of  the  metropolitan  area.   That  means  PSU  is  working:    to  improve  the 
capacity  of  the  community  to  address  its  critical  needs;  to  effectively  utilize  the  community  as 
a  classroom  and  laboratory  for  teaching  and  research  -  making  a  difference  to  the  community 
as  well  as  to  faculty  and  students;  to  provide  appropriate  technical  assistance  to  the 
community  to  develop  solutions  to  urban  problems;  and  to  provide  traditional  and 
nontraditional  students  with  access  to  lifelong  learning.   We're  working  with  the  community, 
not  as  experts  armed  with  the  solution  for  the  community. 

An  urban  university  is  not  simply  a  university  located  in  an  urban  setting.    An  urban 
institution  must  be  inextricably  bound  to  its  community  through  its  academic  programs,  its 
research,  and  its  community  service  priorities.   A  true  urban  university  provides  students  with 
an  urban-based  education.    For  example,  according  to  PSU's  new  curriculum,  undergraduate 
students  will  learn  about  their  field  of  interest  through  interdisciplinary  programs.   They  will 
be  taught  by  faculty  who  have  demonstrated  excellence  in  their  field  through 
community-based  research.   Their  course  work  will  be  community-based  and  all  seniors  will 
be  required  to  participate  in  a  community-based  research  project  before  graduation. 

Title  XI.  the  Urban  and  Community  Service  Program 

Congress  made  a  commitment  to  the  development  of  urban  universities  when  you  provided 
funding  for  the  Urban  Community  Service  Program  (Title  XI  of  the  Higher  Education  Act). 
This  program  provides  grants  to  urban  academic  institutions  to  work  in  partnership  with 
private  and  public  community-based  organizations  to  respond  to  critical  urban  problems. 
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Reducing  violence  among  youth,  increasing  high  school  graduation  rates,  expanding  access  to 
primary  preventative  health  care  services,  and  restoration  of  the  environment  in  urban  cities 
are  among  the  goals  of  projects  funded  by  the  Urban  Community  Service  grant.   FY  1993 
funding  was  awarded  to  23  institutions  and  the  increase  in  FY  1994  funding  will  provide 
support  to  6  more  institutions. 

Portland  State  University  is  using  its  3  year,  $1.6  million  grant  to  systematically  change  the 
way  the  community  serves  at-risk  children.   Using  the  urban  university  model,  PSU's  efforts 
are  aimed  at  targeted  school  clusters  (involving  elementary,  middle,  and  high  schools  in  a 
selected  area)  where  business  and  community  leaders  are  working  with  teachers  and  principals 
to  improve  the  educational  performance  of  K-12  students.   PSU  faculty  and  staff  are 
providing  staff  assistance,  developing  programs,  and  conducting  research  to  help  the 
neighborhood  better  understand  the  challenges  that  young  people  face.   As  a  result  of  the  PSU 
grant,  new  and  expanded  tutoring  and  mentoring  programs  are  now  available  to  students. 

One  aspect  of  the  project  has  been  focused  on  reducing  the  incidence  of  violence  in  children's 
lives.   A  PSU  faculty  and  student  study  team  has  been  working  with  the  community  to 
identify  strategies  that  will  work  with  young  people  who  regularly  confront  violence  in  their 
lives.   There  is  a  lot  of  discussion  among  policy  leaders  about  rapidly  increasing  crime 
statistics.   While  we  talk  about  effective  punishment  and  detention  programs,  we  often  fail  to 
recognize  that  criminals  are  also  victims.   Our  research  indicates  that  most  young  offenders 
have  been  a  victim  of  violence  at  one  time  in  their  lives  -  violence  experienced  in  their 
home,  from  a  confrontation  with  a  peer,  or  from  an  encounter  with  a  stranger.   As  a  result, 
far  too  many  people  today,  regardless  of  economic  backgrounds,  are  resorting  to  violence  to 
solve  their  problems.   They  are  learning  through  peers,  family  members,  and  other  sources 
(including  television)  that  the  best  way  to  win  is  to  knock  off  your  opponent.   The  PSU 
project  is  working  to  teach  young  people  a  new  way  of  getting  what  they  want  —  through 
mediation,  negotiation,  and  conflict  resolution.   Our  faculty  and  staff  have  created  mediation 
teams  at  four  Portland  area  schools  that  have  experienced  high  incidences  of  violence.   Our 
project  has  shown  that  violence  is  contagious,  but  so  too  is  mediation.   And  we've  got  the 
results  to  show  it.   In  one  school  alone,  we've  conducted  over  125  meditations.   That's  at  least 
250  young  people  who  have  chosen  a  peaceful,  nonviolent  means  to  resolve  conflict. 

A  third  aspect  of  our  urban  grant  involves  putting  our  research  to  work  in  the  community. 
We're  in  effect  "testing"  our  knowledge  through  demonstration  activities  that  connect  at-risk 
young  people  to  their  community  and  build  the  capacity  of  the  community  to  improve  the 
lives  of  children.  One  project  has  young  people  working  on  an  urban  natural  resources, 
environmental  protection  and  reconstruction  project.   Under  the  direction  of  a  faculty  member, 
young  volunteers  not  only  leam  about  the  environment,  they  are  making  an  investment  in 
their  community  by  building  trails,  planting  trees,  and  cleaning  up  wetlands. 

Another  project,  operated  in  partnership  with  Self-Enhancement  Inc.,  a  community-based 
nonprofit  organization,  is  an  example  of  the  community  as  a  living  laboratory.   PSU  faculty 
and  students  are  working  with  at-risk  young  people  on  improving  their  educational 
performance. 
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The  lessons  learned  from  this  project  will  be  used  to  revise  the  teacher  training  curriculum  in 
PSU's  School  of  Education.   The  result  will  be  better  teachers  prepared  to  work  successfully 
with  at-risk  youth. 

Yet  another  demonstration  project  involves  PSU  students,  working  with  high  school  students, 
who,  in  turn,  work  with  elementary  school  students  on  a  recycling  project.   While  it  sounds 
like  a  business  pyramid,  it's  not;   our  local  newspaper  called  it  an  "educational  food  chain." 
PSU  students  are  learning  how  role  modeling  techniques  can  have  a  positive  impact  on 
human  behavior  by  teaching  high  school  sophomores  about  recycling.   The  high  school 
students  are  exploring  career  options  and  experiencing  the  joys  of  working  with  young 
children.   And  if  you  were  to  talk  to  an  elementary  school  child  in  the  program,  he  or  she 
would  show  you  how  to  do  the  "milk  jug  stomp"  which  is  the  first  step  in  recycling  plastic 
milk  jugs. 

Other  Title  XI  Grants 

The  reports  are  the  same  at  other  urban  universities.   Southern  Connecticut  State  University  in 
New  Haven  has  created  the  Neighborhood  Youth  Bridge  Project,  a  collaboration  with  seven 
postsecondary  educational  institutions  and  several  neighborhood-based  organizations  to 
combat  increases  in  youth  unemployment  and  the  high  school  dropout  rate.   The  University  of 
Louisville's  HANDS  (Housing  And  Neighborhood  Development  Strategies)  project  is  working 
with  two  low-income  communities  to  promote  home  ownership  and  self-sufficiency  through  a 
combination  of  education,  job  and  leadership  training,  investment,  and  community 
development  strategies.   The  University  of  California  at  Los  Angeles,  working  with  local 
education  agencies  has  developed  the  Community-University  Enrichment  in  the  Schools 
(CUES)  program    CUES  will  work  to  transform  schools  into  community  centers  for  students, 
their  families,  counselors,  and  teachers.   Services  will  include  training,  curriculum  revision, 
meeting  clothing  and  housing  needs,  AIDS  and  pregnancy  counseling,  dental/medical 
screening  and  referrals,  and  tutoring  and  mentoring  programs. 

FY  1995  Appropriations  Needs 

The  U.S.  Department  of  Education  has  indicated  that  proposals  submitted  for  funding  under 
Title  XI  represent  the  best  group  of  grant  applications  for  higher  education  incentive  grants 
over  the  last  20  years.    Therefore,  I  urge  the  Committee  to  provide  at  least  $14  million  in 
funding  for  FY  1995.   This  amount  will  maintain  the  currently  funded  projects  and  provide 
for  a  modest  increase  for  new  awards.    Also,  the  1992  Reauthorization  of  the  Higher 
Education  Act  directed  the  Secretary  of  Education  to  designate  "Urban  Grant 
Institutions"  that  meet  the  eligibility  requirements  outlined  in  the  legislation.    So  far,  the 
Department  has  yet  to  publish  guidelines  for  universities  interested  in  seeking 
designation.    I  therefore  respectfully  request,  Mr.  Chairman,  that  the  Committee  include 
report  language  directing  the  Department  to  move  forward  on  this  requirement.   Title 
XI  funding  has  enabled  urban  universities  to  "reinvent"  themselves.   However,  without 
adequate  financial  aid,  students  will  not  be  able  to  benefit  from  these  programs. 
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Student  Financial  Aid  Programs 

Increased  funding  for  need-based  financial  aid  programs  is  the  top  priority  for  the  American 
Association  of  Colleges  and  Universities.   For  many  students  at  Portland  State  University,  it 
means  that  low-  income  students  can  go  to  college  and  get  the  education  they  need  to  be 
productive  workers.   Mr.  Chairman,  I  know  that  you  have  fought  long  and  hard  to  maintain 
funding  for  financial  aid,  but  funding  for  grant  programs  has  not  kept  pace  with  inflation. 
The  result,  both  nationally  and  at  Portland  State,  is  that  loans  have  essentially  replaced  grants 
as  the  foundation  for  financial  aid  programs.   At  PSU,  entering  freshman  will  face  debts  of  up 
to  $20,000  when  they  graduate. 

The  FederaJ  PeU  grant  Program 

The  Portland  State  University  student  financial  aid  profile  tells  the  story  best.   Sixty  five 
percent  of  PSU's  fulltime  students  receive  financial  aid.   Over  70  percent  of  these  students  are 
defined  as  "nontraditional."    As  a  result  of  changes  in  the  needs  analysis  and  reduced  Pell 
Grant  awards,  our  loan  volume  has  increased  by  85  percent  over  last  year,  while  our 
enrollment  has  declined  slightly.   Students  are  mortgaging  their  future  for  their  education. 
Clearly,  the  goal  of  the  Pell  Grant  progTam  is  not  being  met.   For  FY  1995,  I  urge  the 
Committee  to  return  the  maximum  Pell  Grant  award  to  its  FY  92  level  of  $2400.    And 
though  colleges  and  universities  are  acutely  aware  of  the  funding  shortfall  in  the  Pell 
Grant  Program,  I  urge  you  to  resolve  the  problem  without  penalizing  current  or  future 
program  participants.   The  use  of  FY  95  budget  authority  to  address  the  shortfall  would 
reduce  funding  of  other  crucial  programs  and  render  any  increases  in  existing  programs 
impossible. 

Campus-based  Aid  Programs  and  State  Student  Incentive  Grants 

In  addition  to  the  Pell  Grant  program,  I  am  also  concerned  about  funding  for  the  State 
Student  Incentive  Grants  and  Campus-based  aid  programs.   While  some  suggest  these 
programs  duplicate  the  Federal  Pell  Grant  program,  it  is  simply  not  true.   The  Pell  Grant 
program  does  not  come  close  to  meeting  the  need  of  the  exceptionally  low-  income  student. 
The  SEOG  and  Perkins  Loan  Program  are  essential  components  in  a  very  low-income 
student's  financial  aid  package.   It  is  one  way  PSU's  financial  aid  office  is  able  to  reduce  the 
indebtedness  of  very  low  income  students  and  make  the  dream  of  a  college  education  a 
reality.    I  truly  appreciate  Congress'  commitment  to  these  programs  over  the  years  and 
ask  that  funding  not  be  merely  maintained,  but  increased. 

TRIO 

The  Six  Special  Programs  for  Students  from  Disadvantaged  Backgrounds  are  important  to 
providing  nontraditional  students  with  access  to  higher  education.   They  are  also  key  to 
ensuring  academic  success  among  first-generation  college  students.   At  Portland  State 
University,  TRIO  programs  provide  one-on-one  academic  counseling  to  over  920  students 
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who  might  otherwise  not  attend  the  University.   Therefore  I  urge  the  Committee  to 
maintain  its  commitment  to  expanding  postsecondary  educational  opportunities  by 
increasing  the  funding  for  these  programs. 

In  closing  I  want  to  tell  you  about  two  students  whose  lives  have  been  changed  because  of 
these  federal  programs.  After  all,  that's  really  what  the  federal  government  is  all  about  and 
why  I  chose  to  work  in  higher  education. 

Ronnie  Huseman  is  a  1 3  year  old  student  who  attends  one  of  the  middle  schools  PSU  is 
currently  working  with  through  the  Title  XI  grant.   He  was  referred  to  the  Police  Activities 
League  (PAL),  a  nonprofit  youth  serving  organization,  that  is  working  with  PSU  to  help 
at-risk  young  people  stay  the  course  and  do  well  in  school.   Ronnie  also  went  by  the  name  of 
Wiz  —  when  he  was  in  the  business  of  "tagging."    According  to  Ronnie,  he'd  take  a  can  of 
spray  paint  and  write  Wiz  "real  big  and  add  DCA,  which  stands  for  'doing  creative  art'." 
Ronnie  left  his  tag  all  over  the  City  and  was  on  his  way  to  becoming  another  juvenile 
offender.   That's  when  PSU  and  PAL  stepped  in.    Ronnie  visited  PSU  on  a  PAL  field  trip 
where  he  met  the  U.S.  Olympic  Luge  team  which  was  looking  for  young  kids  who  might 
have  talent  for  the  sport.   They  tagged  Ronnie  to  travel  to  Lake  Placid  for  a  week  of  training. 
Ronnie  was  the  only  youngster  from  the  entire  West  Coast  who  was  invited.   Ronnie  comes 
from  a  hardworking,  caring  family,  but  one  that  couldn't  afford  the  cost  of  the  trip  to  Lake 
Placid.   So,  thanks  to  PAL  Ronnie's  trip  was  paid  for  through  donations.   Ronnie,  with  his 
dad,  has  painted  over  all  his  old  "tags,"  removing  the  signs  of  vandalism,  and  now,  Ronnie's 
painting  a  new  future  for  himself,  as  he  says  "I'm  changing  my  ways. ..I'm  a  good  kid." 

Giving  back  to  her  community  is  what  Teresa  Robles-Ellis  is  all  about.   Teresa  is  a  29  year 
old  Hispanic  student  working  to  finish  her  undergraduate  degree  this  year,  next  year  she  plans 
to  enroll  in  PSU's  Graduate  School  of  Social  Work.   Her  goal  is  to  be  a  counselor,  one  who 
is  culturally  aware  of  the  stresses  and  challenges  faced  by  Hispanic  families.   Teresa  and  her 
husband  live  with  their  3  children  in  Hillsboro,  a  city  with  a  large  Hispanic  population 
located  about  35  miles  from  the  University.   They  come  pretty  close  to  being  the  ideal  middle 
class  family.   They  own  a  small  business.   Volunteer  in  their  community.   Own  their  own 
home.   Yet,  to  hear  Teresa  tell  it,  she  knew  she  could  do  more. ..with  the  college  degree. 
That's  why  she's  come  back  to  school.   But  the  price  of  a  college  degree  means  more 
indebtedness  for  her  family.   Already  she  and  her  husband  owe  $20,000  in  school  loans  and 
before  she  finishes  graduate  school  she'll  face  at  least  $6,000  more.   Teresa  is  grateful  for  the 
help  she's  had  over  the  years,  especially  from  the  Pell  Grant.   But  $2300  doesn't  pay  tuition, 
let  alone  books  or  child  care.   Does  Teresa  think  the  sacrifice  is  worth  it?   Absolutely.   Her 
dream  is  to  be  a  role  model  for  her  children,  help  support  the  family,  and  make  a  difference 
to  families  who  are  in  crisis  -  families  like  the  one  she  grew  up  in  with  12  other  brothers  and 
sisters.   Without  financial  aid,  Teresa's  dream  to  graduate  from  college  would  never  come 
true.   The  sad  fact  is  that  by  the  time  she  finishes,  she  may  owe  more  in  loans  than  what  she 
can  expect  to  earn  in  a  year. 

Thank  you  again  for  the  opportunity  to  share  the  PSU  story.   I  value  our  partnership  and 
appreciate  your  commitment  to  the  urban  university  agenda. 

Page  5 
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Thursday,  February  3,  1994. 

WITNESS 
LYNN  H.  GRAY,  MetaNETWORKS  INC. 

Mrs.  LOWEY.  Mr.  Lynn  Gray  of  MetaNetworks,  Inc. 

Mr.  Gray.  Thank  you.  Madam  Chairman  and  Members  of  the 
committee,  it  is  fun  to  actually  sit  here.  I  represent  a  company 
called  metaNetworks  in  New  York  that  has  partners  like  Columbia 
University,  the  College  Board,  AT&T,  Vanderbilt  University,  and 
Texas  Rice.  We  work  with  the  chancellor  of  the  school  system, 
major  business  leaders. 

I  want  to  focus  your  attention  for  a  few  minutes  on  a  request  to 
prod  the  federal  government  to  invest  a  portion  of  the  available  re- 
sources in  a  new  kind  of  proactive  strategy  that  will  promote  and 
sustain  interaction  within  the  American  youth  culture. 

Basically,  I  want  to  address  a  concept  called  "The  Next  America," 
and  I  want  to  suggest  an  idea  to  you.  By  'The  Next  America,"  I 
mean  the  America  that  is  on  the  immediate  horizon,  emerging 
through  the  nature  and  quality  of  the  social  interactions  of  our 
present  youth  population  with  both  its  own  members  and  the  larg- 
er adult  society.  The  Next  America  is  that  very  nearby  place  where 
today's  teenagers  are  the  adult  leaders  and  where  the  values  they 
learn  and  live  become  the  normative  base  for  the  future  evolution 
of  the  country. 

Without  question,  The  Next  America  will  be  different  from  any 
previous  America,  uniquely  composed  and  facing  problems,  obsta- 
cles and  opportunities  that  are  new  and  startling.  Look  quickly  at 
three  facts: 

Fact  1:  The  New  Demographics.  Without  even  going  into  much 
detail  it  is  clear  that  the  American  social  and  cultural  landscape 
is  in  the  middle  of  a  radical  shift,  based  on  the  simple  fact  that  the 
American  demographic  is  changing  almost  at  the  speed  of  light. 

In  every  major  city  across  the  country  this  rapid  demographic 
shift  is  the  order  of  the  day.  The  result  is  a  youth  cohort  unlike 
any  ever  before  in  this  country  or  on  the  planet,  a  youth  cohort 
with  multiple  languages,  varied  roots,  and  a  huge  variety  of  cul- 
tural, social,  political,  and  religious  expectations  and  experiences. 
But  unfortunately  it  is  a  youth  population  that  is  fragmented  and 
isolated,  because  of  their  gigantic  disparities  in  daily  life,  one  group 
of  American  teenagers  is  a  pratically  unfathomable  mystery  to  an- 
other. Ask  a  'Homeboy'  about  the  daily  life  of  a  suburban  kid  or 
question  a  teenage  shopping  mall  expert  about  the  courses  offered 
in  a  typical  inner  city  school,  and  the  mystery  takes  on  real  and 
alarming  substance. 

A  result  of  this  daily  isolation  from  each  other  is  that  commu- 
nication among  American  young  people  from  different  root  cir- 
cumstances is,  like  that  of  their  adult  peers,  infrequent  with  under- 
standing difficult  and  hard  to  come  by,  and  with  the  sense  of  a 
shared  and  common  future  fleeting,  flimsy  or  often  simply  non- 
existent. The  sad  fact  is  that  American  young  people  do  not  know 
each  other  or  even  feel  like  they  could  meet  and  and  interact  if  and 
when  they  might  want  or  need  to. 

Fact  2:  The  Technological  Revolution.  This  technological  revolu- 
tion is  about  products  and  new  structures  that  are  right  now  radi- 
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cally  altering  the  ways  we  can  and  do  relate  to  each  other,  conduct 
business,  and  deal  with  ourselves  and  the  rest  of  the  planet. 

The  Next  America  is  going  to  be,  partly,  a  product  of  this  revolu- 
tion. The  emerging  technologies  are  going  to  influence  and  shape 
everything,  including:  how  we  control  and  distribute  information 
and  resources,  what  skill  bases  are  necessary  for  access  to  leader- 
ship/management roles  and  responsibilities,  how  we  interact  or  fail 
to  interact  within  the  new  reality  produced  by  the  demographic 
shift,  and  the  cultural  diversification  of  the  country. 

This  revolution  has  seductive  power  almost  beyond  imagination. 
To  keep  it  in  balance  as  a  servant  of  the  future  will  be  a  tremen- 
dously difficult  task.  It  is,  for  example,  much  easier,  and  sexier,  to 
talk  about  access  strategies  to  the  information  superhighway  than 
it  is  to  develop  real,  tangible  interactive  communication  strategies 
that  encourage  and  enable  American  teenagers  to  meet  each  other, 
across  the  barriers  of  race,  culture,  and  class,  so  that  they  can 
jointly  create  and  benefit  from  The  Next  America. 

Fact  3:  The  Pivotal  Social  Issues.  Few  predicted  over  that  past 
decades  that  we  were  entering  a  period  when  violence,  personal 
safety,  and  a  sense  of  basic  security  would  be  dominant  American 
social  issues.  Few  envisioned  schools,  entered  through  metal  detec- 
tors, where  guns  were  more  topical  than  homework  or  excellence 
of  performance.  And  few  guessed  that  we  would  seem  to  have  so 
few  tools  to  effectively  address  these  issues  as  they  surge  through 
our  adult  world  and  rage  through  our  youth  culture.  But  this  is  the 
situation,  and  that  is  the  case. 

The  Next  America  is  going  to  be  bluntly  confronted  with  these 
issues  and  with  the  problems  and  issues  that  derive  from  them. 
They  will  not  go  away;  they  will  wait  for  solution.  And  they  will 
wait  in  the  context  of  the  increasingly  complex  and  demanding 
global  world.  The  ones  who  will  have  to  find  and  create  the  solu- 
tions are  presently  teenagers.  It  is,  therefore,  imperative  that  we 
invest  energy  and  resources  now  in  securing  a  base  from  which  our 
teenagers  in  all  of  their  social,  economic,  and  cultural  diversity,  can 
focus  with  each  other  on  our  common  problems  and  on  the  neces- 
sity and  possibility  of  their  solutions.  We  need  to  invest  in  a  signifi- 
cant addition  to  the  social  infrastructure,  one  whose  hallmark  is  its 
ability  to  engage  our  young  people  in  interactive  communication 
and  work  with  each  other. 

What  I  want  to  propose  is  a  request  of  the  federal  government 
to  investment  in  specific  strategies  that  get  at  the  building  of  a 
new  component  to  the  social  infrastructure,  one  that  fosters  a  new 
kind  of  interactive  communication  between  the  isolated  fragments 
of  the  youth  world.  What  I  am  suggesting  is  that  for  very  few  dol- 
lars, available  by  making  slight  adjustments  in  legislative  language 
and  funding  regulations,  we  can  immediately  focus  on  a  core  but 
very  avoided  task:  establishing  vehicles  that  promote  interactive 
communication  among  the  distinct  segments  of  our  youth  popu- 
lation so  that  they  meet  each  other  and  become  better  equal 
equipped  to  wrestle  together  with  the  problems  and  dilemmas  that 
are  coming  at  them  and  at  us  full  blast. 

Let  me  cite  as  a  specific  example  the  infrastructure  model  we  are 
developing:  The  Center  for  the  Next  America.  Proposed  and  being 
developed  as  a  unique  collaboration/partnership  of  public  and  pri- 
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vate  resources  and  interests,  including  Columbia  University,  The 
College  Board,  AT&T,  a  network  of  community-based  organiza- 
tions, W.K.  Kellogg  Foundation,  and  MetaNetworks,  the  Center  for 
the  Next  America  will  be  a  mid-Manhattan  training  and  informa- 
tion complex,  coupling  state-of-the-art  technologies  with  the  best 
hands-on  experiential  training.  Designed  to  augment  and  support 
public  schooling  and  community-based  development.  It  will  func- 
tion like  an  executive  conference  center  for  teenagers,  bringing  to- 
gether young  people  from  all  aspects  of  the  culturally  diverse  youth 
cohort  to  meet,  talk,  interact,  reflect,  engage  and  work. 

It  will  take  on  the  issues  that  are  most  important  to  them  and 
their  peers  and  will  offer  training  in  the  most  advanced  systems 
and  tools  available. 

The  Center  for  the  Next  America  is  designed  to:  foster  and  facili- 
tate communication  and  positive  interaction  between  and  among 
the  culturally  diverse  elements  of  the  youth  world;  create  a  cadre 
of  new,  culturally  diverse  leaders,  equipped  and  ready  to  work  on 
the  issues  facing  The  Next  America;  project  a  new  kind  of  teenage 
role  model  into  the  youth  world  who  is  skilled  at  cross-cultural  re- 
lations, focused  on  primary  social  issues,  and  energized  and  imagi- 
native; facilitate  equitable  distribution  of  pivotal  social  information 
resources  and  opportunities  within  the  youth  world;  and  provide 
new  routes  for  young  people  to  become  economically  productive. 

The  Center  for  the  Next  America  offers  hope  for  positive  change 
because  it  will  effectively  market  values,  communicate  vision  and 
provide  practical  assistance  and  support  to  the  present  generation 
of  teenagers  who  will  assume  leadership  roles  and  responsibility  in 
The  Next  America. 

Specific  Funding  Recommendations.  Finally,  I  want  to  make  spe- 
cific suggestions  to  the  subcommittee  related  to  ways  to  encourage 
this  kind  of  social  infrastructure  development.  I  want  to  make  four 
quick  recommendations  related  to  funding.  In  the  proposed  school- 
to-work  legislation,  we  request  that  allocated  resources  for  initia- 
tives. 

One,  in  the  proposed  School-To-Work  legislation,  allocate  re- 
sources for  initiatives  and  activities  that  recognize  these  emerging 
issues  and  that  encourage  the  kinds  of  public  private-partnerships 
described  above.  We  would  like  the  subcommittee  to  direct  the  U.S. 
Department  of  Education  to  take  these  kinds  of  issues  into  consid- 
eration as  it  implements  the  Professional  Development  and  Tech- 
nology Initiative. 

Fund  one  or  two  national  pilot  demonstration  projects  with  these 
issues  cited  by  increasing  monies  available  to  the  fund  for  innova- 
tion in  education,  a  two  to  five  million  increase  over  last  year's  ap- 
propriation would  leverage  major  national  impact. 

Two,  direct  the  U.S.  Department  of  Education  to  take  these  is- 
sues into  careful  consideration  as  it  implements  its  Professional 
Development  and  Technology  Initiative. 

Three,  fund  one  or  two  national  pilot  demonstration  programs 
dealing  with  the  issues  sited  by  increasing  the  monies  available  to 
the  Fund  for  Innovation  In  Education.  A  $2  to  $5  million  increase 
over  last  year's  appropriation  can  leverage  major  impact. 
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Four,  encourage  the  departments  represented  by  the  subcommit- 
tee to  identify  appropriate  funding  mechanisms  for  these  kinds  of 
initiatives  once  the  President's  budget  has  been  submitted. 

Finally,  we  would  like  to  encourage  the  departments  represented 
by  the  subcommittee  to  identify  appropriate  funding  mechanisms 
for  these  kinds  of  initiatives  once  the  President's  budget  has  been 
submitted. 

Mrs.  LOWEY.  Thank  you  very  much.  We  appreciate  your  testi- 
mony. 

[The  prepared  statement  follows:] 
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Testimony  Before  The  Subcommittee  on  Labor,  Health  and 
Human  Services,  Education  and  Related  Agencies 

Lynn  H.  Gray 

President 

metaNetworks — >  inc.  NYC 

February  3,  1994 

The  purpose  of  my  remarks  today  is  to  prod  the  Federal  Government  to  invest  a  portion 
of  its  available  resources  in  a  new  kind  of  proactive  strategy  that  will  promote  and 
sustain  interaction  ~  interactive  communication  —  within  the  American  youth  culture  — 
and  between  our  youth  and  adult  populations.  I  will  focus  on  four  points: 

AA  The  Contemporary  Youth  World:  Multiple  Americas 

AA  The  Next  America 

AA  Proposed  Addition  to  the  Social  Infrastructure 

AA  Specific  Funding  Recommendations 

The  Contemporary  Youth  World:  Multiple  Americas 

Today's  American  teenagers  make  up  the  most  unique  generation  of  young  people  ever  to 
inhabit  the  earth.  As  a  group  they  are  more  culturally  aware  and  diverse  than  any 
generation  before  them.  Most  adults  have  never  before  lived  or  even  conceived  of  the 
kinds  of  lives  that  today's  young  people  are  living.  Look  more  closely  at  their  situation. 

The  cultural  images  American  teenagers  respond  to,  the  music  that  moves  them,  the 
clothes  they  wear  —  all  flow  from  a  culturally  interactive  reality  which  is  itself  a  recent 
phenomenon  in  the  country  and  on  the  planet.  For  them  the  media  is  the  new  melting 
pot:  diversity  is  loudly  and  ubiquitously  present,  and  interacting,  on  their  TVs.  There, 
they  are  continuously  bombarded  by  the  action  of  their  'peers,'  who,  regardless  of  race, 
ethnicity,  sexual  orientation  or  living  standard,  deliver  a  steady  stream  of  messages, 
questions,  lifestyle  options  and  cultural  opinions  right  into  their  living  rooms  and  social 
groups.  But,  in  fact,  media  is  not  real  life  and  this  variation  on  the  American  melting  pot 
image  only  provides  a  part  of  the  picture  of  their  reality:  their  cultural  commonalty  isn't 
what  it  first  appears  to  be. 
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Even  though  they  participate  in  this  shared,  culturally  diverse  youth  culture,  American 
young  people  from  differing  socio-cultural  and  racial  backgrounds  still  live  in 
remarkably  private  and  different  worlds.  Worlds  which  seldom  intersect,  connect  or 
interact.  Teenagers,  for  example,  rarely  ever  venture  into  each  other's  neighborhoods  — 
if,  in  reality,  they  even  know  where  those  neighborhoods  are  ~  when  to  do  so  means  to 
cross  boundaries  of  race,  class  or  culture.  When  they  do,  they  often  confront  violence, 
hatred  and  anger  that  is  life  threatening.  And  the  schools  and  streets  of  our  major  cities 
attest  to  the  fact  that  this  rage  and  confusion  is  leaking  over  into  all  parts  of  our  society. 

The  fact  is  that,  while  there  are  huge  cultural  overlaps  in  American  teenage  experience, 
the  equally  gigantic  disparities  make  the  daily  life  of  one  group  of  American  teenagers  a 
practically  unfathomable  mystery  to  another.  Ask  a  'Homeboy'  about  the  daily  life  of  a 
suburban  kid  —  or  question  a  teenage  shopping  mall  expert  about  the  courses  offered  in  a 
typical  inner  city  school...  and  the  mystery  cakes  on  real  and  alarming  substance:  there 
are  'multiple  Americas',  tenuously  coexisting,  while  drifting  farther  and  farther  apart. 

A  result  of  this  daily  isolation  from  each  other  is  that  communication  among  American 
young  people  from  different  root  circumstances  is,  like  that  of  their  adult  peers, 
infrequent  ~  with  understanding  difficult  and  hard  to  come  by,  and  with  the  sense  of  a 
shared  and  common  future  fleeting,  flimsy  or  often  simply  nonexistent.  The  sad  fact  is 
that  American  young  people  do  not  know  each  other,  or  even  feel  like  they  could  meet 
and  interact  if  and  when  they  might  want  or  need  to. 

Yet  even  though  they  are  the  products  of  this  set  of  schizophrenic  experiences,  young 
people  recognize  that  they  must  and  will  live  together  in  one  form  or  another  for  the  rest 
of  their  lives.  They  recognize  that  they  will  be  on  production  teams  together  in  their 
future  jobs,  that  they  will  have  to  solve  huge  social  issues  together  through  some  version 
of  representative  government,  that  their  future  neighborhoods  will  probably  be  less 
homogenized  and  isolated.  Many  of  them,  in  fact,  see  the  positive  side  of  these  projected 
developments  as  the  promise  of  the  American  Dream,  where  a  kind  of  functional  equality 
somehow  arrives  to  redress  the  present  mess.  Others,  however,  are  quick  to  point  out 
that  in  most  cases  the  root  issues  which  make  life  so  hard  and  confusing  are  being 
avoided.  This  is  evidence  to  them  that  the  American  future  is  at  risk...  and  that  the 
American  Dream  is  either  passe  or  dead.  Most  are  upset  that  so  little  is  being  done  to 
help  them  prepare  for  the  coming  reality  of  life  together. 
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The  Next  America 

By  "The  Next  America"  I  mean  the  America  that  is  on  the  immediate  horizon,  emerging 
through  the  nature  and  quality  of  the  social  interactions  of  our  present  youth  population 
with  both  its  own  members  and  the  larger  adult  society.  The  Next  America  is  that  very 
nearby  place  where  today's  teenagers  are  the  adult  leaders  and  where  the  values  they 
learn  and  live  become  the  normative  base  for  the  future  evolution  of  the  country. 

Without  question  The  Next  America  will  be  different  from  any  previous  America, 
uniquely  composed  and  facing  problems,  obstacles  and  opportunities  that  are  new  and 
startling.  Look  quickly  at  three  facts: 

1.  The  New  Demographics.  Without  even  going  into  much  detail  it  is  clear  that 
the  American  social  and  cultural  landscape  is  in  the  middle  of  a  radical 
shift,  based  on  the  simple  fact  that  the  American  demographic  is  changing 
almost  at  the  speed  of  light.  In  every  major  city  across  the  country  this 
rapid  demographic  shift  is  the  order  of  the  day.  The  result  is  a  youth 
cohort  unlike  any  ever  before  in  this  country  or  on  the  planet.  A  youth 
cohort  with  multiple  languages,  varied  roots  and  a  huge  variety  of 
cultural,  social,  political  and  religious  expectations  and  experience.  A 
youth  cohort  that,  as  the  Next  America,  is  about  to  assume  its  adult 
responsibilities,  ready  or  not. 

The  rapidity  of  this  demographic  shift,  and  the  social  tremors  it  is 
generating,  is  outpacing  our  ability  to  understand  or  address  it.  We  are 
not  yet  mobilized  to  engage  our  own  future.  Our  schools  are  struggling; 
our  service  delivery  systems  are  often  overwhelmed.  We  have  a  limited 
understanding  of  how  to  bring  this  new  cohort  into  the  workforce  ~ 
which  itself  is  in  radical  transformation,  trying  to  adjust  to  and  confront 
the  new  global  realities  of  competition,  markets  and  value. 

If  looked  at  in  a  hopeful,  traditionally  'American'  manner,  this  new 
demographic  can  be  a  source  of  great  promise  and  possibility.  But  right 
now  the  blunt  fact  is  that  this  new  diversity  is  sending  shivers  up  and 
down  the  country's  spine,  looking  much  more  like  a  danger  than  an 
intrinsic  source  of  value. 
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2.  The  Technological  Revolution.  We've  been  here  before  —  but  not  in  the 

same  way  or  with  the  same  intensity:  this  technological  revolution  is  not 
just  about  products  that  may  'one  day'  affect  our  lives.  This  time  it  is 
about  products  and  new  structures  that  are  right  now  radically  altering 
the  ways  we  can  and  do  relate  to  each  other,  conduct  business  and  deal 
with  ourselves  —  and  the  rest  of  the  planet.    Think  about  this:  it  is  now 
commonplace  jargon  to  talk  about  a  magical  new  superhighway  that  can 
deliver  any  kind  of  information  to  any  person  at  any  time  in  any  place  —  if 
that  person  is  correctly  linked! !  Interactive  communication! 

The  Next  America  is  going  to  be,  partly,  a  product  of  this  revolution.  The 
emerging  technologies  are  going  to  influence  and  shape  everything, 
including:  how  we  control  and  distribute  information  and  resources,  what 
skill  bases  are  necessary  for  access  to  leadership/management  roles  and 
responsibilities,  how  we  interact  (or  fail  to  interact)  within  the  new  reality 
produced  by  the  demographic  shift  and  the  cultural  diversification  of  the 
country. 

This  revolution  has  seductive  power  almost  beyond  imagination.  To  keep 
it  in  balance  as  a  servant  of  the  future  will  be  a  tremendously  difficult 
task.  It  is,  for  example,  much  easier  (and  sexier)  to  talk  about  access 
strategies  to  the  information  superhighway  (interactive  communication 
to  the  theoretical  hilt!)  than  it  is  to  develop  real,  tangible  interactive 
communication  strategies  that  encourage  and  enable  American  teenagers 
to  meet  each  other,  across  the  barriers  of  race,  culture  and  class,  so  that 
they  can  jointly  create  and  benefit  from  The  Next  America.  It  is  also  very 
dangerous. 

3.  The  Pivotal  Social  Issues.  Few  predicted  over  that  past  decades  that  we  were 

entering  a  period  when  violence,  personal  safety  and  a  sense  of  basic 
security  would  be  dominant  American  social  issues.  Few  envisioned 
schools,  entered  through  metal  detectors,  where  guns  were  more  topical 
than  homework  or  excellence  of  performance.  And  few  guessed  that  we 
would  seem  to  have  so  few  tools  to  effectively  address  these  issues  as 
they  surge  through  our  adult  world  —  and  rage  through  our  youth  culture. 
But  this  is  the  situation  —  and  that  is  the  case. 
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The  Next  America  is  going  to  be  bluntly  confronted  with  these  internal 
issues  —  and  with  the  problems  and  issues  that  derive  from  them.  They 
will  not  go  away;  they  will  wait  for  solution.  And  they  will  wait  in  the 
context  of  the  increasingly  complex  and  demanding  'globalworld.' 
The  ones  who  will  have  to  find  and  create  the  solutions  are  presently 
teenagers.  It  is,  therefore,  imperative  that  we  invest  energy  and  resources 
now  in  securing  a  base  from  which  our  teenagers  (in  all  of  their  social, 
economic  and  cultural  diversity)  can  focus  with  each  other  on  our 
common  problems  and  on  the  necessity  and  possibility  of  their  solutions. 
We  need  to  invest  in  a  significant  addition  to  the  social  infrastructure,  one 
whose  hallmark  is  its  ability  to  engage  our  young  people  in  interactive 
communication  and  work  —  directly  on  the  major  issues  facing  us. 

Unfortunately,  at  the  present  time  and  in  the  experience  of  most  of  our 
teenagers  we  have  no  framework  which  can  serve  as  the  starting  point  on 
this  building  task.  They  feel  ill  equipped  to  handle  the  very  issues  and 
concerns  that  are  coming  at  them,  rapidly  and  in  full  view.  And  they  see 
us,  the  adults,  doing  very  little  which  encourages  their  sense  of  hope. 


Proposed  Addition  to  the  Social  Infrastructure. 

What  I  am  requesting  of  the  Federal  Government  is  investment  in  specific  strategies  that 
get  at  the  building  of  that  necessary  base,  that  new  component  to  the  social  infrastructure. 
What  I  am  suggesting  is  that  for  very  few  dollars,  available  by  making  slight  adjustments 
in  legislative  language  and  funding  regulations,  we  can  immediately  focus  on  a  core  but 
very  avoided  task:  establishing  vehicles  that  promote  interactive  communication  among 
the  distinct  segments  of  our  youth  population,  so  that  they  meet  each  other  and  become 
better  equipped  to  wrestle  together  with  the  problems  and  dilemmas  that  are  coming  at 
them  full  blast.  Let  me  site  as  specific  example  the  infrastructure  model  we  are 
developing:  The  Center  for  the  Next  America. 

Proposed  and  being  developed  as  a  unique  collaboration/partnership  of  public  and  private 
resources  and  interests,  (including  Columbia  University,  The  College  Board,  AT&T,  a 
network  of  Community-Based  Organizations,  W.K.  Kellogg  Foundation  and 
metaNetworks — >)  The  Center  for  the  Next  America  will  be  a  midManhattan  training 
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and  information  complex,  coupling  state-of-the-art  technologies  with  the  best  hands-on 
experiential  training.  It  will  function  like  'an  executive  conference  center...  for 
teenagers',  bringing  together  young  people  from  all  aspects  of  the  culturally  diverse 
youth  cohort  to  meet,  talk,  interact,  reflect,  engage  and  work.  It  will  take  on  the  issues 
that  are  most  important  to  them  and  their  peers  ~  and  will  offer  training  in  the  most 
advanced  systems  and  tools  available.  It  will,  simply  put,  take  the  most  effective  human 
and  organizational  development  training  strategies  (now  used  in  business  or  university  or 
government  settings)  and  make  them  available  to  young  people  so  that  they  can  apply 
them  to  their  issues,  problems  and  concerns. 

The  Center  for  the  Next  America  is  designed  to: 

-  foster  and  facilitate  communication  and  positive  interaction  between 

and  among  the  culturally  diverse  elements  of  the  youth  world; 

-  create  a  cadre  of  new,  culturally  diverse  leaders,  equipped  and  ready  to 

work  on  the  issues  facing  The  Next  America; 

-  project  a  new  kind  of  teenage  role  model  into  the  youth  world  ~  one  who 

is  skilled  at  cross-cultural  relations,  focused  on  pivotal  social  issues, 
and  energized  and  imaginative; 

-  facilitate  equitable  distribution  of  pivotal  social  information  resources 

and  opportunities  within  the  youth  world;  and 

-  provide  new  routes  for  young  people  to  become  economically  productive  — 

thus  triggering  a  wave  of  economic  development  and  cutting  back 
on  long-term  welfare/caretaking  costs. 

The  Center  for  the  Next  America  offers  hope  for  positive  change  because  it  will 
effectively  market  values,  communicate  vision  and  provide  practical  assistance  and 
support  to  the  present  generation  of  teenagers  who  will  assume  leadership  roles  and 
responsibility  in  The  Next  America. 


Specific  Funding  Recommendations 

Finally,  I  want  to  make  several  specific  suggestions  to  the  Subcommitte  related  to  ways 
to  encourage  this  kind  of  social  infrastructure  development. 
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1)  In  the  proposed  School-To-Work  legislation,  allocate  resources  for 

initiatives  and  activities  that  recognize  these  emerging  issues 
and  that  encourage  the  kinds  of  public-private  partnerships 
described  above.  Make  sure  that  the  partnerships  that  are 
funded  reflect  the  new  demographic  realities,  so  that  they 
encourage  and  foster  broad-based  ownership  of  programs. 

2)  Direct  the  US  Department  of  Education  to  take  these  issues  into 

careful  consideration  as  it  implements  its  Professional  Development 
and  Technology  Initiative. 

3)  Fund  one  or  two  national  pilot  demonstration  programs  dealing  with 

the  issues  sited  by  increasing  the  monies  available  to  the  Fund  for 
Innovation  In  Education.  A  S2-5M  increase  over  last  year's 
appropriation  can  leverage  major  impact. 

4)  Encourage  the  Departments  represented  by  the  Subcommittee  to  identify 

appropriate  funding  mechanisms  for  these  kinds  of  initiatives  --  once 
the  President's  budget  has  been  submitted. 

5)  Write  into  all  authorizing  language  a  commitment  to  support  and  encourage 

the  kinds  of  proactive  initiatives  called  for  in  this  testimony.  This  will 
explicitly  put  the  federal  government  on  record  —  and  will  therefore 
encourage  both  state  and  local  governments  to  expend  resources  on 
these  issues. 
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The  Center  for  The  Next  America 


the  innovative  metaNetWorks >  t/outh  leadership  development  strategy 

**  "The  Center  for  The  Next  America'  will: 

*  link  young  people  Into: 

Aeducation,  job  and  career  exploration  opportunities 
innovative  training  and  skill  building  options 
Amulti-cultural,  interactive  workshops,  seminars,  retreats 

and  work  experiences. 
Ahigh-tech,  kid-friendly  information  networks 

*  Instill  and  reinforce  personal  and  social  values  In  young  people: 
Arespect  and  tolerance  Apersonal  development 
Aresponsibility  Acommunity    involvement 
Asocial  vision  Adiscipline  and  work 


**  "The  Center  for  The  Next  America  " 

*  is  an  evolving,  comprehensive  set  of  supports,  resources  and 

training  opportunities, 

*  designed  specifically  for  contemporary  teenagers  and  their 

fluid,  fast-moving  culture. 

**  "The  Center  for  The  Next  America!'  has  three  components 

*  The  Leadership  Training  Institute 

"the  executive  leadership  center...  for  teenagers" 

*  The  Posse  Program 

"multi-cultural,  action-oriented  teenage  leadership  teams" 

*  The  Juice  Factory 

"delivering  all  the  essential  information  to  all  the  kids" 

AThe  Leadership  Training  Institute  propagates  the  leadership  development  process 

AThe  Posse  Program  offers  unique,  experienced-based  leadership  development  opportunities 
AThe  Juice  Factory  gives  teenagers  new  access  to  pivotal  information 

The  Center  for  The  Next  America  is  designed  to  produce  outstanding  managers,  teachers,  principals, 
business  persons,  politicians,  and  community  workers  drawn  from  the  culturally  diverse  populations 
of  the  region.   It  will  foster  a  new  level  of  positive  motivation  in  young  people  --  based  on  both  a  fuller 
understanding  of  societal  and  workplace  needs,  options,  dynamics  and  demands;  and  a  new 
affirmation  of  primary  social,  community  and  personal  values  in  Individual  young  people. 
The  Center  for  The  Next  America  provides  the  essential  support  systems  (information,  training  and 
practice)  necessary  If  young  people  are  to  become  successful  and  strong  participants  In  the  society. 


'The  Center  For  The  Next  Americct'  Is  a  tradename  owned  by  metaNetworks--->  inc. 
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Thursday,  February  3,  1994. 

WITNESS 
STEVE  MIRIN,  McLEAN  HOSPITAL 

Mrs.  Lowey.  Dr.  Steve  Mirin  of  McLean  Hospital. 

Dr.  Mirin.  Madam  Chair  and  Members  of  the  subcommittee,  I 
am  grateful  for  the  opportunity  to  testify  here  today.  I  am  the  Gen- 
eral Director  and  Psychiatrist  in  Chief  at  McLean  Hospital  in  Bel- 
mont, Massachusetts.  Founded  in  1811,  it  is  one  of  the  oldest  and 
largest  private  psychiatric  hospitals  in  the  United  States.  It  is  a 
major  teaching  hospital  and  a  medical  school  and  an  affiliate  of  the 
Massachusetts  General  Hospital. 

Every  year  we  treat  thousands  of  patients  and  teach  hundreds 
of  mental  health  care  professionals,  and  we  maintain  the  largest 
program  of  neuroscience  research  in  any  private  psychiatric  hos- 
pital in  the  world  ranging  from  basic  studies  of  brain  chemistry  to 
clinical  research  in  patients  with  major  mental  disorders. 

I  come  before  you  today  to  speak  about  the  need  for  a  continued 
funding  for  research  initiatives  that  I  believe  will,  in  the  near  term, 
reduce  our  national  health  care  costs  while  also  reducing  the  very 
substantial  human  costs  both  for  those  who  suffer  from  mental  dis- 
orders and  their  loved  ones.  With  your  permission,  I  have  a  written 
statement  to  place  in  the  record,  and  I  will  use  this  brief  period  of 
time  to  summarize  a  few  points. 

The  last  two  decades  have  witnessed  enormous  advances  in  our 
understanding  of  how  the  human  brain  functions  in  both  health 
and  disease  and  with  that  understanding  new  hope  for  the  treat- 
ment of  mentally  ill.  New  discoveries  in  neuroscience  carry  with 
them  the  promise  that  some  day  we  will  be  able  to  prevent  these 
devastating  illnesses. 

Achieving  this  goal  will  be  greatly  aided  by  the  development  of 
new  technologies  including  sophisticated  brain  imaging  techniques 
and  computer  technology  that  will  allow  us  to  understand  the 
structure  of  the  brain,  the  chemical  composition,  and  its  moment- 
to-moment  activities  in  living  patients  during  both  periods  of  ill- 
ness and  periods  of  recovery.  These  are  now  essential  tools  in  mod- 
ern biomedical  research. 

Let  me  turn  briefly  to  three  areas  that  are  of  tremendous  impor- 
tance from  the  standpoint  of  our  Nation's  health  and  the  escalating 
costs  of  health  care. 

The  fastest  growing  segment  of  our  Nation's  population  are  indi- 
viduals over  the  age  of  80.  Current  data  suggests  that  25  percent 
of  these  people  will  be  afflicted  with  Alzheimer's  disease  or  some 
form  of  dementia  during  their  life  time.  Thus,  the  enormous  human 
and  social  costs  of  this  disorder  and  the  cost  of  caring  for  these  pa- 
tients is  bound  to  increase  dramatically  over  the  next  decade. 

Researchers  at  McLean  and  other  parts  of  the  country  have  been 
working  to  understand  the  fundamental  causes  of  Alzheimer's  dis- 
ease, designing  drugs  to  halt  the  progression  of  the  illness,  and  to 
develop  diagnostic  tests  to  help  identify  patients  at  the  earliest  pos- 
sible stages  of  the  disorder.  Studies  to  identify  the  abnormal  gene 
or  genes  that  put  certain  individuals  at  high  risk  for  Alzheimer's 
and  the  development  of  methods  to  alter  these  genes  early  in  life 
are  in  order  to  prevent  the  illness  from  ever  occurring. 
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In  fiscal  1994,  NIH  spent  approximately  $288  million  to  support 
Alzheimer's  research.  That  was  less  than  the  amount  provided  in 
fiscal  1993.  Increased  funding  to  support  NIA,  NIMH,  and  Alz- 
heimer's research  is  urgently  needed  at  this  time. 

Madam  Chair,  we  appreciate  your  role  and  that  of  the  Women's 
Caucus  in  supporting  the  women's  health  initiatives. 

Now  let  me  turn  to  the  area  of  drug  abuse,  treatment,  and  pre- 
vention in  women. 

Mrs.  Lowey.  If  I  may  interrupt  you  for  a  minute  and  perhaps  I 
can  give  the  other  guests  an  option.  I  must  vote,  and  I  will  return. 
You  have  a  choice  of  either  waiting  for  us  to  return  or  submitting 
your  statement  for  the  record.  I  know  you  are  all  busy  people.  If 
you  would  like  to  wait,  it  will  be  between  10  and  15  minutes. 

Would  you  prefer  to  wait? 

Dr.  Mirin.  I  will  wait. 

Mrs.  Lowey.  We  will  recess  for  about  15  minutes.  Thank  you. 

[Recess.] 

Mrs.  Lowey.  The  subcommittee  will  reconvene. 

Dr.  MlRlN.  Thank  you,  Madam  Chair.  I  was  about  to  turn  to  the 
area  of  drug  abuse  treatment  in  women.  CDC  estimates  that  the 
prevalence  of  AIDS  is  increasing  among  women  at  a  rate  four  times 
faster  than  it  is  in  men.  We  also  know  that  intravenous  drug 
abuse,  the  sharing  of  HIV-contaminated  needles,  now  accounts  for 
about  30  percent  of  the  all  new  AIDS  cases  and  more  than  50  per- 
cent of  all  new  AIDS  cases  in  women. 

AIDS  is  now  the  sixth  leading  cause  of  death  among  American 
women  age  25  to  44.  Addressing  the  rising  prevalence  of  substance 
abuse  and  AIDS  among  women  should  be  a  national  priority.  Con- 
gress has  recognized  this  by  helping  establish  the  New  Medications 
Development  program  at  the  National  Institute  on  Drug  Abuse 
while  encouraging  the  Food  and  Drug  Administration  to  ensure 
that  promising  new  medications  are  evaluated  in  women  as  well  as 
in  men. 

I  would  also  urge  you  to  take  this  opportunity  to  fund  research 
on  the  safety  and  efficacy  of  new  medications  for  substance  abuse 
that  could  be  used  in  the  treatment  of  pregnant  substance  abusers 
and  thus  help  prevent  the  more  than  half  million  births  of  drug  ex- 
posed infants  that  now  occurs  each  year. 

Finally,  I  would  turn  to  the  issue  of  violence  toward  children. 
There  is  a  common  misconception  that  physical  and  sexual  abuse 
of  children  is  perpetrated  by  strangers.  But  reliable  surveys  reveal 
that  more  than  25  percent  of  female  children  experience  some  kind 
of  unwanted  sexual  contact;  and  it  is  almost  always  at  the  hands 
of  someone  they  know  very  well. 

It  is  not  surprising  that  a  history  of  physical  and  sexual  abuse 
is  extremely  common  in  both  children  and  adults  who  eventually 
need  extensive  and  expensive  psychiatric  care.  More  than  50  per- 
cent of  older  children,  30  percent  of  all  the  adults  admitted  to 
McLean  Hospital,  are  childhood  victims  of  physical  or  sexual  abuse. 
Emotional  problems  resulting  from  abuse  in  childhood  are  far  more 
prevalent  than  those  resulting  from  combat,  crime,  or  natural  dis- 
asters. 

Currently,  NIH  provides  about  $45  million  for  projects  related  to 
violence  and  victimization.  As  a  result,  only  8  percent  of  all  grant 
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applications  are  actually  funded.  Increased  federal  resources  to  ad- 
dress this  epidemic  of  physical  and  sexual  violence  directed  toward 
children  is  urgently  needed. 

We  need  to  be  able  to  identify  families  at  risk  and  intervene  be- 
fore the  abuse  begins.  Demonstration  projects  aimed  at  community 
outreach  and  early  intervention  should  be  established  and  clinical 
centers  where  there  is  a  commitment  to  incorporating  research 
findings  and  to  the  day-to-day  care  of  these  patients. 

Madam  Chair,  this  concludes  my  remarks.  I  will  be  pleased  to 
answer  any  questions. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  and  Members  of  the  Committee.    I  am  Dr.  Steven  Mirin,  General 
Director  and  Psychiatrist  in  Chief  of  McLean  Hospital  in  Belmont,  Massachusetts.    Founded 
in  1811,  McLean  is  one  of  the  oldest  and  the  largest  private  psychiatric  institutions  in  the 
U.S.    We  are  a  major  teaching  hospital  of  the  Harvard  Medical  School  and  an  affiliate  o "  the 
Massachusetts  General  Hospital. 

Each  year,  thousands  of  patients  are  treated  in  McLean's  extensive  system  of 
inpatient,  community  residential  and  ambulatory  services.    We  are  also  responsible  for 
providing  training  for  over  300  mental  health  care  professionals  each  year  and  we  maintain 
the  largest  program  of  neuroscience  research  in  any  private  psychiatric  hospital  in  the  world, 
with  almost  300  funded  investigators  and  their  staffs,  working  on  close  to  400  separate 
research  projects.  The  projects  themselves  range  from  basic  studies  of  the  brain  chemistry 
and  physiology,  to  clinical  research  involving  the  active  participation  of  a  wide  variety  of 
patients  with  major  psychiatric  disorders,  including  schizophrenia,  manic  depressive  illness, 
major  depression,  Alzheimer's  disease,  and  alcohol  and  drug  abuse. 

For  the  last  three  years,  U.S.  News  &  World  Report's  nationwide  survey  of 
practicing  psychiatrists  has  rated  McLean  as  the  nation's  foremost  psychiatric  facility.    I 
believe  that  our  standing  in  the  psychiatric  community  is  due  not  only  to  the  broad  spectrum 
of  services  that  McLean  provides  to  patients  and  their  families,  but  also  to  the  high  level  of 
integration  of  basic  and  clinical  research  findings  into  the  day-to-day  care  of  patients. 
Indeed,  research  is  performed  in  all  of  our  clinical  programs,  as  well  as  in  specialized 
laboratory  facilities  within  the  Hospital's  Mailman  Research  Center,  the  Alcohol  &  Drug 
Abuse  Research  Center,  and  our  Brain  Imaging  Center.    Of  the  $16.5  million  received  last 
year  in  external  support  for  research,  72  percent  came  from  competitively  won  Federal 
grants,  while  the  remainder  came  from  foundations,  industrial  contracts  and  private  donors. 

The  last  two  decades  have  witnessed  enormous  advances  in  our  understanding  of  how 
the  human  brain  functions  in  both  health  and  disease,  and  with  that  understanding,  new  hope 
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for  the  treatment  of  the  mentally  ill.   Just  as  importantly,  new  discoveries  in  the 
neurosciences  carry  with  them  the  promise  that  some  day  we  may  be  able  to  prevent  these 
devastating  disorders.    As  the  Federal  government  establishes  its  priorities  for  research 
funding  in  the  coining  year,  it  is  important  that  you  be  apprised  of  the  promising  work  at 
McLean  Hospital  and  at  other  centers  in  a  number  of  key  areas.    I  come  before  you  today  to 
speak  about  the  need  for  continued  funding  for  specific  research  initiatives  that  I  believe  will, 
in  the  near  term,  reduce  our  national  health  care  costs,  while  also  reducing  the  very 
substantial  human  cost  both  for  those  who  suffer  from  mental  disorders  and  their  loved  ones. 
With  your  permission,  I  have  a  written  statement  that  I  would  like  to  place  in  the  record  and 
use  the  time  allotted  to  briefly  summarize  the  salient  points  in  that  statement. 
I.  Building  a  Research  Infrastructure 

A.  Brain  Imaging 

Sophisticated  new  brain  imaging  techniques  now  allow  us  to  study  not  only  the 
structure  of  the  brain,  but  also  its  chemical  composition  and  moment-to-moment  activity  in 
living  patients  without  the  use  of  potentially  dangerous  radiation.    Sequential  imaging  studies 
enable  us  to  monitor  changes  in  brain  function  in  individuals  during  periods  of  illness  and 
recovery,  and  to  safely  study  the  parents  and  children  of  the  mentally  ill,  many  of  whom 
carry  a  genetically  transmitted  risk  for  developing  similar  disorders.    Additionally, 
echoplanar,  or  fast  imaging,  a  technology  now  in  place  at  McLean,  enables  us  to  obtain  such 
data  in  seconds,  rather  than  hours.    Federal  support  for  continued  research  and  development 
of  this  important  research,  and  clinical,  tool  is  essential  for  the  future  study  and  treatment  of 
patients  with  schizophrenia,  Alzheimer's  disease,  and  other  mental  disorders. 

B.  Computing  Technology 

Exploration  of  the  human  brain  at  the  molecular  level  produces  vast  amounts  of  data 
which  no  human  mind  can  manipulate,  or  understand,  without  advanced  computing 
technology.    Indeed,  modern  computers  and  software  are  essential  tools  in  modern 
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biomedical  research.    Computing  technology  also  enhances  our  ability  to  carry  out  studies  in 
basic  pharmacology,  epidemiology  and  badly  needed  health  services  research.    Support  for 
the  development  and  testing  of  computing  technology  will  hasten  the  day  when  the  causes  of 
Alzheimer's  disease,  schizophrenia  and  other  devastating  mental  disorders  are  more  precisely 
understood,  and  when  we  can  identify  individuals  at  risk  for  these  disorders  and  intervene 
using  sophisticated  genetic  and  pharmacologic  techniques  before  these  diseases  even  manifest 
themselves.    Computer  networks  for  the  sharing  of  clinical  and  research  data  on  a  regional  or 
national  basis  are  also  essential  to  maximize  the  return  on  investment  of  the  National  Institute 
of  Mental  Health,  the  National  Institute  on  Drug  Abuse  and  the  National  Institute  of  Alcohol 
Abuse  and  Alcoholism,  and  other  Federal  agencies  that  fund  psychiatric  research. 

We  applaud  steps  Congress  took  as  part  of  the  FY  94  cycle  to  fund  $7  million  in 
infrastructure  programs  at  the  National  Center  for  Research  Resources.    We  recommend  that 
increased  funding  be  provided  for  NCRR  and  other  NIH  institutes  to  support  development  of 
these  emerging  technologies. 
II.        Research  in  Alzheimer's  Disease 

The  fastest  growing  segment  of  our  nation's  population  are  individuals  over  the  age  of 
80.    Current  data  from  epidemiologic  studies  suggest  that  25  percent  of  people  in  this  age 
group  will  be  afflicted  with  Alzheimer's  disease,  or  some  form  of  dementing  illness,  in  their 
lifetime.    Thus,  the  enormous  human  and  social  costs  of  this  disorder,  and  the  cost  of  caring 
for  these  patients,  is  bound  to  increase  dramatically  over  the  next  decade. 

Fortunately,  researchers  at  McLean,  and  at  other  centers  across  the  country,  have 
been  working  diligently  to  understand  the  fundamental  causes  of  Alzheimer's  disease. 
Research  findings  thus  far  suggest  that  the  degeneration  of  nerve  cells  in  the  brains  of 
Alzheimer's  patients  is  associated  with  the  accumulation  of  a  protein  called  beta  amyloid. 
Investigators  at  McLean  are  attempting  to  identify  the  enzymes  that  produce  this  protein  and 
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are  designing  drugs  to  interfere  with  this  process  --  thereby  halting  the  progression  of 
Alzheimer's  disease. 

Another  important  research  priority  is  the  identification  of  specific  diagnostic  markers 
that  will  enable  us  to  detect  Alzheimer's  at  its  earliest  stages.  Brain  imaging  techniques  and 
other  evolving  laboratory  techniques  play  a  key  role  in  this  process.    Finally,  research  is 
underway  at  McLean  and  other  centers  to  identify  the  abnormal  gene  or  genes  that  put 
certain  individuals  at  risk  for  Alzheimer's  disease  and  to  develop  methods  to  alter  these  genes 
early  enough  to  prevent  this  tragic  illness. 

At  this  time,  FY  95  funding  levels  for  research  in  this  area  have  not  been  released. 
In  FY  94,  however,  NIH  estimated  that  $289  million  will  be  spent  to  support  Alzheimer's 
research.    Because  this  amount  is  less  than  that  provided  in  FY  93,  we  ask  that  increased 
funding  be  provided  to  support  enhancement  of  the  types  of  activities  previously  identified. 
HI.       Drug  Abuse  Treatment  and  AIDS  Prevention  in  Women 

The  Center  for  Disease  Control  and  Prevention  (CDCP)  estimates  that  the  prevalence 
of  AIDS  is  increasing  among  women  at  a  rate  four-times  faster  than  it  is  in  men.   We  also 
know  that  intravenous  drug  abuse,  and  the  sharing  of  HIV  contaminated  needles,  now 
accounts  for  over  30  percent  of  new  AIDS  cases  overall,  and  more  than  50  percent  of  all 
new  AIDS  cases  in  women.    Indeed,  AIDS  is  now  the  sixth  leading  cause  of  death  among 
American  women  ages  25-44. 

Addressing  the  rising  prevalence  of  substance  abuse  and  AIDS  among  women  is 
emerging  as  a  national  priority.    Recent  congressional  recognition  of  the  importance  of 
developing  improved  pharmacotherapies  for  drug  abuse,  summarized  in  a  staff  report, 
"Pharmacotherapy:  A  Strategy  for  the  90s,"  resulted  in  the  establishment  of  the  new 
Medications  Development  Program  at  the  National  Institute  on  Drug  Abuse  (NIDA). 
Furthermore,  the  Food  and  Drug  Administration  recently  announced  its  intent  to  ensure  that 
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promising  new  medications  are  evaluated  in  women  as  well  as  men,  since  the  efficacy  of 
these  drugs  is  clearly  influenced  by  gender-specific  (e.g.  hormonal)  factors. 

Female  substance  abusers  are  also  at  high  risk  for  pregnancy  and  the  delivery  of  drug 
dependent  newborns.    We  need  to  develop  a  national  strategy  to  prevent  the  more  than  half 
million  births  of  drug-exposed  infants  that  occur  each  year.  Steps  like  criminal  prosecution, 
or  denial  of  custody  for  drug  dependent  mothers  only  deter  such  individuals  from  seeking 
treatment.    Investigators  at  McLean  are  working  with  a  number  of  medications  whose  safety 
and  efficacy  in  pregnant,  drug-dependent  women  needs  to  be  evaluated.    For  example,  we 
already  have  demonstrated  that  the  drug  buprenorphine  is  an  effective  treatment  for  cocaine 
and  opiate  abuse  in  men,  and  that  both  intravenous  drug  use  and  associated  needle  sharing  in 
these  men  is  dramatically  reduced  during  buprenorphine  treatment.    These  clinical  trials 
should  now  be  extended  to  include  women  who,  at  least  in  the  Boston  area,  constitute  20 
percent  of  all  persons  being  treated  for  drug  dependence. 
IV.       Prevention  of  Violence  Toward  Children 

There  is  a  common  misperception  that  violence  in  America  is  primarily  perpetrated  by 
strangers',  however,  the  facts  suggest  that  we  are  much  more  likely  to  suffer  violence  at  the 
hands  of  someone  we  know.    Most  at  risk  are  the  nation's  children.    Surveys  of  the 
prevalence  of  sexual  abuse  in  women  reveal  that  more  than  one-quarter  of  adult  women  in 
the  general  population  ha\e  experienced  some  kind  of  unwanted  sexual  contact  in  childhood. 
These  findings  make  it  clear  that  the  sexual  abuse  of  children  is  widespread,  and  that  it 
occurs  diroughout  all  socioeconomic  levels  of  our  society.    In  light  of  these  trends,  it  is  not 
surprising  that  a  history  of  child  maltreatment,  usually  in  the  form  of  physical,  sexual  or 
emotional  abuse,  or  neglect,  is  an  extremely  common  finding  in  children  and  adults  who 
eventually  need  psychiatric  treatment.    More  than  50  percent  of  all  pi  ients  admitted  to 
McLean  Hospital's  Child  and  Adolescent  Treatment  Program  have  been  victims  of  sexual 
abuse. 
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Research  carried  out  at  McLean  also  suggests  that  child  sexual  abuse  is  particularly 
damaging  when  it  occurs  within  die  family,  begins  at  a  very  young  age,  and  is  chronic  and 
severe.    Unfortunately,  this  kind  of  abuse  is  disturbingly  common,  and  is  the  rule,  rather 
than  the  exception,  in  traumatized  individuals  needing  psychiatric  care.    In  fact,  post- 
traumatic syndromes  resulting  from  childhood  trauma  are  much  more  prevalent  than  die 
emotional  disorders  that  result  from  traumatic  experiences  in  adulthood  such  as  combat, 
battering,  rape,  crime,  and  natural  disasters.    Moreover,  sexually  abused  patients  are  often 
quite  disabled  and  many  require  multiple  hospitalizations.    Also,  we  know  diat  children  of 
these  patients  are  also  at  high  risk  for  being  abused  themselves,  thus  perpetuating 
intergenerational  patterns  of  abuse. 

In  order  to  address  this  epidemic  of  violence  and  abuse,  more  steps  need  to  be  taken 
to  identify  families  at  risk  and  to  intervene  before  the  abuse  starts.    Increased  Federal 
resources  are  needed  so  we  can  learn  how  to  identify  potential  victims  and  perpetrators.    We 
need  to  test  the  efficacy  of  community  outreach,  early  intervention,  parental  support  groups 
and  other  programs.    This  type  of  research  is  best  conducted  in  clinical  centers  where  there 
is  a  commitment  to  incorporating  research  findings  into  the  day-to-day  care  of  such  patients. 
In  tins  vein,  we  ask  the  Committee  to  provide  additional  funding  to  support  NIMH-sponsored 
activities  in  these  areas.    Currently,  NIMH  provides  about  $45  million  for  projects  related  to 
violence  and  victimization,  representing  about  75  percent  of  all  NIH-sponsored  projects  in 
this  area.    However,  past  limitations  on  research  support  have  resulted  in  NIMH  funding 
only  eight  percent  of  all  applications  received  for  projects  related  to  violence  and 
victimization. 
V.    Research  in  Schizophrenia 

Schizophrenia  affects  approximately  1  %  of  all  adults  in  the  country  and  schizophrenic 
patients  occupy  about  30%  of  all  the  nation's  long-term  care  beds  at  enormous  cost  to  society. 
It  is  a  chronic  illness  for  which  there  is,  at  present,  no  cure  and  the  need  for  research  on  the 
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design  and  implementation  of  long-term,  comprehensive  care  systems  for  patients  with  this 
disorder  is  great.  Studies  of  alternative  treatment  programs  are  also  necessary  to  optimize  the 
care  of  schizophrenic  patients.  Such  treatment,  including  medication,  individual  and  family 
counseling,  rehabilitation,  and  the  provision  of  appropriate  levels  of  care  matched  to  the  state 
of  illness,  can  help  many  patients  achieve  a  more  normal  life.  Unfortunately,  not  many 
healthcare  providers  can  offer  comprehensive  care  for  schizophrenic  patients. 

Medications  remain  the  primary  treatment  for  most  patients  with  schizophrenia. 
However,  the  beneficial  effects  of  medication  are  too  often  limited  and  patients  frequently  suffer 
substantial,  unwanted  side  effects.  Investigators  at  McLean  Hospital  have  been  studying  the 
effects  of  new  medications  in  the  laboratory  and  also  in  living  patients  using  new  imaging 
technologies  to  better  understand  the  biological  mechanisms  by  which  the  drugs  produce  their 
effects.  The  information  gained  from  these  studies  will  help  us  design  drugs  that  have  greater 
efficacy  and  fewer  side  effects. 

We  also  need  to  understand  the  causes  fundamental  to  schizophrenia.  McLean 
investigators  are  currently  studying  both  the  inherited  and  environmental  factors  which  may 
predispose  individuals  to  schizophrenia.  They  are  also  studying  changes  in  brain  structure, 
chemistry  and  function  which  may  be  associated  with  the  illness.  Knowledge  gained  from  these 
studies  should  not  only  lead  to  the  design  of  better  treatments,  but  might  lead  to  measures  which 
would  prevent  the  development  of  schizophrenia  in  susceptible  individuals.  Increased  funding 
for  schizophrenia  research  in  the  NIMH  budget  is  money  well  spent  from  the  standpoint  of 
reducing  the  suffering  of  patients  and  their  families  and  ultimately  in  reducing  the  tremendous 
cost  of  this  disorder. 

Mr.  Chairman,  and  other  Members  of  the  Committee,  this  concludes  my  remarks.  I 
would  be  pleased  to  respond  to  any  questions  you  may  have.     Thank  you. 
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Thursday,  February  3,  1994. 

WITNESS 
CAROL  C.  HENDERSON,  AMERICAN  LD3RARY  ASSOCIATION 

Mrs.  Lowey.  Carol  C.  Henderson,  Deputy  Director,  American  Li- 
brary Association. 

Ms.  Henderson.  Thank  you.  I  am  Carol  C.  Henderson  with  the 
American  Library  Association.  The  New  York  Library  Association 
members  appreciate  very  much  your  support  in  the  Department  of 
Education.  This  whole  subcommittee  has  been  very  supportive  of  li- 
brary programs,  often  under  very  trying  conditions.  We  appreciate 
that. 

Although  the  budget  has  not  been  released  yet,  we  expect  that 
what  you  will  see  is,  once  again,  support  for  the  two  library  pro- 
grams that  were  in  their  budget  request  last  year:  library  services 
and  construction  in  Title  I  and  Title  3,  and  probably  proposed 
elimination  of  the  other  funded  programs  under  the  LSDA  and 
Higher  Education  Act. 

But  we  believe  that  the  total  package  of  these  programs,  which 
we  recommend  a  total  of  $150  million  for,  that  is  only  about  a  2.5 
percent  increase — we  know  you  are  operating  under  real  con- 
straints this  year — but  the  total  package  of  those  programs  is  a 
very  appropriate  and  modest  contribution  that  libraries  need  to 
achieve  the  national  education  goals  and  toward  making  real  the 
administration's  position  for  the  information  superhighway. 

They  have  stated  clearly  that  every  school  and  library  should  be 
connected  to  the  information  superhighway,  but  just  connecting 
them  does  not  assure  that  anything  happens  productively  after 
that. 

Library  resources  can  now  be  made  available  electronically 
through  these  networks.  These  programs  you  have  supported  in  the 
past  have  enabled  library  catalogs  to  be  connected  electronically. 
But  the  step  we  can  make  now  is  to  actually  make  the  content  of 
that  available  to  distant  users  and  to  connect  libraries  to  social 
service  delivery  agencies.  You  heard  of  making  job  information 
available  through  public  libraries.  That  is  the  kind  of  things  these 
programs  help  make  possible  as  well. 

The  federal  stimulus  is  almost  as  important  as  the  money  be- 
cause if  you  connect  library  resources  electronically  then  what  hap- 
pens is  those  libraries  are  tapped  by  users  beyond  the  local  tax 
base  or  beyond  the  parameters  of  the  campus,  and  that  is  hard  to 
get  local  funders  to  do.  That  federal  stimulus  is  really  important, 
that  someone  is  saying  that  the  federal  government  should  under- 
take to  have  these  kinds  of  activities.  It  is  a  real  leverage  that  li- 
braries can  exert  with  local  funders. 

We  hope  you  will  continue  to  support  these  programs.  It  is  essen- 
tial and  very  much  needed. 

Mrs.  Lowey.  Frankly,  if  it  were  up  to  me,  I  would  like  to  see  li- 
braries funded  and  make  sure  they  are  kept  open  seven  days  a 
week. 

You  should  consider  looking  at  the  crime  bill  and  the  Justice  De- 
partment budget  because,  what  better  safe  haven  for  these  young 
kids  than  the  libraries. 
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In  New  York,  we  managed  to  keep  the  libraries  open  six  days. 
I  think  they  should  be  open  seven  days.  You  have  good  advocates 
on  this  committee. 

Thank  you. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  it  gives  me  the  greatest  pleasure  to  appear 
before  you  to  testify  for  FV95  Appropriations  for  Library  Programs. 
I  am  Carol  Henderson,  Executive  Director  Designate  of  the  American 
Library  Association's  Washington  Office.  The  American  Library 
Association  is  a  nonprofit  educational  organization  of  57,000 
librarians,  library  trustees,  and  friends  of  libraries  dedicated  to 
the  development  and  improvement  of  library  and  information  service 
for  all  the  American  people. 

Although  we  are  testifying  before  President  Clinton's  budget 
for  FY95  is  released,  we  are  well  aware  of  the  tight  budgetary 
constraints  that  affect  the  President  and  the  appropriators.  We 
come  before  you  with  only  the  past  for  guidance  and,  historically, 
this  subcommittee  has  listened  to  and  acted  upon  our  requests. 

The  Administration  has  stated  a  clear,  admirable,  and 
necessary  goal  that  by  the  year  2000,  all  schools,  libraries,  and 
hospitals  should  be  connected  to  the  National  Information 
Infrastructure.  President  Clinton  stated  this  goal  in  his  State  of 
the  Union  speech.  Vice  President  Gore  called  for  this  in  major 
speeches  in  December  and  January.  The  goal  is  repeated  in  the 
Administration's  white  paper  on  its  telecommunications  proposal. 

What  happens  when  libraries  are  connected  to  this  information 
superhighway?  Do  their  resources  become  magically  available  to 
schoolchildren  across  the  nation?  Do  the  unique  resources  on 
Kentucky  history  in  the  libraries  of  your  state  automatically 
appear  on  the  computer  screen  of  the  historian  in  Pennsylvania? 
Not  without  a  lot  of  time,  effort,  and  resource  deployment  on  the 
part  of  the  libraries. 

The  HEA  and  LSCA  library  programs  you  have  supported  over  the 
years  have  linked  libraries  electronically.  Hundreds  of  library 
online  catalogs  are  now  searchable  through  the  Internet.  A  survey 
we  conducted  last  spring  showed  that  25  states  are  already  using 
LSCA  funds  for  Internet  connections  and  training  for  public 
libraries.  And  HEA  library  programs  are  ready  to  be  used  to  make 
the  content  of  library  collections  available  electronically. 

The  result  is  that  library  resources  are  tapped  more  than  ever 
by  users  outside  the  local  tax  base  or  beyond  the  campus — a  boon  to 
learning  and  scholarship,  but  hard  to  sell  to  local  funders.  The 
federal  stimulus  for  these  activities  is  critical. 

THE  FEDERAL  ROLE  IN  SUPPORT  OF  LIBRARIES 

The  federal  role,  as  administered  by  the  Department  of 
Education,  is  concentrated  on  three  critically  important  and 
appropriate  national  goals: 

(1)  To  extend  outreach  to  those  for  whom  library  service 
requires  extra  effort  or  special  materials  (examples  are 
recent  immigrant  groups,  those  with  disabilities) ; 

(2)  To  utilize  new  technologies  to  identify,  preserve,  and 
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share  library  and  information  resources  across  institutional, 
local,  and  state  boundaries;  and 

(3)  To  support  education,  research,  and  demonstrations  in  the 
library  and  information  science  field. 

The  federal  role  is  focused  in  areas  that  require  incentive  funding 
for  activities  libraries  have  difficulty  initiating  independently, 
that  involve  coordinated  interstate  efforts,  or  that  benefit  from 
national  leadership. 

Troubled  Funding  History:  For  12  years  under  previous 
Administrations,  Congress  ignored  requests  to  zero  out  libraries, 
and  consistently  funded,  renewed,  and  updated  these  programs.  The 
Clinton  Administration  recommended  $114,749,000  for  FY94,  partially 
reversing  course,  but  proposed  to  eliminate  all  but  two  library 
programs.  Congress  fully  restored  funding  for  a  Total  FY94 
Appropriation  of  $146,309,000. 

Deficit  Reduction:  Libraries  are  a  bare  blip  on  the  chart,  but 
they  have  taken  more  than  their  share  of  cuts.  HEA  library 
programs  have  been  cut  again  and  again,  and  are  not  yet  back  to 
their  peak  funding  of  $19  million  under  the  Carter  Administration. 
LSCA  was  funded  at  $120.5  million  in  FY83;  11  years  later,  the 
total  is  only  6.9  percent  higher — a  significant  cut  in  buying 
power. 

Recommendation:  The  FY95  budget  for  libraries  should  be  at  least 
$150  million  to  enable  libraries  to  do  their  part  in  the 
Administration's  National  Information  Infrastructure  agenda 
and  in  its  Goals  2000  agenda.  Libraries  are  rising  to  the 
Clinton/Gore  challenge. 

CURRENTLY  FUNDED  HEA  AND  LSCA  LIBRARY  PROGRAMS 

Higher  Education  Act  Title  II,  Academic  Libraries  and  Information 
Services.  Amended  and  reauthorized  in  1992  to  reflect  the 
increasingly  electronic  networked  environment  in  which  libraries 
operate  on  behalf  of  all  users.  Overall  Critical  Contribution: 
Stimulates  projects  which  increase  access  to  library  and 
information  resources  by  those  not  connected  with  the  campus  or 
research  institution.  FY94  Total:  $17,443,000  (Administration 
requested  0) . 

HEA  II-A,  College  Library  Technology  and  Cooperation  Grants. 

Purpose:  To  assist  academic  libraries  to  acquire 
technological  equipment  needed  to  participate  in  resource 
sharing  networks;  for  joint-use  library  projects;  for 
demonstration  projects  in  utilizing  technology. 
Why  Support?  Helps  these  libraries  put  their  resources  on 
electronic  networks  for  access  beyond  their  own  campuses. 
FY94:   $3,873,000  (Administration  requested  0). 
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HEA  ii-b.  Library  Education  and  Human  Resource  Development. 

Purpose:  Doctoral  and  master's  level  fellowships  and  training 
institutes;  emphasis  on  technology  and  electronic  networking, 
minority  recruitment,  other  areas  of  shortages  or  needs. 
Why  Support?  Recruits  many  of  library  field's  leaders, 
especially  in  post-graduate  education,  many  of  its  minority 
members,  and  many  of  its  information  technology  specialists. 
FY94:   $4,960,000  (Administration  requested  0). 

HEA  II-B,  Research  and  Demonstrations. 

Purpose:  Only  federal  program  devoted  to  research  in  library 

science. 

Why  Support?  Library  science  researchers  can  increase  ease- 

of-use  of  electronic  information  resources  and  networks,  but 

only  if  they  can  bring  research  funds  to  the  table. 

FY94:   $2,802,000  (Administration  requested  0). 

HEA  II-C,  Improving  Access  to  Research  Library  Resources. 

Purpose:  To  make  unique  research  library  resources  widely 
available  beyond  each  library's  primary  clientele;  develop  new 
methods  to  provide  enhanced  access  to  information  resources. 
Why  Support?  Increases  scholars'  and  other  researchers' 
electronic  access  to  distant  research  materials  and  databases. 
FY94:   $5,808,000  (Administration  requested  0). 

Recommendation:  Appropriate  a  total  of  $20  million  for  HEA  II. 
Direct  the  Department  of  Education  to  focus  priorities  for 
these  programs  on  projects  related  to  the  National  Information 
Infrastructure.  Congress  set  such  expectations  in 
reauthorization  legislation  report  language.  If  the 
Department  would  move  more  aggressively  in  this  direction,  the 
library  field  would  eagerly  respond,  with  positive  results  for 
learning. 

Library  Services  and  Construction  Act.  Due  for  reauthorization  in 
1994.  Overall  Critical  Contribution:  Encourages  outreach  to  those 
for  whom  library  service  requires  extra  effort  or  special 
materials,  such  as  recent  immigrant  groups,  those  with 
disabilities.  Stimulates  use  of  technology  to  share  library  and 
information  resources  across  institutional,  local,  and  state 
boundaries.  PY94  Total:  $128,866,000  (Administration  requested 
$114,749,000) . 

LSCA  I,  Public  Library  Services. 

Purpose:  State  allotments  for  services  and  subgrants  to 
improve  public  library  services.  Priorities  include  making 
effective  use  of  technology,  various  outreach  services  to 
diverse  constituencies. 

Why  Support?  Public  libraries  have  practically  no  other 
source  of  support  for  innovation  in  technology  and  services. 
PY94:   $83,227,000  (Administration  requested  $95,000,000). 
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LSCA  II,  Public  Library  Construction  and  Technology  Enhancement. 
Purpose:  State  allotments  for  renovation,  construction, 
technological  upgrading  of  public  library  facilities. 
Why  Support?  Used  extensively  to  accommodate  new  technologies 
and  to  meet  requirements  of  Americans  with  Disabilities  Act. 
FY94:   $17,792,000  (Administration  requested  0). 

LSCA  III,  Inter library  Cooperation  and  Resource  Sharing. 

Purpose:  State  allotments  for  coordination  of  resources  of 
public,  school,  academic,  and  special  libraries;  development 
of  technological  capacity  of  libraries  to  participate  in 
cooperative  networking. 

Why  Support?  Twenty-five  states  are  already  using  LSCA  funds 
for  Internet  connectivity  and  training  for  libraries. 
FY94:   $19,749,000  (Administration  recommended  same). 

LSCA  IV,  Library  Services  for  Indian  Tribes  and  Hawaiian  Natives. 

Two  percent  of  appropriations  for  LSCA  I,  II,  and  III 
automatically  set  aside  for  promoting  needed  special  efforts 
to  provide  Indian  tribes  and  Hawaiian  natives  with  library 
service . 

LSCA  VI,  Library  Literacy  Programs. 

Purpose:   Direct  competitive  grants  to  state  and  local  public 

libraries  for  literacy  programs. 

Why  Support?  A  literacy  student  who  makes  regular  use  of  the 

public  library  is  likely  to  complete  the  course,  keep  reading, 

and  know  where  to  go  to  find  needed  information. 

FY94:   $8,098,000  (Administration  requested  0). 

Recommendation:  Appropriate  a  total  of  $130  million  for  LSCA. 

ALA  also  supports  adequate  funding  for  the  Chapter  2  school 
block  grant  (including  school  library  resources  as  an  eligible  use 
of  funds),  the  National  Center  for  Education  Statistics  (including 
library  surveys),  the  U.S.  National  Commission  on  Libraries  and 
Information  Science,  and  the  National  Library  of  Medicine. 

ALA  appreciates  the  opportunity  to  appear  before  the 
Subcommittee  on  behalf  of  programs  to  improve  library  and 
information  services  for  the  American  people. 

Attachment 
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ATTACHMENT 


ALA  Washington  Office  Fact  Sheet 

American  Library  Association,  Washington  Office 

110  Maryland  Avenue,  NE 

Washington,  DC  20002-5675 

Tel:  202-547-4440  Fax:  202-547-7363   Internet:  aUwash@alawuh.org 

January  1994 


Administration  Requests  and  Congressional  Appropriations 

for  Higher  Education  Act  Title  II  Library  Programs 

and  the  Library  Services  and  Construction  Act 

Fiscal  Years  197&-1994 

(amounts  in  thousands) 


Fiscal  Year 

Admin. 

HEAD 

HEAD 

LSCA 

LSCA 

Admin. 
Request 

Appropriation 

Admin. 
Request 

Appropriation 

1994 

Clinton 

0 

17,443 

114,749 

128,866 

1993 

Bush 

0' 

17,443 

35,000 

128,626 

1992 

Bush 

0' 

17,584 

35,000 

129,663 

1991 

Bush 

10,325 

10,735 

28,737 

132,163 

1990 

Bush 

0 

10,325 

0 

126,321 

1989 

Reagan 

0* 

10,035 

O2 

127,165 

1988 

Reagan 

0 

10,052 

0 

125,037 

1987 

Reagan 

0 

7,000 

0 

125,500 

1986 

Reagan 

0 

6,699 

0 

115,318 

1985 

Reagan 

0 

7,000 

0 

118.000 

1984 

Reagan 

0 

6,880 

0 

80,000 

1983 

Reagan 

0 

8,800 

0 

120,520 

1982 

Reagan 

6,307 

8,560 

51,810 

71,520 

1981 

Carter 

12,988 

9,905 

74,500 

74,500 

1980 

Carter 

6,000 

11,988 

60,237 

67,500 

1979 

Carter 

5,000 

18,975 

60,237 

67,500 

1978 

Carter 

11,475 

17,975 

60,237 

60,237 

1  HEA  II-B  included  in  a  proposed  consolidation  of  seven  graduate  fellowship  programs. 
1  Admin,  proposed  $76  million  Library  Improvement  Act  to  replace  LSCA  and  HEA  II. 
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Thursday,  February  3,  1994. 

WITNESS 

KAY  REDFIELD  JAMISON,  Ph.D.,  THE  NATIONAL  CENTER  FOR  HUMAN 
GENOME  RESEARCH 

Mrs.  Lowey.  Kay  Redfield  Jamison,  a  Ph.D,  from  Johns  Hopkins. 
You  have  great  advocates  in  this  country  such  as  Morris  Abbot. 

Dr.  Jamison.  Thank  you  for  this  opportunity  to  testify  on  behalf 
of  the  National  Center  for  Human  Genome  Research  and  the 
Human  Genome  Project.  I  was  delighted  to  hear  the  word  genes 
mentioned  so  often  this  morning.  This  is  not  only  medicine  of  the 
future  but  medicine.  I  feel  very  strongly  that  these  programs  are 
of  vital  interest  to  health  and  medicine  in  general,  and  certainly  in 
my  own  field  of  study  and  interest,  manic-depressive  illness. 

I  am  a  Professor  of  Psychiatry  at  the  Johns  Hopkins  School  of 
Medicine  President  of  the  Manic-Depressive  Illness  Foundation,  co- 
author of  the  medical  text  Manic-Depressive  Illness,  and  executive 
producer  and  writer  for  a  series  of  PBS  television  specials  about 
manic-depressive  illness  and  the  arts.  I  am  also  a  member  of  the 
National  Advisory  Council  for  Human  Genome  Research. 

As  a  clinician,  researcher  and  family  member,  I  absolutely  be- 
lieve that  support  for  the  genome  project  is  essential  in  order  to  de- 
velop specific  and  effective  treatments  for  this  devastating  illness, 
as  well  as  to  develop  ways  of  earlier  and  more  accurate  diagnosis. 

Manic-depressive,  or  bipolar  illness,  is  a  common,  extremely 
painful,  costly  and  frequently  lethal  illness  that  affects  mood, 
thinking,  energy  and  behavior.  It  is  clearly  genetic  in  origins,  and 
recurrent  by  nature.  Approximately  one  percent  of  the  population 
suffers  from  the  more  severe  forms  of  manic-depressive  illness,  and 
at  least  that  many  again  suffer  from  the  milder  forms  of  the  dis- 
ease. Five  percent  of  the  general  population  will  experience  an  epi- 
sode of  a  closely  related  disease,  major  depressive  illness,  during 
their  lifetimes.  The  severe  mood  disorders  are,  by  any  public  health 
or  disease  criterion,  very  common  illnesses. 

Manic-depressive  illness  is  also  an  illness  of  youth;  more  than 
one-third  of  patients  first  become  manic  or  seriously  depressed  be- 
fore the  age  of  20.  The  disruptiveness  of  this  illness  to  young  peo- 
ple— many  of  them  among  society's  best  and  brightest — cannot  be 
overstated.  More  significantly,  manic-depressive  illness  is  ex- 
tremely lethal,  particularly  in  the  young.  Individuals  with  manic- 
depressive  and  depressive  illness  are  far  more  likely  to  commit  sui- 
cide than  individuals  in  any  other  psychiatric  or  medical  risk 
group. 

The  mortality  rate  for  untreated  manic-depressive  illness  is  high- 
er than  it  is  for  many  types  of  heart  disease  and  cancer.  One  in 
five  patients  with  manic-depressive  illness  commits  suicide.  At 
least  80  percent  of  those  who  commit  suicide  have  had  histories  of 
depressive  or  manic-depressive  illness. 

Suicide,  for  many  who  suffer  from  untreated  manic-depressive  ill- 
ness, is  as  much  "wired"  into  the  disease  as  myocardial  infarction 
is  for  those  who  have  occluded  coronary  arteries.  Because  suicide 
appears  more  volitional,  somehow  more  existentially  caused,  and 
more  tied  to  external  circumstance  than  it  often  actually  is,  the  se- 


372 


riousness  of  manic-depressive  illness  as  a  potentially  lethal  medical 
condition  is  frequently  overlooked. 

Alcoholism  and  drug  abuse  also  are  far  more  common  in  individ- 
uals with  manic-depressive  illness  than  in  the  general  population. 
At  least  60  percent  of  manic-depressives  have  a  history  of  sub- 
stance abuse  or  dependence.  Physical  violence  during  mania  is  also 
a  significant  social  problem. 

In  addition  to  the  individual  suffering  and  social  disruption 
caused  by  manic-depressive  illness,  it  is  also  an  economically  costly 
disease.  Dr.  Richard  Wyatt  of  the  National  Institute  for  Mental 
Health  has  estimated  that  in  1991  the  costs  for  manic-depressive 
illness  totaled  $45  billion. 

As  a  clinician,  researcher,  and  family  member,  I  deeply  believe 
that  the  single  most  important  goal  is  to  find  the  gene,  or  genes, 
for  manic-depressive  illness.  Until  we  do,  that  we  will  be  unable  to 
understand  the  disease  at  its  basic  level,  unable  to  develop  more 
effective  and  less  problematic  treatments,  and  unable  to  determine 
who  is  and  who  is  not  vulnerable  to  developing  the  illness.  I  have 
no  doubt  that  the  knowledge  obtained  will  benefit  not  only  those 
who  suffer  from  manic-depressive  illness,  but  will  also  result  in  a 
greatly  increased  understanding  of  how  the  brain  works. 

It  is  for  all  of  these  reasons  that  I  am  here  to  strongly  encourage 
financial  support  for  the  Human  Genome  Project.  As  you  know,  the 
Human  Genome  Project  is  an  historic  research  effort  that  has  the 
goal  of  analyzing  the  structure  of  human  DNA  and  determining  the 
location  of  the  estimated  100  thousand  human  genes  that  con- 
stitute the  human  blueprint.  This  will  allow  identification  of  the 
genetic  basis  of  a  wide  array  of  diseases,  provide  a  powerful  stimu- 
lus for  the  biotechnology  industry,  and  radically  alter  the  future  of 
biomedical  research.  Simply,  but  absolutely  put,  few  research  pro- 
grams have  contributed  as  much  to  biomedical  science  in  such  a 
short  time  as  has  the  Human  Genome  Project. 

The  National  Advisory  Council  for  the  Human  Genome  Project 
has  recommended  an  absolute  minimum  budget  of  $200  million. 
This  level  would  assure  that,  at  the  least,  we  do  not  look  back  on 
these  critical  years  as  years  of  lost  opportunity. 

In  this  country,  at  this  time,  we  have  a  rare  opportunity  to  save 
lives,  obtain  new  knowledge,  and  use  that  knowledge  with  wisdom 
and  compassion.  I  feel  strongly  that  support  for  the  Human  Ge- 
nome Project  is  the  single  best  investment  in  health,  medicine,  and 
biological  science  that  the  United  States  can  make. 

Thank  you. 

Mrs.  Lowey.  Thank  you  very  much,  Dr.  Jamison. 

[The  prepared  statement  follows:] 


373 


Testimony  before  the 

Subcommittee  on  Labor,  Health  and  Human  Services 

Congress  of  the  United  States 

House  of  Representatives 
Committee  on  Appropriations 

February  3,  1994 
10:00  a.m. 


Kay  Redfield  Jamison,  Ph.D. 
Professor  of  Psychiatry 
The  Johns  Hopkins  School 
of  Medicine 


Testimony  on  behalf  of 

The  National  Center  for  Human  Genome  Research 

National  Institutes  of  Health 


374 


Thank  you  for  this  opportunity  to  testify  on  behalf  of  the  National 
Center  for  Human  Genome  Research  and  the  Human  Genome  Project.  I  feel 
very  strongly  that  these  programs  are  of  vital  interest  to  health  and  medicine 
in  general,  and  certainly  in  my  own  field  of  study  and  interest,  manic-depressive 
illness  (a  common,  hereditary  disease  that  afflicts  million*  results  in  staggeringly 
high  rates  of  suicide,  and  is  enormously  costly  in  terms  of  human  misery,  social 
upheaval  and  violence,  associated  alcohol  and  drug  abuse,  and  foregone 
productivity). 

I  am  a  Professor  of  Psychiatry  at  the  Johns  Hopkins  School  of  Medicine, 
President  of  the  Manic-Depressive  Illness  Foundation,  co-author  of  the  medical 
text  Manic-Depressive  Dlness.  author  of  Touched  With  Fire:  Manic-Depressive 
Illness  and  the  Artistic  Temperament,  and  executive  producer  and  writer  for 
a  series  of  PBS  television  specials  about  manic-depressive  illness  and  the  arts. 
I  have  written  and  lectured  extensively  about  manic-depressive  illness,  been 
deeply  involved  with  the  patient  advocacy  programs,  and  have  written  about 
ethical  concerns  related  to  the  search  for  the  genes  for  manic-depressive  illness. 
I  am  also  a  member  of  the  National  Advisory  Council  for  Human  Genome 
Research. 

As  a  clinician,  researcher,  and  family  member,  I  absolutely  believe  that 
support  for  the  genome  projects  is  essential  in  order  to  develop  specific  and 
effective  treatments  for  this  devastating  illness,  as  well  as  to  develop  ways  of 
earlier  and  more  accurate  diagnosis. 

Manic-depressive,  or  bipolar,  illness,  is  a  common,  extremely  painful, 
costly,  and  frequently  lethal  illness  that  affects  mood,  thinking,  energy,  and 
behavior.  It  is  genetic  in  origins  and  recurrent  by  nature;  left  untreated,  an 
individual  with  this  disease  can  expect  to  experience  at  least  ten  major  episodes 
of  depression  and/or  mania  during  his  lifetime.  Approximately  one  percent  of 
the  population  suffers  from  the  more  severe  forms  of  manic-depressive  illness, 
and  at  least  that  many  again  suffer  from  the  milder  forms  of  the  disease. 
Manic-depressive  illness  is,  clinically,  very  closely  related  to  major  depressive 
illness  and,  in  fact,  the  same  criteria  are  used  for  the  diagnosis  of  major 
depression  and  the  depressive  phase  of  manic-depressive  illness.  Five  percent 
of  the  general  population  will  experience  an  episode  of  major  depressive  illness 
during  their  lifetimes.  The  severe  mood  disorders  are,  by  any  public  health  or 
disease  criterion,  very  common  illnesses. 

Manic-depressive  illness  is  also  an  illness  of  youth;  more  than  one-third 
of  patients  first  become  manic  or  seriously  depressed  before  the  age  of  20. 
(The  average  age  of  onset  is  18.)  The  disruptiveness  of  this  illness  to  young 
people  —  many  of  them  among  society's  best  and  brightest  —  cannot  be 
overstated.    More  significantly,  manic-depressive  illness  is  extremely  lethal, 
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particularly  in  the  young.  Individuals  with  manic-depressive  and  depressive 
illness  are  far  more  likely  to  commit  suicide  than  individuals  in  any  other 
psychiatric  or  medical  risk  group.  The  mortality  rate  for  untreated  manic- 
depressive  illness  is  higher  than  it  is  for  many  types  of  heart  disease  and  cancer. 
A  recent  review  of  30  studies  found  that,  on  the  average,  one  in  five  patients 
with  manic-depressive  illness  commits  suicide.  At  least  80  percent  of  those  who 
commit  suicide  have  had  histories  of  depressive  or  manic-depressive  illness. 
Suicide,  for  many  who  suffer  from  untreated  manic-depressive  illness,  is  as 
much  "wired"  into  the  disease  as  myocardial  infarction  is  for  those  who  have 
occluded  coronary  arteries.  Because  suicide  appears  more  volitional,  somehow 
more  existentially  caused,  and  more  tied  to  external  circumstance  than  it  often 
actually  is,  the  seriousness  of  manic-depressive  illness  as  a  potentially  lethal 
medical  condition  is  frequently  overlooked. 

Alcoholism  and  drug  abuse  also  are  far  more  common  in  individuals  with 
manic-depressive  illness  than  in  the  general  population.  For  example,  the 
lifetime  prevalence  of  alcohol  abuse  or  dependence  in  the  general  population 
is  13  percent,  and  the  corresponding  figure  for  drug  abuse  is  6  percent.  In 
contrast,  at  least  60  percent  of  manic-depressives  have  a  history  of  substance 
abuse  or  dependence.  Physical  violence  during  mania  is  also  a  significant  social 
problem. 

In  addition  to  the  individual  suffering  and  social  disruption  caused  by 
manic-depressive  illness,  it  is  also  an  economically  costly  disease.  Dr.  Richard 
Wyatt,  of  the  National  Institute  for  Mental  Health,  has  estimated  that  in  1991 
the  costs  for  manic-depressive  illness  totaled  $45  billion.  Costs  were  broken 
down  into  their  direct  and  indirect  components.  Direct  costs,  which  totaled  $7 
billion  dollars,  consisted  of  expenditures  for  inpatient  and  outpatient  care, 
which  are  treatment  related,  as  well  as  non-treatment  related  expenditures  such 
as  those  for  the  criminal  justice  system  used  by  individuals  with  manic- 
depressive  illness.  Indirect  costs,  which  were  $38  billion  dollars,  included  the 
lost  productivity  of  both  wage-earners  ($17  billion)  and  homemakers  ($3 
billion),  individuals  who  are  in  institutions  ($3  billion)  or  who  have  committed 
suicide  ($8  billion),  and  caregivers  who  take  care  of  manic-depressive  family 
members  ($6  billion). 

Treatment  exists  for  manic-depressive  illness.  Lithium  has  radically 
altered  the  course  and  consequences  of  manic-depressive  illness,  allowing  most 
patients  to  lead  reasonably  normal  lives.  In  recent  years,  the  anticonvulsants 
valproate  and  carbamazepine  have  provided  alternative  treatments  for  patients 
unable  to  take  or  unresponsive  to  lithium.  However,  many  individuals  respond 
only  partially  and  others  do  not  respond  at  all.  Side-effects  from  the 
medication  can  be  very  disruptive  to  normal  life  and  rates  of  non-compliance 
are  extremely  high. 
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As  a  clinician,  researcher,  and  family  member  I  deeply  believe  that  the 
single  most  important  goal  is  to  find  the  gene,  or  genes,  for  manic-depressive 
illness.  Until  we  do  that  we  will  be  unable  to  understand  the  disease  at  its 
basic  level,  unable  to  develop  more  effective  and  less  problematic  treatments, 
and  unable  to  determine  who  is  and  who  is  not  vulnerable  to  developing  the 
illness.  I  have  no  doubt  that  the  knowledge  obtained  will  benefit  not  only 
those  who  suffer  from  manic-depressive  illness,  but  will  also  result  in  a  greatly 
increased  understanding  of  how  the  brain  works.  Finding  the  gene  or  genes 
involved  holds  out  the  promise  of  more  specific  treatments  based  on  an 
understanding  of  the  illness  at  its  molecular  level  —  treatments  with  fewer  side- 
effects  and,  hopefully,  treatments  that  will  preserve  the  positive  aspects  of 
manic-depressive  temperaments  while  alleviating  the  more  painful,  violent,  and 
destructive  sides.  Locating  the  genes  also  will  allow  more  accurate  and  early, 
even  presymptomatic  diagnosis,  raising  the  possibility  of  actual  prevention,  not 
just  treatment. 

It  is  for  all  of  these  reasons  that  I  am  here  to  strongly  encourage 
financial  support  for  the  Human  Genome  Project.  As  you  know,  the  Human 
Genome  Project  is  an  historic  research  effort  that  has  the  goal  of  analyzing  the 
structure  of  human  DNA  and  determining  the  location  of  the  estimated 
100,000  human  genes  that  constitute  the  human  blueprint.  This  will  allow 
identification  of  the  genetic  basis  of  a  wide  array  of  diseases,  provide  a 
powerful  stimulus  for  the  biotechnology  industry,  and  radically  alter  the  future 
of  biomedical  research.  The  National  Institutes  of  Health  and  the  Department 
of  Energy  are  the  key  agencies  managing  this  project  in  the  United  States.  The 
15  year  project  began  formally  in  1990.  In  February  1993,  NCHGR  expanded 
its  role  on  the  NIH  campus  with  the  establishment  of  a  Division  of  Intramural 
Research,  which  will  focus  on  applying  genome  technologies  to  finding  disease 
genes  and  developing  DNA-based  diagnostics  and  gene  therapies.  The  new 
division  will  serve  as  a  hub  for  NIH-wide  human  genetics  research,  enhancing 
the  work  of  investigators  in  other  NIH  institutes  who  are  searching  for  specific 
genes  and  studying  their  function  in  health  and  disease. 

Few  research  programs  have  contributed  as  much  to  biomedical  science 
in  such  a  short  time  as  has  the  Human  Genome  Project  (HGP).  In  fiscal  year 
1994,  the  number  of  genes  isolated  using  genome  technologies  and  resources 
nearly  quadrupled  over  the  year  before.  Continued  improvements  in  gene 
mapping  technologies  are  likely  to  spur  even  greater  increases  in  the  rate  of 
gene  discovery  in  fiscal  year  1995  and  beyond. 

An  excellent  example  of  the  speed  with  which  disease  genes  can  now  be 
isolated  using  genomic  technologies  is  the  recent  isolation  of  a  gene  for  colon 
cancer  by  a  group  of  collaborating  scientists,  including  members  of  NCHGR's 
new  Division  of  Intramural  Research.  This  gene  was  isolated  within  6  months 
from  the  time  it  was  located  on  chromosome  2;  such  work  would  have  taken 
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several  years  in  the  past.  Hereditary  colon  cancer  is  a  common  disorder  that 
affects  1  in  200  people  in  the  western  world.  Causing  as  many  as  1  in  6  cases 
of  colon  cancer,  as  well  as  an  increased  risk  for  uterine  cancer,  this  gene  is 
responsible  for  the  most  common  of  the  known  inherited  susceptibilities  to  a 
disease. 

The  search  for  any  gene  carries  with  it  potential  ethical  problems.  The 
search  for  the  gene,  or  genes,  involved  in  manic-depressive  illness  raises 
particularly  difficult  ethical  issues,  however.  These  issues  become  even  more 
complicated  because  manic-depressive  illness  can  confer  advantages  —  through 
high  energy  levels,  increased  risktaking,  and  creativity  —  both  in  the  individual 
and  society;  for  example,  eminent  artists  and  writers  are  far  more  likely  than 
the  general  public  to  suffer  from  manic-depressive  illness.  Would  one  want  to 
get  rid  of,  or  fundamentally  alter  these  genes  if  one  could?  What  about  pre- 
natal testing  and  abortion?  Or  forced  sterilization  (as  the  Chinese  now  require 
of  those  with  hereditary  psychosis)?  What  will  be  the  complications  of  gene 
therapy?  Having  examined  many  of  these  ethical  issues  at  length,  I  feel  very 
confident  in  the  excellent  work  that  is  being  carried  out  by  the  Ethical,  Legal, 
and  Social  Implications  (ELSI)  section  of  the  Human  Genome  Project.  The 
ELSI  components  of  the  Human  Genome  programs  of  NIH  and  DOE  are 
strongly  connected  with  genome  research  so  that  policy  discussions  and 
recommendations  are  couched  in  the  reality  of  the  science.  To  date,  the  focus 
of  the  ELSI  program  has  been  on  the  most  immediate  potential  applications 
in  society  of  genome  research.  Four  areas  were  identified  by  advisers  to  the 
ELSI  program  for  initial  emphasis:  privacy  of  genetic  information,  safe  and 
effective  introduction  of  genetic  information  in  the  clinical  setting,  fairness  in 
the  use  of  genetic  information,  and  professional  and  public  education.  The 
program  gives  strong  emphasis  to  understanding  the  ethnic,  cultural,  social,  and 
psychological  influences  that  must  inform  policy  development  and  service 
delivery.  Initial  policy  options  for  genetic  family  studies,  clinical  genetic 
services,  and  health  care  coverage  have  been  developed,  and  reports  on  a 
range  of  urgent  issues  are  expected  by  1995. 

As  the  genome  project  progresses,  the  need  to  prepare  for  even  broader 
public  impact  becomes  increasingly  important.  Policies  are  needed  to 
anticipate  the  potential  consequences  of  widespread  use  of  genetic  tests  for 
common  conditions,  such  as  genetic  predisposition  to  certain  cancers  or  genetic 
susceptibility  to  certain  environmental  agents.  In  addition,  as  the  genetic 
elements  of  behavioral  and  other  nondisease-related  traits  are  better 
understood,  increased  educational  efforts  will  be  needed  to  prevent 
stigmatization  or  discrimination  on  the  basis  of  these  traits.  Continued 
emphasis  on  public  and  professional  education  at  all  levels  will  be  critical  to 
achieving  these  goals.  Mechanisms  for  developing  policy  options  that  build  on 
the  current  research  portfolio  and  actively  involve  the  public,  the  relevant 
professions,  and  the  scientific  community  need  to  be  developed. 
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Thursday,  February  3,  1994. 

WITNESS 
ERNEST  W.  KARKUT,  AMERICAN  GAS  ASSOCIATION 

Mrs.  Lowey.  Mr.  Ernest  Karkut  of  Southern  Connecticut  Gas, 
please  feel  free  to  summarize,  since  your  statement  will  be  entered 
into  the  record. 

Mr.  Karkut.  I  am  here  today  on  behalf  of  Southern  Connecticut 
Gas  Company,  which  is  a  natural  gas  distribution  company  in  Con- 
necticut and  also  the  American  Gas  Association,  which  provides 
home  heating  fuel  for  about  45  million  households. 

I  am  here  to  talk  about  the  impact  of  potential  budget  reductions 
on  the  LIHEAP  program.  I  just  cite  the  front  page  of  the  Wall 
Street  Journal  today  which  indicates  that  the  President's  budget 
which  is  going  to  be  released  calls  for  deep  cuts  in  the  aid  to  help 
poor  people  pay  their  heating  billings.  We  have  some  preliminary 
numbers  that  would  indicate  approximately  a  50  percent  reduction 
for  Connecticut.  That  is  a  reduction  from  about  $30  million  to 
about  $15;  and  for  New  York,  Madam  Chair,  it  looks  like  a  reduc- 
tion from  $179  million  to  about  $91  million.  So  they  are  very  dra- 
matic cuts  that  are  proposed. 

I  wish  you  would  look  at  some  of  the  statistics  that  I  have  pro- 
vided about  our  company  in  Connecticut  and  about  the  impact  that 
these  cuts  will  have  on  some  of  our  customers.  I  do  cite  some  statis- 
tics about  the  average  amounts  that  recipients  receive  relative  to 
their  budgets,  and  the  tremendous  hardship  that  these  kinds  of  re- 
ductions will  provide,  and  I  describe  the  partnership  between  pri- 
vate industry  and  the  government  and  the  kinds  of  services  that 
the  LIHEAP  dollars  leverage.  They  are  very  dramatic. 

Private  industry  does  fund  quite  a  bit  to  support  the  LIHEAP 
program  where  those  dollars  go  directly  to  the  recipients.  With  de- 
regulation of  the  natural  gas  industry  as  a  result  of  FERC  order 
636,  we  are  in  a  much  more  competitive  environment  to  subsidize 
customers  who  should  be  receiving  government  assistance  and  have 
been  and  will  no  longer  be  receiving  at  those  levels.  This  creates 
major  problems  for  our  customers  and  for  our  industry. 

I  thank  you  for  your  past  support.  I  thank  you  for  your  support 
of  this  latest  appropriation,  the  emergency  appropriation  and  we 
will  try  to  work  together  as  much  as  we  can  to  try  to  keep  those 
dollars  at  at  least  the  level  they  are  at  now. 

[The  prepared  statement  follows:] 
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TESTIMONY  OF 

ERNEST  W.  KARKUT  OF 

SOUTHERN  CONNECTICUT  GAS 

ON  BEHALF  OF 

THE  AMERICAN  GAS  ASSOCIATION 

BEFORE  THE 

SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN 

SERVICES,  EDUCATION  AND 

RELATED  AGENCIES 

HOUSE  COMMITTEE  ON  APPROPRIATIONS 

ON  FY  1995  APPROPRIATIONS  FOR  THE 

LOW-INCOME  HOME  ENERGY  ASSISTANCE  PROGRAM 

February  3, 1994 


INTRODUCTION 

Mr.  Chairman  and  members  of  the  Subcommittee:  I  am  Ernest  W.  Karkut  with  Southern 
Connecticut  Gas  Company,  a  natural  gas  distribution  company  serving  more  than  1 52,000 
customers.  Ninety-one  percent  of  our  customers  are  residential.  Today,  I  am  appearing 
on  behalf  of  Southern  Connecticut  as  well  as  the  American  Gas  Association  (A.G.A.),  a 
national  trade  association  comprised  of  approximately  250  natural  gas  distribution  and 
transmission  companies  that  serve  over  90  percent  of  the  gas  consumers  in  this  country. 
Natural  gas  is  the  home  heating  fuel  for  nearly  45  million  households  in  the  United  States. 

I  am  pleased  to  have  this  opportunity  to  appear  before  the  Subcommittee  in  support  of 
the  Low-Income  Home  Energy  Assistance  Program  (LIHEAP). 

We  are  disturbed  by  reports  that  drastic  cuts  for  LIHEAP  in  the  FY  1995  budget  are  being 
contemplated.  We  support  the  original  recommended  funding  of  $1 .475  billion  for  the  first 
nine  months  of  the  FY  95  LIHEAP  program  year  as  the  minimum  level  of  funding 
necessary  to  sustain  an  effective  program.  The  recision  of  one-third  to  one-half  of  the  FY 
95  appropriations  that  we  understand  is  being  contemplated  by  the  Administration  would 
result  in  funding  far  below  the  minimum  necessary  to  sustain  the  program. 

THIS  ADMINISTRATIONS  COMMITMENT 

We  want  to  acknowledge  and  thank  the  subcommittee  for  its  wisdom  in  past  years  by  not 
acquiescing  to  the  past  administration's  suggested  cuts  in  the  LIHEAP  program  and  for 
keeping  funding  levels  at  $1 .4  billion.  Mr  Chairman,  you  have  been  a  strong  and  constant 
supporter  of  LIHEAP  since  its  inception.  We  thank  you  for  your  foresight  and  support. 
We  know  you  continue  to  face  budget  constraints  and  difficult  budget  choices,  but  we 
urge  you  to  maintain  current  LIHEAP  funding  levels  of  $1,475  billion. 


380 


-2- 

LIHEAP  was  established  to  meet  a  need  that  remains  acute  --  the  need  to  provide  warmth 
to  families,  especially  children  and  senior  citizens  that  cannot  afford  this  very  basic 
necessity.  The  indigence,  hopelessness,  and  distress  that  the  Carter  Administration 
recognized  has  not  declined,  but  has  in  fact  grown  to  new  levels. 

America's  poor  represent  14.5  percent  of  our  population,  a  higher  number  than  at  any 
time  in  the  past  30  years.  The  number  of  Americans  living  below  the  poverty  line  has 
increased  for  the  third  consecutive  year.  Children  living  in  poverty  reached  14.6  million 
in  1992,  accounting  for  the  embarrassing  fact  that  the  United  States  has  the  highest  level 
of  child  poverty  among  the  leading  industrial  nations.  One  in  four  children  under  the  age 
of  six  lives  in  poverty.  We  urge  you  to  exert  your  vision  and  renew  your  commitment  to 
the  American  people  and  maintain  the  LIHEAP  program  which  has  been  a  vital  source  of 
assistance. 

This  is  not  the  time  to  abandon  a  program  that  works  so  successfully  and  has  the 
support  of  private  industry  as  well  as  the  American  people.  Fraud  or  waste  has  never 
been  associated  with  LIHEAP  and  there  is  a  10  percent  cap  on  administrative  costs.  The 
vast  majority  of  the  money  goes  to  helping  people  stay  warm  or  making  their  homes 
warmer  through  weatherization.  It  is  ironic  that  this  Administration  would  contemplate 
proposing  drastic  cuts  for  LIHEAP  funding. 

PUBLIC  SECTOR/PRIVATE  SECTOR 
COMBINED  EFFORTS 

President  Clinton  has  repeatedly  called  upon  the  more  fortunate  to  do  their  part  in 
assisting  others.  That  concept  is  inherent  in  LIHEAP  which  is  a  public  sector  program 
that  has  a  private  sector  partner  in  the  fuel  fund  concept.  Originally  started  as  a  private 
sector  response  to  LIHEAP,  fuel  funds  and  other  company-sponsored  programs  reflect 
increased  generosity  on  the  part  of  middle  and  upper-income  Americans  when  most 
charities  have  seen  a  reduction  in  contributions.  We  think  this  increased  generosity  stems 
from  two  sentiments  held  by  the  public:  People,  especially  the  elderly  and  the  very 
young,  should  not  be  without  a  necessity  as  basic  as  heat  during  the  cold  winter  months; 
and  there  is  an  escalating  need  to  help  families  with  their  heating  bills.  While  the  public 
expresses  its  concerns  through  charitable  donations,  participation  from  the  federal 
government  is  crucial. 

The  National  Fuel  Fund  Network  survey  in  1987  found  that  fuel  funds  distributed  just  over 
$31  million  to  193,000  households.  In  just  four  years,  the  increases  were  significant:  the 
1991  survey  showed  a  17  percent  increase  in  funds  distributed  (over  $46  million)  to  over 
396,000  households  -  an  increase  of  over  105  percent.  This  generosity  is  a  testament 
to  the  support  of  middle  income  Americans  for  LIHEAP. 
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Consistent  with  President  Clinton's  philosophy,  A.G.A.'s  member  companies  have 
accepted  their  share  of  the  responsibility.  Our  member  companies  have  developed 
innovative  and  effective  programs  to  assist  low-income  consumers  by  putting  company 
money  and  human  resources  to  work.  The  utility  industry  contributes  millions  of  dollars 
to  assist  those  who  can  not  pay  their  bills.  This  assistance  is  given  through  a  variety  of 
efforts  such  as  "special  cares"  and  forgiveness  programs,  budget  counselors,  extended 
payment  plans,  social  service  counselors,  stockholder  contributions,  and  fuel  funds. 
These  programs  are  designed  to  help  the  elderly,  single  parents,  the  unemployed  or 
underemployed,  and  persons  with  disabilities. 

One  of  A.G.A.  member  companies,  MichCon,  has  developed  a  program  targeted  to  its 
specific  service  area.  MichCon  provides  natural  gas  service  to  residents  in  Michigan, 
including  the  Detroit  area,  and  found  that  while  a  typical  residential  customer  in  southeast 
Michigan  uses  approximately  145  Mcf  of  natural  gas  annually,  the  typical  LIHEAP  recipient 
uses  an  average  of  185  Mcf  --  almost  30  percent  more.  This  difference  in  gas 
consumption  is  due  to  a  variety  of  conditions  associated  with  poverty:  old  dilapidated 
housing  that  is  poorly  maintained;  inefficient  heating  equipment;  and  other  factors  that 
make  it  extremely  difficult  to  practice  effective  conservation  techniques.  This  situation, 
however,  is  not  an  anomaly  and  has  been  documented  repeatedly  by  the  Department  of 
Health  and  Human  Services,  which  finds  that  low-income  families  and  senior  citizens 
spend  three  times  more  of  their  income  on  energy  than  the  typical  American  household. 

In  an  effort  to  manage  this  problem,  MichCon  invests  close  to  $10  million  annually  to  help 
low-income  customers  conserve  energy,  manage  their  bills  more  effectively,  and  in  many 
instances  perform  rather  dramatic  weatherization-related  repairs  to  their  homes,  even  to 
the  point  of  completely  replacing  their  furnace  systems.  MichCon  further  invests  close 
to  $2  million  annually  in  shareholder  funds  to  provide  direct  energy  assistance  that 
supplements  federal  and  state  efforts. 

Despite  the  efforts  of  A.G.A.  member  companies,  fuel  fund  programs  and  other  company- 
sponsored  programs,  the  need  for  adequate  federal  funding  of  LIHEAP  remains 
imperative.  While  these  efforts  are  valuable,  they  supplement  and  do  not  supplant  the 
need  for  adequate  LIHEAP  funding. 

LIHEAP  IS  VITAL 

Congress  must  recognize  that  a  return  to  normal  or  below  normal  temperatures  just  as 
we  are  experiencing  now,  is  leading  to  increased  fuel  consumption,  causing  further 
increases  in  the  percentage  of  income  poor  families  devote  to  home  heating.  Each  drop 
in  temperature  by  one  degree  results  in  a  1  percent  increase  in  fuel  costs. 

During  this  past  month,  large  regions  of  the  country  have  experienced  below  normal 
temperatures.  In  some  areas  we  have  seen  a  drop  in  temperatures  by  as  much  as  15 
percent  and  in  other  areas  by  as  much  as  25  percent.    One  member  company  in 
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Pennsylvania  reported  that  its  average  residential  bills  for  the  month  of  January  jumped 
by  25  percent  as  compared  to  its  January  bills  from  previous  years. 

The  Peoples  Natural  Gas  Company  reported  that  application  requests  for  LI  HEAP  tripled 
as  compared  to  a  year  ago.  While  1 ,000  applications  was  requested  in  January  of  1993, 
over  3,000  applications  were  requested  this  pass  January  by  residents  living  in  the  area 
served  by  Peoples  Natural  Gas.  Fuel  funds  across  this  nation  are  depleted  and 
preliminary  indications  are  that  energy  assistance  dollars  will  be  needed  at  an 
unprecedented  rate. 

Adequate  LIHEAP  funding  is  as  important  now  as  it  ever  was.  LIHEAP  recipients  already 
spend  an  unduly  large  portion  of  family  income  for  energy.  For  example,  in  Southern 
Connecticut's  service  area,  there  are  90,000  -  100,000  households  with  energy  bills 
accounting  for  7-20  percent  of  their  annual  income.  By  contrast,  most  Americans  pay 
between  2-4  percent  of  their  annual  income  on  energy  bills.  Studies  have  repeatedly 
shown  that  low-income  families  pay  a  much  greater  share  of  their  incomes  for  energy 
costs  than  do  other  families.  According  to  the  most  recent  HHS  Report  to  Congress  on 
LIHEAP  (covering  the  years  through  1990),  households  with  incomes  below  125  percent 
of  the  poverty  level  spend  approximately  four  times  more  (13.2  percent  of  income)  for 
energy  than  all  American  households  combined  (3.1  percent  of  income). 

LIHEAP  does  more  than  provide  energy  assistance  to  those  in  need.  LIHEAP  allows  low- 
income  families  the  opportunity  to  meet  other  needs.  A  reduction  in  LIHEAP  is  a 
reduction  in  a  family's  ability  to  buy  medical  care,  food,  and  other  essentials. 

Proposals  such  as  the  earned  income  tax  credit  (EITC)  while  significant  is  not  a  substitute 
for  LIHEAP.  EITC  is  available  only  to  working  families.  Unemployed  persons  and  senior 
citizens  are  unable  to  benefit  from  EITC.  Currently,  25  percent  of  those  receiving  LIHEAP 
are  over  65  years  of  age. 

LIHEAP  funding  is  inadequate.  The  essence  of  the  crises  is  captured  below  with  a  few 
disturbing  facts: 

•  Only  24  percent  of  households  eligible  for  LIHEAP  currently 
receive  LIHEAP  assistance  based  on  recent  estimates. 

•  The  Department  of  Health  and  Human  Services  reported  that 
over  five  million  households  received  assistance  from  LIHEAP 
in  FY  93  --  this  was  1.2  million  fewer  households  than  the 
previous  year. 

•  LIHEAP  funds  covered  about  one-third  of  the  energy  costs  for 
eligible  households. 
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Over  70  percent  of  the  households  that  currently  receive 
LIHEAF  support  have  incomes  of  less  than  $8,000. 


Even  more  disturbing  is  the  fact  that  these  statistics  will  be  worsened  by  the  abnormally 
low  temperatures  and  harsh  weather  conditions  that  the  nation  has  been  experiencing. 
Ideally,  LIHEAP  funding  should  be  sufficient  to  ensure  low-income  families  a  reasonable 
opportunity  to  meet  their  energy  bills  and  gain  control  enabling  them  to  live  productive 
lives.  Not  only  is  current  LIHEAP  funding  not  adequate  to  meet  the  energy  needs  of 
LIHEAP  recipients,  but  each  year  fewer  and  fewer  households  are  able  to  receive  any 
level  of  LIHEAP  assistance. 

CONCLUSION 

We  ask  Congress  to  strengthen  the  efforts  of  those  of  us  at  the  state  and  local  levels  by 
maintaining  the  current  level  of  LIHEAP  funding  at  $1 .475  billion  for  FY  95  and  supporting 
the  concept  of  advance  appropriations  that  Congress  has  provided  for  in  the  past  two 
years. 

A  reduction  at  this  time  in  fiscal  year  1995  funding  for  LIHEAP  is  unacceptable.  In  today's 
economy,  there  are  more  people  in  need  of  help  than  ever  before.  In  the  face  of  ongoing 
plant  closings,  high  unemployment,  and  the  continuing  problems  of  the  homeless, 
LIHEAP  is  essential  to  the  well-being  of  a  major  segment  of  our  population. 
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Mrs.  Lowey.  We  appreciate  that.  My  colleagues  and  I  are  leading 
the  fight.  We  were  not  satisfied  with  $200  million,  but  we  appre- 
ciate what  we  get  rather  than  what  we  could  have  gotten.  We  ap- 
preciate being  able  to  get  $200  million  into  the  package  and  will 
be  watching  it  carefully  because  we  know  the  impact  to  the  north- 
east and  other  areas. 

Mr.  Karkut.  It  is  going  to  be  a  hard  fight. 

Mrs.  Lowey.  We  are  ready  to  fight  it  with  your  help.  We  will  ad- 
journ until  tomorrow  at  10:00. 


Friday,  February  4,  1994. 

WITNESS 

L.  JAY  OLIVA,  PH.D.,  ASSOCIATION  OF  AMERICAN  UNIVERSITIES,  NA- 
TIONAL ASSOCIATION  OF  STATE  UNIVERSITIES  AND  LAND-GRANT 
COLLEGES 

Mr.  Stokes  [presiding].  The  committee  will  come  to  order. 

We  have  a  number  of  witnesses  this  morning,  and  we  would  like 
to  begin  at  this  time  with  our  first  witness  who  will  be  Dr.  L.  Jay 
Oliva,  President  of  New  York  University,  representing  the  Associa- 
tion of  American  Universities  and  National  Association  of  State 
Universities  and  Land-Grant  colleges.  Dr.  Oliva. 

Mr.  Oliva.  Good  morning. 

Mr.  Stokes.  We  are  pleased  to  have  you  appear  here  before  us 
as  our  first  witness  this  morning. 

Mr.  Oliva.  Thank  you.  I  am  glad  to  be  here  this  morning. 

Mr.  Chairman  and  Members  of  the  subcommittee,  I  am  President 
of  New  York  University.  I  am  delighted  to  appear  this  morning  and 
do  so  on  behalf  of  the  Association  of  American  Universities  and  the 
National  Association  of  State  Universities  and  Land-Grant  Col- 
leges. We  welcome  the  opportunity  to  submit  testimony  on  the  1995 
budget  for  the  National  Institutes  of  Health.  Together  AAU  and 
NASULGC  represent  over  150  public  and  private  research  univer- 
sities across  this  country.  Funds  from  NIH  account  for  fully  one- 
half  of  the  research  at  those  institutions. 

My  entire  professional  life — 35  years — has  been  spent  on  the 
same  campus,  New  York  University.  I  am  by  training  a  Russian 
historian,  and  I  continue  to  teach  a  class  in  Russian  history,  and 
I  have  to  get  back  this  afternoon  to  teach  it.  I  come  not  as  an  ex- 
pert in  biomedical  research,  but  what  I  do  know  from  my  associa- 
tion with  colleagues  is  that  vital  to  what  we  are  is  the  support  we 
receive  from  the  NIH. 

At  the  outset,  Mr.  Chairman,  I  want  to  take  this  opportunity  to 
thank  you  and  all  the  Members  of  the  subcommittee  for  your  con- 
sistent support  of  biomedical  research  over  the  years  and  particu- 
larly last  year.  Last  year's  budget  proposals  would  have  had  an  im- 
pact not  only  on  research  projects  but  the  overall  research  enter- 
prise. Your  assistance  was  very  much  appreciated.  It  is  our  hope 
that  as  you  grapple  with  even  more  difficult  choices  this  year  you 
will  be  able  to  recognize  the  central  role  of  biomedical  research  in 
addressing  the  current  and  future  health  care  needs  of  all  Ameri- 
cans. 

AAU  and  NASULGC  endorse  the  recommendation  of  the  ad  hoc 
group  for  medical  research  funding  in  calling  for  a  fiscal  year  1995 
budget  of  $11.9  billion.  This  represents  a  9  percent  increase  over 

(385) 


386 

last  year's  appropriation  and  provides  a  level  of  support  that  keeps 
pace  with  the  enormous  research  opportunities  today. 

At  my  campus,  which  includes  a  medical  center,  we  are  using 
these  funds  to  conduct  research  on  a  number  of  fronts:  in  devising 
a  new,  ultra-rapid  method  of  mapping  DNA  molecules;  in  studying 
the  effects  of  drugs  and  alcohol  and  identifying  better  treatment 
methods;  in  determining  the  environmental  causes  of  disease;  in  in- 
vestigating therapeutic  approaches  to  breast  cancer;  in  unlocking 
the  secrets  of  and  understanding  how  the  brain  perceives  and  re- 
members. 

We  believe  that  research  training  is  also  critical.  The  ad  hoc 
group's  recommendation  for  fiscal  year  1995  would,  therefore,  sup- 
port at  least  the  same  number  of  research  trainees  as  fiscal  year 
1994. 

Our  recommendation  would  also  call  for  increased  investment  in 
the  research  infrastructure,  particularly  renovation  of  facilities.  We 
cannot  maintain  first-rate  research  with  third-rate  equipment  and 
facilities.  The  recommendations  for  1995  address  this  important 
need  without  taking  away  from  training  or  investigator-initiated 
research  activities. 

In  this  regard  AAU  and  NASULGC  are  particularly  concerned 
about  the  funding  levels  for  many  programs  included  in  the  Na- 
tional Center  for  Research  Resources.  NCRR  programs  have  been 
extremely  valuable  to  research  institutions  and  cost-effective  to  the 
government.  For  example,  in  the  area  of  limited  resources,  the 
Shared  Instrumentation  Grant  program  offers  a  way  to  leverage 
scarce  federal  dollars  to  insure  tne  availability  of  sophisticated  but 
often  expensive  scientific  equipment.  The  university-based  General 
Clinical  Research  Centers  provide  the  state-of-the-art  instrumenta- 
tion, skilled  lab  technicians,  research  nurses  and  specialized  lab- 
oratory and  computer  facilities  essential  to  conducting  much  of  the 
clinical  research  under  way  today.  Unfortunately,  funding  for 
GCRCs  and  SIG,  along  with  many  other  NCRR  programs,  has  not 
kept  pace  with  program  needs  and  capacity. 

In  total,  Mr.  Chairman,  we  thank  the  Members  of  this  sub- 
committee for  their  support  and  their  concern  and  their  great  sup- 
port for  NIH.  We  urge  the  continuation  of  that  support  as  we  move 
along. 

I  must  say  on  a  personal  note  I  have  just  had  the  honor  to  chair 
a  group  of  rectors  who  represent  universities  in  cities  around  the 
world:  Beijing,  New  Delhi,  Moscow,  Saint  Petersburg,  London, 
Ghana,  and  Canberra  in  Australia.  Every  time  we  meet  I  am  del- 
uged with  the  notion  that  those  universities  and  those  nations  look 
upon  NIH  and  the  structure  of  research  in  this  country.  If  they 
could  achieve  that  system  they  would  think  that  they  had  entered 
paradise.  They  are  constantly  in  praise  of  the  astonishing  arrange- 
ment which  has  produced  major  benefits  in  research  not  only  for 
the  United  States  but  for  the  whole  world. 

So  I  come  back  from  that  to  tell  you  what  good  work  this  sub- 
committee has  done.  Thank  you,  sir. 
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Mr.  Stokes.  We  thank  you.  You  have  been  very  helpful  in  the 
testimony  you  have  given  us  here  this  morning.  We  appreciate  your 
attendance. 

Mr.  Oliva.  Thank  you. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  Members  of  the  Subcommittee,  I  am  Jay  Oliva,  President  of  New  York 
University.  I  am  delighted  to  appear  before  you  this  morning  and  do  so  on  behalf  of  the 
Association  of  American  Universities  (AAU)  and  the  National  Association  of  State 
Universities  and  Land-Grant  Colleges  (NASULGC).  We  welcome  the  opportunity  to 
submit  testimony  on  the  FY95  budget  for  the  National  Institutes  of  Health  (NIH). 
Together,  AAU  and  NASULGC  represent  over  150  public  and  private  research  universities 
across  the  country.   Funds  from  the  NIH  account  for  fully  one-naif  of  the  federally 
sponsored  research  at  these  institutions. 

My  entire  professional  life  --  35  years  -  has  been  spent  on  a  campus  -  and  on  the  same 
campus:  New  York  University.  I  am  by  training  a  Russian  historian  -  in  fact,  I  continue  to 
teach  an  undergraduate  class.  So  I  do  not  come  before  you  as  an  expert  in  biomedical 
research.  What  I  do  know  is  that  vital  to  what  we  are  as  a  leading  center  of  discovery  is 
the  support  received  from  the  National  Institutes  of  Health. 

At  the  outset,  Mr.  Chairman,  I  want  to  take  this  opportunity  to  thank  you  and  all  the 
members  of  the  Subcommittee  for  your  consistent  support  of  biomedical  research  over  the 
years,  particularly  last  year.  As  you  know,  while  the  Administration's  FY94  budget 
proposal  called  for  increased  funding  in  some  areas  of  biomedical  research,  it  would  have 
cut  funding  in  many  other  areas.  Such  cuts  would  have  had  a  dramatic  impact  not  only 
on  individual  research  projects  but  on  the  overall  research  enterprise.  Your  efforts  to 
provide  a  funding  level  that  allowed  an  increase  in  all  of  the  NIH  institutes  are  very  much 
appreciated. 

The  university  community  is  well  aware  that  the  Subcommittee  has  continued  to  make 
biomedical  research  a  priority  -  even  in  the  face  of  severe  budget  constraints.  We  are 
also  aware  that  the  Subcommittee  will  again  this  year  confront  tough  decisions,  perhaps 
the  toughest  yet.   It  is  our  hope  that  as  you  grapple  with  these  difficult  choices,  you  will 
continue  to  recognize  the  central  role  of  biomedical  research  in  addressing  the  current 
and  future  health  care  needs  of  all  Americans  and  many  people  around  the  world. 

The  AAU  and  NASULGC  endorse  the  recommendation  of  the  Ad  Hoc  Group  for  Medical 
Research  Funding  in  calling  for  a  FY95  NIH  budget  of  $1 1 .9  billion.  This  represents  a 
nine  percent  increase  over  last  year's  appropriation  and  provides  a  level  of  support  for 
NIH  that  keeps  pace  with  the  enormous  research  opportunities  before  us  today. 

On  my  own  campus,  which  also  includes  a  medical  center,  our  researchers  and  scientists 
are  using  NIH  grants  today  to  conduct  research  on  a  number  of  fronts:   in  devising  a  new, 
ultra-rapid  method  of  mapping  DNA  molecules;  in  studying  the  effects  of  drugs  and 
alcohol  and  identifying  better  treatment  methods;  in  determining  the  environmental 
causes  of  disease;  in  investigating  therapeutic  approaches  to  breast  cancer;  in  developing 
new  drugs  with  important  pharmaceutical  implications;  in  unlocking  the  secrets  of 
Alzheimer's;  in  understanding  how  the  brain  perceives  and  remembers. 

In  addition  to  adequate  funding  of  individual  research  project  grants,  the  AAU  and 
NASULGC  also  believe  that  research  training  is  a  critical  element  in  maintaining  a  strong 
biomedical  research  enterprise.  The  Ad  Hoc  Group's  recommendation  for  FY95  would, 
therefore,  support  at  least  the  same  number  of  research  trainees  as  FY94.  However,  the 
recommendation  also  includes  sufficient  funds  to  provide  a  much  needed  cost-of-living 
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increase  for  training  grant  stipends  and  full  reimbursement  for  tuition  and  fees. 

Our  recommendation  would  also  call  for  increased  investments  in  our  national  research 
infrastructure,  particularly  in  the  area  of  renovation  and  upgrading  of  facilities.  Mr. 
Chairman,  as  you  know,  many  of  our  research  facilities  continue  to  grow  old  and 
obsolete.  We  simply  cannot  maintain  a  first-rate  research  enterprise  with  second-  and 
third-rate  equipment  and  facilities.  Public  Law  103-43,  the  National  Institutes  of  Health 
Revitalization  Act  of  1 993,  authorized  funding  for  research  facilities.  The  Ad  Hoc  Group's 
recommendations  for  FY95  provides  modest  funding  to  begin  to  address  this  important 
need  without  taking  away  from  training  needs  or  our  investment  in  investigator-initiated 
research  activities. 

Let  me  mention  the  example  of  my  own  institution  here.  Recently,  NYU  has  made  a 
highly  visible  commitment  to  expand  its  level  of  research  activity  and  become  a 
biomedical  research  institution  of  the  first  order.  In  October  1993,  we  opened  an  80,000 
square  foot  multi-use  building  in  Manhattan  that  houses  the  Skirball  Institute  for 
Biomolecular  Medicare.  The  Skirball  Institute  will  support  basic  and  clinical  research  in 
such  diseases  as  AIDS  and  tuberculosis.  The  aim  is  to  make  the  Institute  a  human  disease 
center  focusing  on  alternative  molecular  approaches  to  treat  disease.  Constructing  such  a 
facility  in  the  middle  of  New  York  City  took  a  tremendous  investment;  equipping  this 
facility  with  proper  equipment  will  take  even  more. 

In  this  regard,  the  AAU  and  NASULGC  are  particularly  concerned  about  the  funding  levels 
for  many  of  the  programs  included  in  the  National  Center  for  Research  Resources  (NCRR). 
NCRR  programs  have  been  extremely  valuable  to  research  institutions  and  cost-effective 
to  the  government.  For  example,  in  an  era  of  limited  resources,  the  Shared 
Instrumentation  Grant  Program  (SIG)  offers  a  way  to  leverage  scarce  federal  dollars  to 
ensure  the  availability  of  sophisticated  but  often  expensive  scientific  equipment.  The 
university-based  General  Clinical  Research  Centers  (GCRCs)  provide  the  state-of-the-art 
instrumentation,  skilled  laboratory  technicians,  research  nurses,  and  specialized 
laboratory  and  computer  facilities  essential  to  conducting  much  of  the  clinical  research 
underway  today.   Unfortunately,  funding  for  GCRCs  and  SIG,  along  with  many  other 
NCRR  programs,  has  not  kept  pace  with  program  needs  and  capacity. 

At  this  point,  Mr.  Chairman,  I  would  also  like  to  make  brief  mention  of  another  topic  of 
immense  importance  to  the  research  community:  indirect  cost  recovery  rates.  As  you  may 
know,  significant  changes  have  already  been  made  in  federal  policies  for  the 
reimbursement  of  indirect  costs  associated  with  research.  In  October  1 991 ,  the  Office  of 
Management  and  Budget  (OMB)  capped  the  reimbursement  to  universities  for 
administrative  expenses  to  26  percent  of  direct  costs  of  research.  At  that  time  OMB  also 
clarified  its  rules  to  disallow  charges  of  specific  inappropriate  costs.   In  July  1 993, 
following  months  of  study  by  an  interagency  panel,  OMB  placed  additional  limits  on  cost 
reimbursement  in  a  revised  Circular  A-21 .  Mr.  Chairman,  we  believe  the  changes  made 
in  A-21  address  the  concerns  expressed  by  Congress  and  others  about  reimbursement  to 
universities  for  the  costs  associated  with  conducting  research.  They  are,  in  fact,  the  most 
significant  and  far  reaching  changes  in  the  34-year  history  of  OMB  Circular  A-21 .   I  urge 
you  and  your  colleagues  to  resist  any  proposals  to  freeze  or  cut  indirect  costs  beyond  the 
recent  and  significant  cuts  that  have  already  been  made  through  the  revised  Circular  A-21 . 
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Finally,  Mr.  Chairman,  this  year  the  AAU  and  NASULGC,  like  many  other  organizations, 
are  also  deeply  interested  in  health  care  reform  and  its  implications  for  universities, 
particularly  those  like  NYU  that  have  a  medical  center.  The  AAU  and  NASULGC  have 
convened  a  Task  Force  on  Health  Care  Reform  comprised  of  university  presidents  and 
chancellors,  as  well  as  medical  school  deans,  vice  presidents  and  financial  officers  of 
academic  health  centers. 

Universities  have  a  stake  in  the  national  health  care  debate  from  several  perspectives:  as 
providers  of  health  care,  as  educators  of  health  care  professionals,  as  employers,  and  as 
the  places  where  the  bulk  of  biomedical  research  is  carried  out.  While  all  of  these  aspects 
of  health  care  are  of  great  importance  to  universities  and  are,  in  many  ways,  interrelated  to 
one  another,  I  will  limit  my  remarks  in  this  testimony  to  the  implications  of  health  care 
reform  on  biomedical  research. 

As  I  am  sure  you  are  aware,  the  Clinton  Plan  calls  for  increases  in  research,  specifically  in 
prevention  and  health  services  research.  We  support  these  proposals  and  appreciate  tneir 
inclusion.  However,  as  I  am  sure  you  are  also  aware,  these  increases  are  not  paid  for 
under  the  Clinton  Plan.  The  funds  for  this  research  will  have  to  be  appropriated  out  of  the 
discretionary  budget,  the  same  budget  that  funds  our  current  investment  in  biomedical 
research  as  well  as  many  other  vital  domestic  programs.  Mr.  Chairman,  the  AAU  and 
NASULGC,  along  with  many  of  our  colleagues  in  the  health  research  community,  are 
meeting  and  working  with  your  colleagues  on  the  authorizing  committees  to  urge  that  any 
new  research  initiatives  under  health  care  reform  be  accompanied  by  new  dollars  so  that 
we  do  not  find  ourselves  confronted  with  the  prospect  of  shifting  funds  from  one  vital  area 
of  research  to  pay  for  another.  The  investment  in  basic  and  clinical  biomedical  research 
that  you  and  the  members  of  this  subcommittee  have  fought  so  long  and  so  hard  to 
preserve  must  be  maintained  while  we  also  meet  the  needs  for  new  and  expanded  areas  of 
research  that  will  be  called  for  under  any  health  care  reform  proposal. 

On  behalf  of  my  colleague  presidents,  I  thank  you  for  this  opportunity  to  present  our  views 
before  this  distinguished  panel. 
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Friday,  February  4,  1994. 


WITNESSES 

BRIANNE  SCHWANTES,  ELIZABETH  SCHWANTES,  SAMANTHA 
SOSTRICH,  ALEX  SOSTRICH,  AND  MEGAN  FRANTZ,  OSTEOGENESIS 
IMPERFECTA  FOUNDATION 

Mr.  Stokes.  Our  next  witness  is  Ms.  Brianne  Schwantes,  and 
with  you  are  several  other  kids.  Brianne,  you  have  appeared  before 
the  subcommittee  on  previous  occasions. 

Ms.  Schwantes.  Yes,  I  have. 

Mr.  STOKES.  It  is  a  pleasure  to  have  you  appear  again  this  morn- 
ing. You  may  proceed. 

Ms.  Brianne  Schwantes.  Thank  you. 

Good  morning.  As  you  know,  my  name  is  Brianne  Schwantes.  I 
am  in  the  eighth  grade.  Thank  you  so  very  much  for  this  oppor- 
tunity to  speak  to  you  today.  Before  I  begin,  I  would  like  to  intro- 
duce you  to  my  mother,  Terry;  my  sister,  Elizabeth;  her  friend, 
Maggie  Conrad,  Karen  Sanchez  and  her  two  children,  my  two 
friends  from  NIH,  Nancy  and  Megan  Frantz,;  and  my  friends  from 
the  Osteogenesis  Imperfecta  Foundation,  Joe,  Martha  and  Kristin 
Angelini. 

I  have  given  testimony  before  this  committee  several  times  in  the 
past  few  years  so  you  have  watched  me  grow  up.  I  am  proud  to  say 
that  I  am  a  product  of  the  work  that  has  been  done  at  NIH.  When 
I  was  born,  there  was  very  little  information  on  OI  for  my  parents 
to  use  to  learn  how  to  handle  me.  The  doctors  told  my  parents  I 
would  never  live  for  over  a  week,  but  I  did.  Then  they  told  us  I 
would  have  to  be  kept  on  a  pillow  until  I  finally  did  die. 

This  past  year  has  been  very  exciting  for  me.  As  you  already 
know,  tnis  summer  our  country  had  its  share  of  natural  disasters. 
I  really  wanted  to  go  down  to  the  flood  to  help  those  poor  people 
who  lost  everything.  When  I  would  plead  with  my  mom  she  said 
I  would  be  more  of  a  bother  than  a  help.  I  think  she  was  worried 
about  my  safety,  too. 

Everything  changed  when  my  Mom's  friend  Karen  had  Tony 
Radd  over  to  her  house  for  a  backyard  barbecue.  Mary,  Karen  and 
Mark  worked  very  hard  for  the  Democratic  Party  in  Wisconsin.  Mr. 
Radd  was  traveling  around  in  the  midwest  getting  college  Demo- 
crats to  donate  a  weekend  to  help  out  and  of  course  we  jumped  at 
the  opportunity.  In  24  hours  we  were  on  our  way.  My  dad  took  off 
two  days  of  work.  The  full  family  worked  down  there  together. 

Liz  bought  water  to  the  elderly.  Dad  and  mom  helped  clean  out 
flooded  basements.  And  I  did  whatever  little  jobs  there  were  to  do 
in  the  volunteer  center.  We  had  a  great  time.  Tony  Radd  was  also 
down  there  working  with  them  all  day.  After  work  I  would  talk  to 
Tony.  On  the  second  night  he  said  he  knew  a  man  in  a  big  white 
house  who  would  love  to  meet  me. 

Later  that  month  I  went  to  Washington  for  a  special  hospital 
visit.  While  we  were  there  we  got  an  invitation  to  the  White  House 
to  sit  in  on  the  President's  radio  address.  When  I  met  Mr.  Clinton 
for  the  first  time  I  felt  like  I  knew  him  forever  just  because  he  was 
so  nice. 

Soon  after  that  first  wonderful  visit,  we  got  another  phone  call 
from  the  White  House  asking  us  if  we  would  like  to  go  with  the 
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President  to  Denver  to  meet  the  Pope.  Of  course  we  jumped  at  the 
opportunity,  and  the  next  day  we  were  on  a  plane  heading  out  to 
Denver.  The  White  House  gave  us  special  seats  right  in  the  area 
where  they  had  to  shake  hands.  They  kicked  two  nuns  out  of  their 
seats  in  order  to  get  us  right  up  close  so  we  could  see  everything. 
We  were  rained  on  during  that  day,  but  we  didn't  mind.  We  had 
a  memorable  time  anyway. 

Now  I  would  like  to  let  you  hear  a  few  special  words  from  my 
sister,  Elizabeth. 

Ms.  Elizabeth  Schwantes.  My  name  is  Elizabeth,  and  I  want 
to  say  I  have  been  affected  by  the  research  at  NIH,  too. 

My  sister  has  a  hard  time  doing  some  things,  and  I  am  not  al- 
lowed to  hit  her  when  she  makes  me  angry.  But  I  am  happy  when 
I  can  take  a  walk  with  Brianne  and  when  we  can  play  games  or 
swim  in  the  pool.  I  know  that  Brianne  would  not  be  able  to  do 
those  things  if  the  NIH  had  not  been  there  for  her. 

Please  increase  the  funding  for  NIAMS  by  11  percent  next  year 
and  increase  the  budget  for  the  Child  Health  Institute  to  $220  mil- 
lion. By  increasing  the  funding  for  NIH  more  doctors  can  be 
trained,  more  research  can  be  done  on  OI,  and  more  kids  like  me 
can  have  brothers  and  sisters  like  Brianne. 

Thank  you. 

Ms.  Brianne  Schwantes.  Samantha. 

Ms.  Samantha  Sostarich.  My  name  is  Samantha  Sostarich,  and 
this  is  my  first  visit  to  Washington,  D.C.  My  mom  and  dad  came 
out  here  a  year  ago  to  attend  the  inauguration,  and  they  had  a 
great  time.  I  came  here  today  to  tell  you  that  Brianne  is  my  baby- 
sitter, and  we  have  a  lot  of  fun  together.  I  think  that  you  should 
increase  the  funding  for  NIH  and  add  an  additional  $40  million  to 
it  for  bone  research.  Thank  you  for  helping  Brianne  and  other  chil- 
dren who  benefit  from  your  work  here. 

Ms.  Brianne  Schwantes.  Alex. 

Mr.  Alex  Sostarich.  My  name  is  Alex  Sostarich,  and  I  think 
that  NIH  is  doing  a  very  good  job  helping  disabled  people  become 
productive  working  people.  When  Brianne  is  my  baby-sitter  I  don't 
even  think  about  her  bone  disease.  To  me,  she  is  just  a  normal  per- 
son. 

Thank  you  for  letting  us  come  here  today. 

Ms.  Brianne  Schwantes.  Megan. 

Ms.  Megan  Frantz.  Hi.  I  am  Megan  Frantz.  I  have  a  disease 
called  Osteogenesis  Imperfecta.  This  means  I  have  brittle  bones 
and  I  am  very  short  for  my  age. 

Throughout  my  12  years  of  going  to  the  National  Institutes  of 
Health  I  have  seen  children,  children  with  diseases,  some  more  se- 
rious than  others,  some  with  cancer,  arthritis  and  AIDS.  There 
were  others  with  liver,  kidney  and  heart  problems,  and  there  is  so 
much  more.  Some  of  these  children  die  because  of  lack  of  research. 

In  order  to  get  research,  money  is  needed.  How  can  you  tell  a 
child  infected  with  a  disease  that  they  cannot  be  helped  because 
there  isn't  enough  money  to  help  them,  that  their  treatment  is  too 
expensive? 

Recently,  I  was  fortunate  enough  to  be  put  in  a  new  protocol  and 
take  growth  hormones.  I  am  the  first  person  in  the  world  to  take 
it.  Other  people  throughout  the  world  know  of  the  results  when  a 
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child  like  me  takes  this  drug.  Other  children  can  be  helped  thanks 
to  this  new  breakthrough.  It  has  changed  my  life  forever.  Without 
this  medicine  I  would  be  much  shorter.  And  I  want  to  thank  you 
and  ask  you  to  help  other  people  get  well. 

We  need  to  find  cures  for  cancer,  arthritis  and  AIDS.  We  need 
to  find  cures  for  liver,  kidney  and  heart  problems.  We  need  to  find 
cures  for  Osteogenesis  Imperfecta.  We  need  research  and  money  to 
pay  for  it. 

Thank  you. 

Ms.  Brianne  Schwantes.  If  it  were  not  for  the  research  being 
done  at  the  National  Institutes  of  Health  for  child  health  and 
human  development  I  would  not  have  been  able  to  give  back  to  the 
taxpayers  of  the  United  States  by  helping  with  the  floods.  I  would 
not  be  able  to  come  here  today  and  give  testimony,  and  I  would  not 
be  able  to  do  almost  everything  I  have  done. 

I  come  to  ask  that  the  fiscal  year  budget  for  NICHD  be  increased 
by  $220  million  over  the  1994  budget  and  that  NIAMS  have  an  ad- 
ditional 11  percent  increase  IN  funding  over  the  1994  budget,  to 
bring  the  total  funding  to  $250  million. 

The  Osteogenesis  Imperfecta  Foundation  has  joined  the  National 
Coalition  of  Osteoporosis  and  Related  Bone  Diseases  to  ask  Con- 
gress to  add  an  additional  $40  million  to  the  NIH  budget  for  1995 
to  study  our  bone  diseases. 

I  also  think  I  should  give  a  special  thanks  to  all  the  other  chil- 
dren who  participate  in  research  protocols.  These  kids  and  their 
families  are  pioneers.  These  kids  can  lead  us  out  of  ignorance  and 
into  a  promising  future  for  children  yet  to  be  born. 

I  hope  this  committee  will  give  all  it  can  to  support  research  into 
Osteogenesis  Imperfecta,  Paget's  disease,  Osteoporosis  and  other 
related  bone  diseases.  Because  the  more  we  learn  the  better  off 
people  with  bone  diseases  will  be  able  to  walk,  to  run  and  give  back 
to  the  community.  It  is  a  testimony  to  what  can  be  accomplished 
when  an  01  child  is  able  to  help  in  a  flood  or  walk  into  the  White 
House  instead  of  being  in  a  wheelchair  or  not  beine  able  to  go  at 
all. 

Thank  you  very  much  for  letting  us  come  today. 

Mr.  Stokes.  Let  me  say  to  you  and  your  sister  Elizabeth, 
Samantha,  Alex  and  Megan  that  you  honor  us  by  your  appearance 
here  this  morning.  I  appreciate  the  fact  that  this  year  you  have 
brought  with  you  your  friends.  They  have  added  immeasurably  to 
the  excellent  testimony  you  have  always  given  us.  This  is  one  of 
the  things  that  makes  us  so  proud  that  we  have  the  privilege  of 
serving  on  this  committee. 

The  Chairman,  Mr.  Natcher,  always  refers  to  the  bill  we  bring 
out  as  the  people's  bill.  He  takes  a  lot  of  pride  in  it,  as  do  we,  for 
the  opportunity  to  sit  on  the  subcommittee  and  to  have  the  oppor- 
tunity to  hear  people  like  you  who  bring  us  the  type  of  testimony 
you  do  and  then  we  have  the  opportunity  to  try  to  help  in  some 
measure  the  type  of  problems  that  are  brought  before  this  sub- 
committee. 

So  each  of  you  has  really  done  a  service  not  only  to  the  sub- 
committee but  to  the  country  today  by  your  appearance.  I  want  you 
to  know  that  we  appreciate  it.  You  should  be  very  proud  of  your- 
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selves  because  of  the  very  articulate  and,  indeed,  eloquent  manner 
in  which  you  have  given  testimony  this  morning. 

Ms.  Brianne  Schwantes.  You  should  be  proud  of  yourself  be- 
cause you  are  doing  so  much  good  in  helping  us. 

Mr.  Stokes.  I  have  to  tell  you,  none  of  us  would  dare  put  nuns 
out  of  seats. 

Ms.  Brianne  Schwantes.  We  apologized,  don't  worry. 

[The  prepared  statement  follows:] 
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Please  accept  this  written  testimony  on  behalf  of  myself ,  my  family  and 
the  entire  membership  of  the  Osteogen enesis  Imperfecta  Foundation 
(OIF).  As  members  of  the  National  Coalition  of  Osteoporosis  and 
Related  Bone  Diseases  (NORCORB),  this  testimony  is  the  result  of  a 
coordinated  effort  by  doctors,  scientists,  and  lay  people  from  across  the 
country  who  are  dedicated  to  encouraging  and  supporting  research  and 
education  on  osteogenesis  imperfecta  and  related  disorders. 

Osteogenesis  Imperfecta  is  one  of  the  most  common  heritable  disorders  of  the  connective  tissue.  It 
occurs  once  in  even- 15,000  births.  Brianne  had  broken  13  bones  in  the  womb  that  had  healed  by 
the  time  of  her  birth.  She  suffered  other  complications  related  to  OI  which  convinced  doctors  that 
she  had  little  chance  for  survival.  .After  her  birth,  we  were  told  to  gather  our  family  together  as 
quicklj  as  possible  and  prepare  for  the  imminent  loss  of  our  new  and  beautiful  baby  girl.  In  1980, 
so  little  was  known  about  the  care  and  handling  of  an  infant  with  OI  that  we  were  sent  home  with 
our  baby  on  a  pillow  and  simply  told  to  hope  for  the  best  even  if  that  meant  a  sudden  death.  We 
were  also  told  that  she  would  probably  break  every  bone  in  her  body  several  times  over  if  she  were 
luckv  enough  to  survive.  Finally,  we  were  encouraged  to  make  arrangements  for  her  to  live  the 
remainder  of  her  life  in  a  long  term  health  care  facility  at  the  governments  expense. 

Manx-  children  who  have  a  severe  to  a  moderate  form  of  OI  begin  life  with  an  optimistic  future 
and  for  lack  of  medical  and  parental  understanding  of  the  disease,  fail  to  develop  the  physical 
potential  they  are  bom  with  and  they  become  totally  dependent  upon  others  for  care.   Some  of 
these  children  actually  walk  and  sit  up  when  they  are  young  but  continue  to  fight  for  independance 
until  too  manv-  fractures  pile  up  and  too  many  opportunities  for  rehabilitation  are  lost.  They  enter 
adulthood  dependent  upon  others  for  care  for  the  remainder  of  there  lives.  Tragically  for  these 
children  it  is  too  late.  Adequate  treatment  early  in  life  will  help  moderate  very  difficult  decisions 
that  OI  adults,  taxpayers  and  health  care  givers  will  be  forced  to  make.  Adequate  post-pediatric 
health  care  facilities  that  deal  with  the  issues  of  this  aging  population  are  not  readily  available. 
Unless  we  can  find  a  way  to  halt  the  progress  of  osteoporosis  or  change  the  biochemical  processes 
of  bone  and  muscle,  physicians  will  have  to  rery  on  reactive  medicine  rather  than  the  proactive 
approach  that  has  worked  so  well  with  the  younger,  more  progressive  OI  patient. 

N1CHD 

We  are  asking  that  the  FY  1995  budget  of  the  NICHD  be  increased  by  $220,085,000  over  the  FY 
1994  budget  bringing  the  FY  1995  budget  to  $775,280,000.  This  represents  the  level  of  resources 
required  to  meet  congressional  directives  and  to  pursue  vigorously  the  many  scientific  opportunities 
before  NICHD. 

The  FY'  1995  Professional  Judgment  Budget  for  NICHD  would  support  a  total  of  1,635  research 
project  grants,  an  increase  of  300  awards  over  the  FY  1994  Appropriation. 
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Dr.  Joan  Marini,  a  researcher  at  the  National  Institutes  of  Child  Health  and  Human  Development 
(NICHD),  has  a  program  mat  includes  both  clinical  and  scientific  studies  aimed  at  elucidating  the 
molecular  mechanisms  of  heritable  disorders  of  the  connective  tissue,  specifically  OI.  Clinical 
protocols  focus  on  physical  rehabilitation  and  growth  in  OI. 

Should  congress  decide  to  increase  the  budget  for  intramural  research  by  28.1  million  dollars  over 
the  FY  1994  appropriation,  this  level  of  increase  would  enable  NICHD  to  enhance  the  research  of 
Dr.  Marini .        # 

The  FY  1995  professional  judgment  would  provide  $25,000,000  to  support  approximately  850 
research  trainees.  An  important  part  of  this  increase  will  be  for  the  newly  established  National 
Center  for  Medical  Rehabilitation  Research  to  continue  building  a  cadre  of  researchers  in  medical 
rehabilitation.  In  addition  there  would  be  increased  training  opportunities  across  all  of  the 
Institute's  research  programs  in  the  biomedical  and  behavioral  sciences. 


NIAMS 

The  National  Institutes  of  Arthritis  and  Musculoskeletal  and  Skin  Diseases  (NIAMS)  was 
established  in  1986.  It  conducts  and  supports  basic  and  clinical  research  on  many  of  the  most 
debilitating  diseases  affecting  the  Nation's  health.  Osteogenesis  Imperfecta  is  one  of  the  special 
issues  of  concern  to  NIAMS.  OI  causes  discomfort,  deformity,  disability,  dependency  and  death. 
Advances  in  bone  biology  that  will  help  people  with  OI  include  highly  promising  pharmaceutical 
treatments  for  osteoporosis,  a  new  mouse  model  of  OI  caused  by  a  genetic  mutation  on 
chromosome  6,  the  discovery  that  in  OI,  weakness  of  bone  is  due  more  to  abnormal  crystallization 
of  bone  than  to  defective  collagen. 

Promising  unfunded  research  initiatives  include  basic  research  on  collagen  genes  -  the  main  protein 
of  connective  tissues,  effects  of  fluoride  exposure  on  bone  mass  and  fractures  and  the  effects  of 
exercise  in  women  on  bone  mineral  and  blood  lipids.  NIAMS  requires  an  additional  19  million 
dollars  per  year  for  the  next  4  years. 


Conclusion 

The  research  that  has  most  impacted  our  family  life  is  the  clinical  study  that  focused  on  the  need 
for  early  intervention  and  physical  therapy.  Brianne  could  have  deteriorated  and  deformed  to  the 
point  that  she  became  bedridden  during  these  past  13  years.  The  federal  government  has  recieved 
a  great  return  on  their  investment  in  Brianne.  She  still  faces  frequent  fractures,  fractured  teeth, 
scoliosis  and  perhaps  a  shortened  life  span.  Even  facing  these  realities,  she  is  one  of  the  lucky 
ones!  The  majority  of  infants  and  children  with  osteogenesis  imperfecta  are  not  even  being 
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treated. 

It  is  our  view  that  increasing  funding  for  NIH  will  greatly  increase  the  momentum  of  research  in 
the  field  of  metabolic  bone  diseases,  and  thereby,  create  the  movement  that  would  vastly  improve 
the  quality  of  life  for  the  increasing  millions  of  victims  of  brittle  bones. 
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Friday,  February  4,  1994. 

WITNESS 
DR.  JAMES  S.  KAHN,  MUSEUM  OF  SCIENCE  AND  INDUSTRY 

Mr.  Stokes.  The  next  witness  this  morning  will  be  Dr.  James  S. 
Kahn.  It  is  a  pleasure  to  have  you  before  the  subcommittee  this 
morning. 

Mr.  Kahn.  Thank  you.  It  is  a  pleasure  to  be  here.  I  am  the  Presi- 
dent and  Director  of  the  Museum  of  Science  and  Industry  in  Chi- 
cago, Illinois.  I  am  also  a  member  of  the  Math  Science  Education 
Board  of  the  National  Academy  of  Sciences,  and  I  am  currently  the 
Chairman  of  the  Illinois  Governor's  Science  Advisory  Committee. 

I  have  testified  before  the  subcommittee  in  previous  years  about 
the  role  of  science  museums  in  public  health  education.  Today  I 
will  report  on  two  related  subjects:  the  first,  the  results  of  our  ef- 
forts to  involve  science  museums  in  public  health  education,  and 
the  role  of  science  museums  in  efforts  to  manage  systemic  change 
in  public  education. 

Three  years  ago,  this  subcommittee  provided  funds  to  the  Cen- 
ters for  Disease  Control  and  Prevention  to  allow  science  museums 
to  participate  in  national  efforts  to  prevent  the  spread  of  HIV.  The 
$2.2  million  provided  by  this  subcommittee  for  this  project  was 
matched  with  over  $4  million  in  private  funds.  I  am  pleased  to  re- 
port that  eight  leading  science  museums,  collectively  hosting  over 
10  million  visitors  annually,  collaborated  to  help  develop  an  AIDS 
education  program.  We  were  good  stewards  of  what  we  know  are 
limited  federal  resources. 

Through  this  program  parents,  teachers  and  youth  will  better 
understand  how  to  change  behavior  to  prevent  the  spread  of  the 
HIV  virus.  Visitors  to  this  exhibit  will  learn  about  the  biology  of 
AIDS  and  about  the  national  commitments  to  discover  a  vaccine. 
A  complete,  independent  evaluation  of  this  exhibit  and  education 
program  will  be  conducted,  and  the  results  will  be  shared  with  the 
subcommittee. 

As  a  follow-up  to  our  successful  work  with  HIV,  this  subcommit- 
tee provided  planning  funds  in  fiscal  1994  for  the  NIH  Office  of  Re- 
search on  Women's  Health  to  support  a  women's  health  education 
program  in  science  museums.  All  of  the  science  museums  active  in 
the  AIDS  Exhibit  Consortium  have  agreed  to  participate  in  the 
women's  health  education  initiative,  an  initiative  which  will  assist 
millions  of  Americans  to  understand  developments  in  women's 
health  research  and,  hopefully,  inspire  women  to  participate  in 
clinical  trials  and  pursue  careers  in  the  health  professions. 

We  expect  this  project  to  cost  in  the  range  of  $6  million — similar 
to  the  cost  of  the  AIDS  program.  We  will  be  looking  to  a  combina- 
tion of  public  and  private  sources  to  fund  this  exciting  initiative. 
I  will  keep  the  subcommittee  informed  of  the  science  museums'  or- 
ganizational and  planning  progress. 

While  science  museums  have  demonstrated  a  usefulness  as  inter- 
preters for  the  public  of  complex  and  sometimes  controversial 
health  issues,  science  museums  can  make  an  even  greater  contribu- 
tion in  education  by  participating  as  a  partner  in  defining  systemic 
change  in  public  education. 
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Science  museums  are  21st  century  learning  centers.  Their  exhibit 
halls  are  uncommon  classrooms.  While  some  of  these  institutions 
have  curatorial  and  research  functions,  science  museums  are  pri- 
marily educational  organizations  and,  as  such,  should  be  identified 
and  recognized  as  viable  partners  of  the  more  traditional  and  for- 
mal educational  institutions,  our  public  schools. 

To  this  end,  I  have  been  interested  in  the  evaluation  of  the  De- 
partment of  Education  Educational  Partnerships  Program.  The 
local  partnerships  funded  under  this  program  have  involved  busi- 
ness, higher  education,  community  organizations  and,  in  some 
cases,  science  museums  in  improving  local  public  education  sys- 
tems. 

The  Department  of  Education's  evaluation  of  the  partnerships 
funded  under  this  program,  and  of  thousands  of  non-federally  fund- 
ed local  educational  partnerships,  show  results  in  increasing  stu- 
dent a  achievement  and  improving  teacher  training  in  the  areas  of 
math  and  science.  The  Department  has  provided  guidance  to  local 
organizations  interested  in  improving  higher  education  through 
partnerships  with  businesses,  higher  education,  museums  and 
other  organizations. 

Science  museums,  Mr.  Chairman,  offer  a  creative  and  highly  ef- 
fective lifelong  learning  environment  for  students  and  families,  and 
they  are  part  of  a  growing  industry — a  growth  industry.  Science 
museums  are  essential  partners  in  today's  thinking  and  planning 
about  systemic  change,  if  we  are  to  have  a  new  education  paradigm 
for  the  21st  Century.  Our  request  to  this  committee  encouraged  the 
Department  of  Education  to  promote  and  foster  local  education 
partnerships  involving  science  museums. 

Mr.  Chairman,  thank  you  for  providing  me  the  opportunity  to  ap- 
pear before  you  today.  I  look  forward  again  to  working  with  the 
Members  of  this  subcommittee  to  involve  science  museums  in  pub- 
lic education  and  to  local  partnerships  in  systemic  improvements  in 
our  science  museums. 

Mr.  Stokes.  Mr.  Bonilla,  I  yield  to  you. 

Mr.  Bonilla.  Congressman  John  Porter,  my  colleague,  regrets  he 
could  not  be  here  this  morning  and  asked  me  to  ask  you  a  couple 
of  questions  for  the  record.  I  realize  that  the  questions  have  al- 
ready been  touched  on  in  the  substance  of  your  testimony. 

First  of  all,  the  science  museums  do  create  a  learning  environ- 
ment for  families,  and  we  know  that  family  enforcement  can  help 
improve  behavior.  What  are  the  results  to  date? 

I  realize  you  said  you  would  report  the  results  later  of  the  AIDS 
exhibit,  but  is  there  any  quantifiable  evidence  that  family  partici- 
pation changes  unhealthy  behavior  related  to  HIV? 

Dr.  Kahn.  Let  me  tell  you  two  kinds  of  data  I  have.  One  is  anec- 
dotal, having  to  do  with  my  colleagues  involved  with  this  program 
who  have  told  me  what  happens  at  their  museums.  And  let  me 
share  with  you  some  of  the  results  of  the  Museum  of  Science  in 
Chicago. 

In  our  design  of  our  programs  we  were  quite  interested  to  know 
what  do  families  think  about  this.  Our  museum  is  fundamentally 
a  family  museum.  It  consists  of  one  parent,  two  parents  or  surro- 
gate parents  with  children.  The  overall  response  in  our  planning 
sessions  with  these  families,  which  we  selected  both  at  random  and 
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selectively  from  our  membership,  was  that  this  is  a  wonderful  pro- 
gram. It  is  exactly  what  we  need  to  help  us  get  through  this  prob- 
lem because  we  don't  understand  it  and  the  schools  don't  explain 
it  as  well  as  we  would  like.  That  is  number  one. 

Secondly,  I  have  seen  interviews  on  tape  that  took  place  across 
the  country  with  young  people  responding  to  exhibits  set  up  in  Los 
Angeles  particularly.  It  is  stunning  to  hear  the  words  from  young 
children,  15  or  16,  saying  it  is  dumb  not  to  take  care  of  yourself. 
It  is  dumb  to  die  when  you  have  sex.  That  is  not  the  purpose  of 
sex.  So  I  think  the  preliminary  data  suggests  that  it  is  a  powerful 
means  of  learning,  particularly  in  today's  society. 

Mr.  Bonilla.  The  second  question  is,  if  this  committee  discon- 
tinued funding  of  the  Educational  Partnerships  program  due  to 
limited  resources  and  concerns  about  the  program's  effectiveness, 
how  can  science  museums  participate  in  successful  partnerships  to 
manage  systemic  change  in  public  schools? 

Dr.  KAHN.  That  is  probably  an  extraordinarily  profound  and  in- 
sightful question. 

For  several  years  now  I  have  been  concerned  about  education  be- 
cause all  of  us  know  the  data,  at  least  in  math  and  science,  with 
respect  to  the  results  on  our  kids  in  our  schools.  It  is  not  working. 
Some  people  have  looked  at  what  is  the  cause. 

First,  there  was  a  real  rush  to  say  the  kids  are  not  smart.  They 
are  not  as  smart  as  we  were.  That  is  not  the  answer,  as  far  as  I 
am  concerned.  The  answer  is,  the  system  itself  needs  to  be  looked 
at. 

It  is  hard  for  me  in  a  museum  to  believe  that  I  can  change  the 
system  in  the  public  schools  overnight,  and  I  don't  intend  to  do 
that.  But  I  believe  through  the  museums,  which  is  a  contemporary 
learning  center  and  what  I  believe  is  the  model  for  21st  century 
education,  that  we  can  assist  in  the  transformation  from  the  sys- 
tem we  have  in  the  public  schools  today  to  that  of  the  2 1st  century 
by  working  with  the  schools. 

It  is  not  easy  for  us  to  intrude  into  that  environment.  We  have 
been  working  with  them.  But  I  believe  that  given  the  opportunities 
we  can  assist  in  transforming  the  U.S.  public  education  system 
with  a  new  way  of  teaching  in  our  uncommon  classroom. 

Mr.  Bonilla.  Thank  you,  Doctor.  I  can  tell  you  care  very  much 
about  this.  We  need  more  people  like  you  fighting  for  this. 

Dr.  Kahn.  Thank  you  very  much.  Thank  you  for  allowing  me  to 
be  here  today. 


Friday,  February  4,  1994. 

WITNESS 

ALAN  HULL,  MD,  INTERSOCIETY  COUNCIL  FOR  RESEARCH  OF  KIDNEY 
AND  URINARY  TRACT  DISEASES 

Mr.  Stokes.  Our  next  witness  is  Alan  R.  Hull.  It  is  a  pleasure 
to  have  you  appear  before  our  subcommittee  this  morning. 

Dr.  Hull.  Thank  you,  Mr.  Chairman.  I  am  thankful  that  I  am 
number  five  and  following  Dr.  Kahn,  rather  than  being  number 
four  and  following  that  wonderful  testimony  by  the  children. 
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Mr.  Chairman  and  Members  of  the  subcommittee,  I  am,  as  stat- 
ed, Alan  R.  Hull,  President-elect  of  the  National  Kidney  Founda- 
tion and  immediate  Past  President  of  the  American  Society  of 
Transplant  Physicians.  I  am  here  before  this  subcommittee  rep- 
resenting the  Intersociety  Council  for  Research  of  Kidney  and  Uri- 
nary Tract  Diseases.  This  Council  is  made  up  of  representatives  of 
12  societies,  associations  or  foundations  deeply  interested  in  the 
broad  field  of  kidney  and  urologic  diseases.  Together,  the  members 
of  the  Council  represent  over  12,000  lay  and  professional  individ- 
uals. 

I  will  today  once  again  seek  your  help  in  resolving  deeply  trou- 
bling issues  relating  to  the  support  of  research  into  disorders  which 
affect  a  large  and  growing  number  of  American  citizens.  I  know 
that  every  day  much  emphasis  is  being  placed  appropriately  on  the 
high  cost  of  medical  care  in  this  country.  Patients  with  any  kidney 
and  urological  diseases  account  for  over  $50  billion  of  annual 
health  care  costs.  A  similar  proportion  of  these  expenses  can  be  at- 
tributed to  conditions  for  which  there  has  been  no  basic  research 
conducted  to  discover  more  effective  treatment  or,  better  still,  a 
means  of  prevention. 

The  greatest  potential  for  reducing  these  costs  will  be  found  in 
identifying  basic  mechanisms  responsible  for  the  disease  and  devis- 
ing better  strategies  for  treatment.  This  year  I  will  request  that  all 
new  funds  for  kidney  and  urological  research  at  the  National  Insti- 
tute of  Diabetes,  Digestive  and  Kidney  Disease  be  dedicated  en- 
tirely to  individual  initiated  research  by  principal  investigators 
through  ROl  support. 

Mr.  Chairman,  that  is  not  to  take  away  from  the  things  that 
have  been  done  before  as  far  as  centers  and  grants.  But  we  really 
feel  that  we  are  in  a  desperate  situation.  Our  concern  goes  to  the 
alarming  decrease  in  support  for  new  and  competing  grants.  The 
estimated  decrease  in  this  category  for  fiscal  year  1993  is  as  many 
as  150.  The  percentage  that  are  accepted  is  down  around  13  or  14 
percent. 

We  think  the  areas  that  hold  the  greatest  research  promise  for 
individuals  are  as  follows:  Children  with  kidney  and  urologic  dis- 
eases. Children  are  difficult  to  treat.  You  just  see  what  can  be  done 
for  them.  We  think  there  is  great  potential  there  because  of  their 
long  life. 

Prostatic  disease,  including  benign  prostatic  hypertrophy  and 
prostatic  cancer.  These  are  wide  areas  because  of  improved  meth- 
ods of  detection.  Prostatic  cancer  has  become  the  leading  malignant 
disease  among  men  and  is  more  common  among  African-Ameri- 
cans. 

Disorders  of  bladder  function,  which  affects  a  different  and  older 
population,  including  the  problem  with  incontinence  involving  the 
elderly,  is  very  expensive  and  causes  needless  suffering.  Many  of 
you  may  have  family  members  who  have  that  problem  and  know 
the  great  difficulty.  Augmentation  of  research  into  the  cause  and 
correction  of  these  disorders  is  desperately  needed. 

We  would  like  to  thank  you  for  a  trial  being  carried  on  in  chronic 
kidney  disease  as  far  as  morbidity  and  mortality.  The  trial  is  being 
designed  and  a  pilot  study  is  ongoing  that  has  the  support  of  the 
whole  scientific  community.  Hopefully,  we  will  find  out  why  over 
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one  in  five  dialysis  patients  die  in  the  first  year.  This  is  a  very 
major  concern  to  us  all,  and  we  think  this  will  show  us  the  answer 
to  that. 

Hereditary  kidney  disease,  like  polycystic  kidney  disease.  We  are 
tantalizingly  close  to  the  true  mechanism  of  this  disease.  We  would 
like  to  see  more  support  in  that  area. 

Finally,  transplantation.  This  is  a  vexing  problem  because  we 
have  made  great  strides  in  the  one-year  survival  and  yet  we  have 
been  humbled  by  the  fact  that  graft  survival  beyond  one  year  has 
not  substantially  changed,  not  only  over  the  last  decade  but  since 
I  began  to  work  in  this  field,  and  that  was  in  the  early  1970s.  So 
this  is  an  area  where  we  need  to  do  basic  research. 

Finally,  if  we  truly  believe  that  the  powerful  therapeutics  emerg- 
ing from  the  laboratories  of  molecular  and  cellular  biology  will  have 
a  direct  impact  on  disease,  we  must  invest  funds  to  insure  that  we 
develop  the  tools  to  detect  the  disease  at  an  early  stage  lest  we  sac- 
rifice effectiveness  because  of  tardy  application  of  disease-modify- 
ing agents. 

I  would  like  to  take  the  last  few  seconds  to  take  you  back  to — 
it  was  probably  around  1980 — the  patent  on  angiotensin  convert- 
ing enzyme  and  inhibiting  drugs  made  in  1978.  And  probably  some- 
one in  my  place  testified  before  this  committee  for  basic  support  to 
look  at  these  agents.  During  the  early  1980s  indeed  studies  were 
done  in  laboratories  such  as  we  are  requesting  support  for  all 
across  the  country.  By  the  mid-1980s  this  drug,  so-called  ace  in- 
hibitors for  control  of  blood  pressure,  was  being  put  on  the  market. 
It  was  found  to  be  very  effective. 

In  1988—1987  and  1988— the  first  trial  of  this  on  a  long-term 
basis  was  done  by  the  NIH.  Last  year,  the  results  of  this  were  dis- 
closed. What  it  showed  was  that  just  over  50  percent  of  the  pa- 
tients could  be  prevented  from  progressing  to  end-stage  renal  dis- 
ease. 

That  is  the  kind  of  thing  we  are  asking  for,  money  for  basic  re- 
search that  produces  down  the  line  the  prevention  that  is  so  impor- 
tant and  the  bills  you  are  going  to  be  facing  in  other  areas.  So  I 
would  like  to  thank  you  for  the  opportunity  we  have  had  to  present 
our  recommendations  for  funding  at  the  National  Institute  of  Dia- 
betes, Digestive  and  Kidney  Diseases.  Thank  you. 

Mr.  Stokes.  We  certainly  thank  you  very  much  for  your  appear- 
ance and  your  testimony  this  morning,  Dr.  Hull. 

Dr.  Hull.  Thank  you. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  Members  of  the  subcommittee,  I  am  Alan  Hull, 
M.D.,  President-elect  of  the  National  Kidney  Foundation  and  Past 
President  of  the  American  Society  of  Transplant  Physicians.    I  am  here 
before  this  subcommittee  representing  the  Intersociety  Council  for 
Research  of  Kidney  and  Urinary  Tract.   This  Council  is  made  up  of 
representatives  of  twelve  societies,  associations  or  foundations  deeply 
interested  in  the  broad  field  of  kidney  and  urologic  diseases.   Together, 
the  members  of  the  Council  represent  over  12,000  lay  and 
professional  individuals.   I  will  today  once  again  seek  your  help  in 
resolving  deeply  troubling  issues  relating  to  the  support  of  research 
into  disorders  which  affect  a  large  and  growing  number  of  American 
citizens. 

While  Congress  has  in  the  past  been  generous  and  supportive, 
with  each  passing  year  the  rising  costs  of  performing  scientific 
research  and  the  rapidly  expanding  opportunities  to  probe  more  deeply 
into  fundamental  roots  of  disease  has  led  to  a  growing  gap  between 
available  funds  and  meritorious  research  proposals.   Indeed,  this  gap 
continues  to  widen  and  has  now  reached  a  critical  level.   Much 
emphasis  is  being  placed  appropriately  on  the  high  cost  of  medical  care 
in  this  country.    Patients  with  kidney  and  urologic  diseases  account  for 
over  $50  billion  of  annual  health  care  costs.   A  considerable  portion  of 
these  expenses  can  be  attributed  to  conditions  for  which  there  has 
been  no  basic  research  conducted  to  discover  more  effective  treatment 
or,  better  still,  a  means  of  prevention.   The  adage  of  an  ounce  of 
prevention  being  of  more  value  than  a  pound  of  cure  was  never  truer 
than  today.   The  greatest  potential  for  reducing  these  costs  will  be 
found  in  identifying  basic  mechanisms  responsible  for  the  disease  and 
devising  better  strategies  for  treatment.   It  is  rare  in  medical  history 
when  a  committee  has  found  a  cure  for  disease.   Rather,  it  has  been 
almost  exclusively  the  innovative  ideas  of  individual  investigators.   My 
testimony  will  focus  on  those  areas  which  hold  greatest  promise  for 
benefit  to  humanity  and  which  are  in  most  urgent  need  of  being 
addressed  in  a  specific  way.   Several  areas  seem  to  us  to  be  ripe  for 
major  progress  or  to  represent  areas  of  dangerous  ignorance. 

This  year  I  will  request  that  all  new  funds  for  kidney  and  urologic 
research  at  the  National  Institute  of  Diabetes,  Digestive  and  Kidney 
Diseases  (NIDDK)  be  dedicated  entirely  to  individual  initiated  research 
by  principal  investigators  through  R01  support.   The  Intersociety 
Council  is  well  aware  of  the  importance  of  center  grants,  contract  and 
clinical  trial  support,  but  feel  the  highest  priority  in  these  tough  budget 
times  has  to  be  directed  at  ROVs.   There  is  a  widespread  profound 
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concern  in  the  kidney  and  urology  community  that  we  may  lose  a 
whole  generation  of  promising  investigators  unless  additional  funds  are 
made  available.   Our  concern  goes  to  the  alarming  decrease  in  support 
for  new  and  competing  grants.   The  estimated  decrease  in  this 
category  for  FY  1 993  is  as  many  as  1  50. 

Mr.  Chairman,  the  areas  we  think  hold  the  greatest  research 
promise  for  individual  investigation  are  as  follows: 

Children  with  kidney  and  urologic  disease  represent  unique  and  difficult 
problems.   Nearly  80  percent  of  all  patients  on  chronic  dialysis  have 
kidney-related  disorders  which  are  either  hereditary  and,  therefore, 
present  at  birth  or  acquired  during  childhood.   These  diseases  include 
glomerulonephritis,  cystic  kidney  disease,  hypertension,  and  diabetes 
mellitus.    Most  children  are  candidates  for  kidney  transplants- 
sometimes  instead  of  dialysis;  however,  children  respond  differently 
and  reject  a  transplanted  kidney  more  often  and  more  vigorously  than 
do  adults.   We  need  to  understand  the  reasons  for  these  differences, 
we  must  have  better  tools  for  the  early  detection  of  potentially 
treatable  diseases  in  children  and  we  must  design  better  and  more 
scientifically  based  approaches  to  management.   Clinical  research  is  a 
key  to  progress  in  these  areas.   There  are  good  research  ideas  in 
applications  already  reviewed  at  N.I.H.  which  address  some  of  these 
issues.    However,  clinical  research  is  more  difficult  to  conduct  than  a 
laboratory  experiment  and  is  more  costly.   At  the  current  level  of  R01 
funding,  it  is  unlikely  that  these  investigator-initiated  projects  will 
benefit  either  children  or  adults  in  the  near  future. 

Prostatic  diseases,  including  benign  prostatic  hypertrophy  and  prostatic 
cancer,  are  rapidly  expanding  scourges  in  part  because  of  better  and 
more  widely  applied  methods  of  detection.   For  example,  last  year  over 
350,000  operations  were  performed  for  benign  prostate  hypotrophy. 
Prostatic  cancer  has  become  the  leading  malignant  disease  among  men 
and  is  more  common  among  African  Americans.    Radical  surgery  for 
prostate  cancer  has  grown  over  600%  between  1987  and  1993.   We 
believe  that  we  must  advance  the  understanding  of  the  causes  and 
treatment  of  these  disorders  and  that  we  must  follow  the  important 
leads  which  have  already  been  opened.   Disorders  of  bladder  function, 
including  incontinence,  affect  a  growing  number  of  our  population,  and 
disproportionately  involve  the  elderly  at  substantial  expense  and 
needless  suffering.   Augmentation  of  research  into  the  cause  and 
correction  of  these  disorders  is  desperately  needed. 
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In  reference  to  chronic  kidney  disease  morbidity  mortality  trials,  we  are 
indeed  pleased  with  the  support  this  Committee  has  expressed  for  a 
trial  of  morbidity  and  mortality  in  patients  with  end-stage  kidney 
diseases.   A  trial  has  been  designed  and  pilot  studies  are  on-going  that 
have  the  support  of  the  scientific  community.   Unfortunately,  there  is  a 
shortage  of  available  funds  to  properly  carry  out  this  important 
research.   There  is  a  need  for  1  million   additional  dollars  to  assure  that 
the  multi-year  trial  is  appropriately  funded. 

Hereditary  kidney  disease,  such  as  polycystic  kidney  disease,  looms 
large  on  the  horizon  since  we  are  so  tantalizingly  close  to 
understanding  in  molecular  detail  the  true  mechanisms  of  disease.   If 
these  advances  can  be  translated  into  new  approaches  for  early 
identification  and  genetic  manipulation,  we  will  be  able  to  join  our 
colleagues  dealing  with  such  diseases  as  cystic  fibrosis  and  immune 
deficiency  disorders  in  paving  the  way  into  the  new  frontier  of 
therapeutic  genetics. 

The  short  and  long-term  outcome  of  patients  undergoing  treatment  by 
dialysis  and  transplantation  is  a  vexing  problem.   While  we  can  be 
justifiably  proud  of  the  near  miraculous  transformation  of  medical  care 
brought  about  by  these  modalities,  we  are  humbled  by  the  fact  that 
graft  survival  beyond  one  year  has  not  substantially  changed  over  the 
last  decade  and  that  one  of  five  patients  newly  admitted  to  dialysis 
programs  will  be  dead  within  one  year.   The  reasons  for  these 
disappointments  are  quite  complex,  but  their  effect  profound.   We 
must  redouble  our  efforts  to  glean  new  insights  into  the  determinants 
of  outcome  for  patients  receiving  these  modalities  of  renal  replacement 
therapy.   The  magnitude  of  Federal,  State  and  personal  expenditures  in 
these  areas  demand  that  we  do  everything  possible  to  assure  the 
optimum  outcome  of  our  effort. 

Finally,  if  we  truly  believe  that  the  powerful  therapeutics  emerging 
from  the  laboratories  of  molecular  and  cell  biology  will  have  a  direct 
impact  on  disease  we  must  invest  funds  to  ensure  that  we  develop  the 
tools  to  detect  disease  at  an  early  stage  lest  we  sacrifice  effectiveness 
because  of  the  tardy  application  of  disease  modifying  agents. 

Thank  you  for  the  opportunity  to  present  our  recommendations 
for  funding  at  the  National  Institute  of  Diabetes,  Digestive  and  Kidney 
Diseases. 
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Friday,  February  4,  1994. 

WITNESS 

RUSSELL  TRAVIS,  MD,  AMERICAN  ASSOCIATION  OF  NEUROLOGICAL 
SURGEONS  AND  CONGRESS  OF  NEUROLOGICAL  SURGEONS 

Mr.  STOKES.  Our  next  witness  will  be  Dr.  Russell  Travis. 

It  is  a  pleasure  to  have  you  here  this  morning. 

Mr.  Travis.  Thank  you,  Mr.  Chairman. 

Mr.  Chairman  and  Members  of  the  subcommittee,  I  thank  you 
for  the  opportunity  to  appear  here  and  discuss  the  research  pro- 
grams of  the  National  Institutes  of  Health,  but  in  particular  those 
of  the  National  Institute  of  Neurological  Disorders  and  Stroke. 

As  you  stated,  Mr.  Chairman,  I  am  Russell  Travis,  a  neuro- 
surgeon in  private  practice  in  Lexington,  Kentucky.  I  represent  the 
American  Association  of  Neurological  Surgeons  and  the  Congress  of 
Neurological  Surgeons,  representing  over  4,000  neurological  sur- 
geons. 

Mr.  Chairman,  I  want  to  commend  the  Members  of  the  sub- 
committee for  their  dedication  to  expanding  basic  and  clinical  re- 
search during  the  first  five  years  of  the  declared  Decade  of  the 
Brain. 

For  fiscal  year  1995  we  urge  the  subcommittee  to  turn  its  fund- 
ing attention  to  three  areas  of  research:  One,  central  nervous  sys- 
tem transplantation  research;  two,  gene  therapy  in  the  nervous 
system;  and  three,  spinal  research. 

Taking  the  central  nervous  system  transplantation  research  first, 
over  10  million  Americans  suffer  from  some  type  of  neurological 
disorder.  This  includes  approximately  six  million  people  with  de- 
generative diseases  such  as  Alzheimer's,  Parkinson's,  or  Hunting- 
ton's; three  million  people  with  strokes;  and  a  quarter  of  a  million 
patients  with  severe  head  or  spinal  cord  injury. 

I  want  to  emphasize  that  the  American  Association  of  Neuro- 
logical Surgeons  and  the  Congress  of  Neurological  Surgeons  are 
committed  to  a  program  of  prevention,  but  once  permanent  injury 
has  occurred,  there  is  currently  no  mechanism  available  to  repair 
and  restore  loss  of  function  to  the  brain  or  spinal  cord.  Once  the 
nerve  cells  that  move  the  legs  are  gone,  the  paralysis  is  forever. 
Mr.  Chairman  and  Members  of  the  subcommittee,  remember,  no 
cells,  no  function. 

There  is,  however,  hope,  and  exciting  hope.  The  promise  for 
treatment  for  these  devastating  injuries  is  evident  in  the  recent 
laboratory  research  on  tissue  grafting  into  the  central  nervous  sys- 
tem. The  NIH  is  supporting  the  investigation  of  tissue  grafting  in 
animal  models  of  these  degenerative  and  catastrophic  neurological 
disorders,  but  not  clinical  studies.  Not  all  these  disorders  are  ready 
for  a  clinical  trial.  However,  a  few  are  ready  for  clinical  studies  but 
await  the  necessary  support  to  apply  the  technique  learned  in  the 
laboratory  to  clinical  conditions. 

The  recent  lifting  of  the  ban  on  use  of  fetal  tissue  should  allow 
support  for  clinical  studies  to  develop.  Fetal  tissue  is  the  most  ef- 
fective material  for  grafting.  This  tissue  contains  chemical  sub- 
stances that  are  critical  for  the  development  of  the  structure  of  the 
brain  and  spinal  cord,  and  understanding  how  they  function  is  the 
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key  to  the  development  of  techniques  for  regeneration,  structural 
replacement,  and  restoration  of  lost  neurological  function. 

Fetal  tissue,  however,  is  not  the  only  tissue  that  can  be  used  for 
grafting  and  there  are  a  number  of  potential  alternatives  to  be 
evaluated.  Furthermore,  once  the  mechanism  by  which  fetal  tissue 
performs  its  function  is  learned,  it  is  quite  possible  that  cell  cul- 
tures could  be  established  and  genetically  modified  to  provide  the 
same  function.  For  now  the  use  of  fetal  tissue  is  necessary  until 
better  sources  of  graft  tissue  can  be  developed. 

There  is  good  clinical  evidence  that  fetal  tissue  grafted  into  the 
brains  of  Parkinsons'  patients  can  relieve  many  of  their  symptoms. 
These  studies,  however,  are  in  their  infancy  and  require  a  great 
deal  more  investigation  before  they  can  be  satisfactorily  evaluated 
and  routinely  applied  as  a  therapeutic  treatment.  Without  proper 
support,  these  studies  will  continue  to  slowly  progress  in  a  disorga- 
nized manner.  This  subcommittee  can  ensure  coordinated  and  ef- 
fective progress  through  funding  to  the  NINDS. 

The  purpose  of  these  funds  will  be  to  develop  centers  of  excel- 
lence where  the  ground  work  for  future  clinical  studies  can  be  es- 
tablished. The  ultimate  purpose  is  to  understand  how  to  repair  and 
restore  function  to  the  central  nervous  system  with  the  specific  goal 
of  being  able  to  apply  them  to  other  diseases  such  as  some  degen- 
erative diseases  of  the  central  nervous  system. 

Mr.  Chairman,  let  me  emphasize  that  it  is  very  possible  that 
what  we  learn  from  these  centers  may  very  well  alter  the  way  we 
treat  neurological  diseases  in  the  future.  We  propose  that  five  cen- 
ters be  funded,  at  $1.5  million,  to  investigate  the  clinical  applica- 
tion of  grafting  into  the  central  nervous  system. 

I  will  now  turn  to  my  recommendations  for  gene  therapy  re- 
search in  the  nervous  system.  While  great  advances  have  taken 
place  in  the  treatment  of  many  diseases  throughout  the  body,  those 
diseases  intrinsic  to  the  brain  continue  to  defy  adequate  therapy. 
This  is  despite  major  advances  of  imaging  and  diagnosis  with  CT 
and  MRI  scans. 

Doctors  can  often  diagnose  a  problem  in  the  brain  or  spinal  cord, 
yet  have  little  to  offer  in  the  way  of  therapy.  Sadly,  this  is  true  for 
some  of  the  most  common  and  debilitating  problems  that  afflict  hu- 
mankind: Alzheimer's  disease,  stroke,  epilepsy,  chronic  pain,  Par- 
kinson's disease,  Huntington's  Chorea,  tumors  of  the  brain,  and  pa- 
ralysis from  spinal  cord  injury. 

In  the  field  of  neurosurgery  of  the  brain  and  spinal  cord,  great 
advances  have  been  made  in  using  traditional  surgical  techniques. 

However,  in  all  of  these  successful  instances,  the  traditional  sur- 
gical techniques  are  successful  because  they  are  being  used  to  treat 
problems  on  the  outside  of  the  brain.  In  contrast,  for  problems 
within  the  brain  itself,  the  traditional  surgical  techniques  generally 
fail  or  have  major  limitations  because  the  brain  does  not  lend  itself 
to  the  traditional  surgical  methods  of  sutures  and  scalpels.  For 
problems  within  the  brain,  degenerative  diseases  like  Parkinson's 
or  Alzheimer's,  genetic  or  metabolic  problems  or  a  malignant  tumor 
invading  deep  into  the  brain,  methods  need  to  be  developed  that 
can  change  the  function  of  cells  within  the  brain  itself.  The  meth- 
ods of  gene  therapy  will  allow  this  to  be  done. 
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Genes  can  be  isolated,  cloned,  transferred  and  expressed  to 
change  the  function  of  specific  cells  in  the  brain.  Genes  have  been 
isolated  for  growth  factors  that  can  promote  the  growth  or  prevent 
the  death  of  nerve  cells  in  disorders  such  as  Parkinson's  disease, 
Huntington's  disease,  and  Alzheimer's  disease.  Genes  for  cell  move- 
ment and  growth  have  been  defined.  Promising  studies  are  now 
under  way  to  use  these  to  promote  healing  after  spinal  injury  and 
stroke. 

In  the  case  of  fatal  tumors  such  as  glioblastoma,  viruses  contain- 
ing genes  for  therapy  can  recognize  the  difference  between  a  malig- 
nant tumor  cell  and  a  normal  brain  cell  in  a  way  that  a  surgeon 
even  with  the  most  precise  microscope  never  could. 

This  is  a  unique  time  in  the  history  of  humankind.  For  the  first 
time,  we  can  define  the  genes  that  are  responsible  for  common  dis- 
eases and  disorders.  For  the  first  time,  we  have  in  our  grasp  the 
opportunity  to  correct  those  diseased  genes.  For  millennia,  viruses 
have  caused  disease  and  plagued  humankind,  but  now  for  the  first 
time  we  can  create  viruses  to  cure  diseases.  Let  us  neither  miss  nor 
delay  this  exciting  opportunity.  We  believe  now  is  the  time  for  this 
subcommittee  to  urge  the  NIH  to  support  the  following  initiatives. 

One,  training  programs  to  allow  young  clinicians/investigators  to 
learn  these  pioneering  techniques.  Two,  research  to  define  the 
genes  responsible  for  certain  brain  diseases.  Three,  research  to  de- 
velop efficient  methods  of  gene  transfer  that  can  safely  be  used  in 
the  Drains  of  humans.  Four,  research  into  models  of  certain  disease 
for  preclinical  studies.  Five,  centers  of  excellence. 

My  final  recommendations  involve  spinal  research.  Lumbar/spine 
disorders  affect  more  than  50  percent  of  the  population  in  this 
country  in  some  way  or  another.  In  spite  of  the  tremendous  inci- 
dence and  the  tremendous  cost,  there  is  absolutely  little  to  no 
standardization  in  the  treatment  of  lumbar  spine  disorders  at  the 
present  time. 

In  our  country,  we  do  more  expensive  stabilization  fussion  proce- 
dures and  now  with  great  instrumentation,  with  great  cost,  but 
without  standardization.  Our  country  has  the  greatest  incidence  of 
that  kind  of  surgery  and  yet  also  the  greatest  incidence  of  failed 
back  syndrome  after  surgery. 

We  desperately  need — rather  than  the  retrospective  studies  that 
we  are  doing  now  where  people  advocate  their  own  treatment — we 
need  funding  for  valid  prospective,  randomly  selected  studies  that 
will  tell  us  the  best  methods  of  treatment  in  the  most  cost-effective 
manner. 

There  is  currently  not  even  good  data  that  tells  us  what  is  a  good 
physical  therapy  conservative  treatment  for  back  problems.  This 
needs  to  be  standardized  and  it  can  only  be  done  so  with  prospec- 
tive selected  studies  that  are  clinically  funded.  We  recommend  sup- 
port trials  on  the  role  of  back  stabilization  programs  versus  sur- 
gery, and  also  to  increase  the  support  for  investigators  who  are 
studying  lumbar  instability  in  terms  of  its  effect  on  the  stabiliza- 
tion of  fusion  procedures. 

The  last  thing,  in  keeping  with  our  previous  appearances  before 
this  subcommittee,  I  want  to  update  you  on  the  Decade  of  the 
Brain  programs  of  our  two  organizations. 
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Several  years  ago  we  established  a  voluntary  General  Graft  Reg- 
ister for  Adrenal  and  Fetal  Tissue  Transplantation.  The  registry 
now  has  over  100  transplant  data  entries.  We  continue  to  refine 
the  reporting  process  so  as  to  facilitate  use  of  the  registry  by  indi- 
vidual investigators. 

Our  Head  and  Spinal  Cord  Injury  Prevention  Program  called 
Think  First  is  designed  to  reach  young  people  who  are  at  high  risk 
for  injuries  associated  with  vehicles,  sports,  and  recreational  injury. 
The  major  educational  portion  is  presented  in  junior  high  and  high 
schools,  in  either  large  assembly  or  classroom  formats.  The  pro- 
gram has  reached  nearly  three  million  students  at  the  intermediate 
and  secondary  levels  through  168  chapters  in  47  States.  Currently 
over  700  neurosurgeons  volunteer  their  time  to  all  components  of 
the  program. 

The  last  thing  is  our  own  Association  of  Neurological  Surgeons 
Research  Foundation,  with  the  expressed  purpose  of  supporting 
young  investigators  for  one  or  two  years  so  that  they  can  develop 
a  program  to  compete  for  larger  NIH  grants. 

In  summary,  we  propose  you  give  consideration  to  funding:  one, 
central  nervous  system  transplantation  research.  Five  centers  to  be 
funded,  at  $1.5  million  a  year.  Two,  gene  therapy  in  the  nervous 
system.  Training  programs  for  pioneering  techniques,  research  into 
gene  transfer  and  disease  models,  and  centers  of  excellence  to  de- 
velop this  research.  Three,  spinal  research.  Research  into  lumbar 
instability  and  back  stabilization  programs,  surgical  and  non-sur- 
gical treatment  of  lumbar  spine  disorders,  and  surgical  spondylosis. 

Thank  you  for  the  opportunity  to  present  our  recommendations 
for  fiscal  year  1995  for  neuroscience  research  at  the  National  Insti- 
tutes of  Health. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  Members  of  the  subcommittee,  thank  you  for  the  opportunity  to  appear  here  to 
discuss  the  research  programs  of  the  National  Institutes  of  Health,  and  in  particular  those  of  the 
National  Institute  of  Neurological  Disorders  and  Stroke. 

I  am  Russell  Travis,  M.D.,  a  neurosurgeon  in  private  practice  in  Lexington,  Kentucky.  I 
appear  here  representing  the  American  Association  of  Neurological  Surgeons  (AANS)  and  the 
Congress  of  Neurological  Surgeons  (CNS),  which  represent  more  than  4,000  neurosurgeons  in  the 
United  States. 

When  representatives  of  the  AANS  and  CNS  first  appeared  before  this  subcommittee  on 
behalf  of  neurosurgery  an  ambitious  agenda  was  proposed  for  the  "Decade  of  the  Brain"  (1990- 
2000)  with  public  and  private  sectors  joining  in  a  compact  to  support  research  related  to  the 
causes,  treatment,  and  prevention  of  neurological  diseases. 

Mr.  Chairman,  I  want  to  commend  the  Members  of  the  Subcommittee  for  their  dedication  to 
expanding  basic  and  clinical  research  during  the  first  years  of  the  declared  "Decade." 

For  fiscal  year  1995  we  urge  the  subcommittee  to  turn  its  funding  attention  to  three  areas 
of  research: 

1 .  Central  nervous  system  transplantation  research 

2.  Gene  therapy  in  the  nervous  system 

3.  Spinal  research 

CENTRAL  NERVOUS  SYSTEM  TRANSPLANTATION  RESEARCH 

Over  10  million  Americans  suffer  from  some  type  of  neurological  disorder.  This  includes 
approximately  6  million  people  with  degenerative  diseases  such  as  Alzheimer's,  Parkinson's,  or 
Huntington's,  3  million  people  with  strokes,  and  a  quarter  of  a  million  patients  with  severe  head  or 
spinal  cord  injury.   I  want  to  emphasize  that  the  American  Association  of  Neurological  Surgeons 
and  the  Congress  of  Neurological  Surgeons  are  committed  to  a  program  of  prevention,  but  once 
permanent  injury  has  occurred,  there  is  currently  no  mechanism  available  to  repair  and  restore  loss 
of  function  to  the  brain  or  spinal  cord.  Once  the  nerve  cells  that  move  the  legs  are  gone,  the 
paralysis  is  forever,   Mr.  Chairman  and  Members  of  the  Subcommittee  remember,  no  cells,  no 
function. 

There  is,  however,  hope.  The  promise  for  treatment  for  these  devastating  injuries  is  evident 
in  the  recent  laboratory  research  on  tissue  grafting  into  the  central  nervous  system.  The  NIH  is 
supporting  the  investigation  of  tissue  grafting  in  animal  models  of  these  degenerative  and 
catastrophic  neurological  disorders  but  not  clinical  studies.  Not  all  of  these  disorders  are  ready  for  a 
clinical  trial.  A  few,  however,  are  ready  for  clinical  studies  but  await  the  necessary  support  to 
apply  the  technique  learned  in  the  laboratory  to  clinical  conditions. 

Lifting  the  ban  on  the  use  of  fetal  tissue  should  now  allow  support  for  clinical  studies  to 
develop.   Fetal  tissue  is  the  most  effective  material  for  grafting.  This  tissue  contains  chemical 
substances  that  are  critical  for  the  development  of  the  structure  of  the  brain  and  spinal  cord,  and 
understanding  how  they  function  is  the  key  to  the  development  of  technique  for  regeneration, 
structural  replacement,  and  restoration  of  lost  neurological  function.  Fetal  tissue,  however,  is  not 
the  only  tissue  that  can  be  used  for  grafting  and  there  are  a  number  of  potential  alternatives  to  be 
evaluated.  Furthermore,  once  the  mechanism  by  which  fetal  tissue  performs  its  function  is  learned, 
it  is  quite  possible  that  cell  cultures  could  be  established  and  genetically  modified  to  provide  the 
same  function.   For  now  the  use  of  fetal  tissue  is  necessary  until  better  sources  of  graft  tissue  can 
be  developed. 
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There  is  good  clinical  evidence  that  fetal  tissue  grafted  into  the  brains  of  parkinsonian 
patients  can  relieve  many  of  their  symptoms.  These  studies,  however,  are  in  their  infancy  and 
require  a  great  deal  more  investigation  before  they  can  be  satisfactorily  evaluated  and  routinely 
applied  as  a  therapeutic  treatment.  Without  proper  support,  these  studies  will  continue  to  slowly 
progress  in  a  disorganized  manner.    This  subcommittee  can  ensure  coordinated  and  effective 
progress  through  funding  to  the  NINDS. 

The  purpose  of  these  funds  would  be  to  develop  centers  of  excellence  where  the  ground 
work  for  future  clinical  studies  can  be  established.  The  centers  would  be  staffed  with 
multidisciplinary  teams  of  clinicians,  as  well  as  basic  scientists  involved  in  the  study  of  central 
nervous  system  grafting.   On  a  clinical  level  there  would  be  expertise  in  evaluating  patients  both 
before  and  after  surgery,  as  well  as  the  technical  application  of  central  nervous  system  grafting. 
Laboratory  work  would  support  the  clinical  effort.  The  ultimate  purpose  is  to  understand  how  to 
repair  and  restore  function  to  the  central  nervous  system  with  the  specific  goal  of  being  able  to 
apply  this  technology  to  the  treatment  of  a  variety  of  neurological  diseases.   Mr.  Chairman,  let  me 
emphasize  that  it  is  quite  possible  that  what  we  learn  from  these  centers  may  permanently  change 
how  we  treat  neurological  diseases. 

We  propose  that  five  centers  be  funded,  at  1 .5  to  2  million  dollars  per  year  for  five  years  to 
investigate  the  clinical  application  of  grafting  into  the  central  nervous  system. 

GENE  THERAPY  RESEARCH 

I  will  now  turn  to  my  recommendations  for  gene  therapy  research  in  the  nervous  system. 
While  great  advances  have  taken  place  in  the  treatment  of  many  diseases  throughout  the  body, 
those  diseases  intrinsic  to  the  brain  continue  to  defy  adequate  therapy.  This  is  despite  the  major 
advances  of  imaging  and  diagnosis  with  CT  and  MRI  scans.  Thus,  doctors  can  often  diagnose  a 
problem  in  the  brain  or  spinal  cord  yet  have  little  to  offer  in  the  way  of  therapy.   Sadly,  this  is  true 
for  some  of  the  most  common  and  most  debilitating  problems  that  afflict  humankind:  Alzheimer's 
disease,  stroke,  epilepsy,  chronic  pain,  Parkinson's  disease,  Huntington's  Chorea,  tumors  of  the 
brain,  and  paralysis  from  spinal  cord  injury. 

For  most  of  these  clinical  situations,  systemic  medical  treatments  with  various  pills  and 
medicines  may  be  helpful,  but  many  patients  do  not  respond  to  these  treatments  and  some  are 
limited  by  side  effects.  Yet,  in  most  of  the  instances  surgery  is  highly  successful.   Even  in  the  field 
of  neurosurgery  of  the  brain  or  spinal  cord,  great  advances  have  been  made  in  using  traditional 
surgical  techniques.   Examples  are  many  but  include  removal  of  a  herniated  spinal  disc,  clipping  of 
a  blood  vessel  aneurysm  at  the  base  of  the  brain,  or  curing  a  tumor  pushing  into  the  brain. 
However,  in  all  of  these  successful  instances,  the  traditional  surgical  techniques  are  successful 
because  they  are  being  used  to  treat  problems  on  the  outside  of  the  brain.   In  contrast,  for 
problems  within  the  brain  itself,  the  traditional  surgical  techniques  generally  fail  or  have  major 
limitations  because  the  brain  does  not  lend  itself  to  the  traditional  surgical  methods  of  sutures  and 
scalpels.   For  problems  within  the  brain-degenerative  diseases  like  Parkinson's  or  Alzheimer's, 
genetic  or  metabolic  problems  or  a  malignant  tumor  invading  deep  into  the  brain-methods  need  to 
be  developed  that  can  change  the  function  of  cells  within  the  brain  itself.  The  methods  of  gene 
therapy  will  allow  this  to  be  done. 

Genes  can  be  isolated,  cloned,  transferred  and  expressed  to  change  the  function  of  specific 
cells  in  the  brain.  Genes  have  been  isolated  for  growth  factors  that  can  promote  the  growth  or 
prevent  the  death  of  nerve  cells  in  disorders  such  as  Parkinson's  disease,  Huntington's  disease  and 
Alzheimer's  disease.  Genes  for  cell  movement  and  growth  have  been  defined.   Promising  studies 
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are  now  underway  to  use  these  to  promote  healing  after  spinal  cord  injury  and  stroke. 

In  the  case  of  fatal  tumors  such  as  glioblastoma,  viruses  containing  genes  for  therapy  can 
recognize  the  difference  between  a  malignant  tumor  cell  and  a  normal  brain  cell  in  a  way  that  a 
surgeon  even  with  the  most  precise  microscope  never  could.  This  is  a  unique  time  in  the  history  of 
humankind.   For  the  first  time,  we  can  define  the  genes  that  are  responsible  for  common  diseases 
and  disorders.   For  the  first  time,  we  have  in  our  grasp  the  opportunity  to  correct  those  diseased 
genes.   For  millennia,  viruses  have  caused  disease  and  plagued  humankind,  but  now,  for  the  first 
time  we  can  create  viruses  to  cure  diseases.  Let  us  neither  miss  nor  delay  this  exciting 
opportunity. 

We  believe  now  is  the  time  for  this  subcommittee  to  urge  the  NIH  to  support  the  following 
initiatives: 

1 .  Training  programs  to  allow  young  clinician/investigators  to  learn  these  pioneering 
techniques. 

2.  Research  to  define  the  genes  responsible  for  certain  brain  diseases. 

3.  Research  to  develop  efficient  methods  of  gene  transfer  that  can  safely  be  used  in  the 
brains  of  humans. 

4.  Research  into  models  of  certain  diseases  for  preclinical  studies. 

5.  Centers  of  excellence  to  develop  this  research  in  the  laboratory  and  then  apply  it  to  the 
many  people  afflicted  with  these  devastating  diseases  of  the  brain  and  nervous  system. 

SPINE  RESEARCH 

My  final  recommendations  involve  spinal  research.  Lumbar/spine  disorders  are  among  the 
most  common  afflictions  experienced  by  adult  Americans.  It  has  been  estimated  that  over  50%  of 
the  population  will  suffer  episodes  of  back  pain  causing  the  need  for  medical  treatment.  In  spite  of 
this  extremely  common  incidence  and  consequent  high  costs,  the  quality  and  effectiveness  of  both 
operative  and  nonoperative  care  systems  are  inconsistent.  Patients  are  left  to  wander 
indiscriminately  through  the  spine  care  community,  often  having  multiple  and  expensive  evaluations 
and  receiving  treatment  that  is  randomly  selected  and  dispensed.  Indeed,  most  clinical  research 
efforts  have  been  retrospective  studies  to  determine  the  effectiveness  of  treatment  carried  out  by 
their  advocates,  rather  than  prospective  studies  to  objectively  measure  efforts  and  results. 

Extensive  studies  have  been  performed  in  the  epidemiology  of  low  back  pain.   Risk  factors 
such  as  sex,  race,  age,  employment,  and  environmental  factors  have  been  thoroughly  investigated. 
However,  clinical  studies  designed  to  allow  the  selection  of  rational  treatment  modalities,  including 
systems  to  evaluate  the  outcome  in  order  to  maximize  clinical  improvement  and  minimize  extensive 
medical  costs,  have  lagged  behind.   Indications  for  nonoperative  therapeutic/rehabilitation  programs 
are  as  variable  as  the  individuals  recommending  and  performing  them.   In  addition,  indications  for 
surgery  and  the  procedures  utilized  have  inadequate  scientific  substantiation.  The  number  of 
patients  undergoing  surgical  treatment  for  low  back  pain,  including  expensive  fusion  techniques,  is 
substantially  higher  here  than  in  the  rest  of  the  world.   However,  to  date  there  have  been  few 
studies  aiding  in  the  definition  of  the  candidates  for  variable  operative  and  nonoperative  therapies. 
In  light  of  the  extensive  costs  and  disability  produced  by  this  very  common  problem,  we 
recommend  that  funds  be  made  available  to: 
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1 .  Support  clinical  trials  on  the  role  of  back  stabilization  programs  versus  surgery  in  the 
treatment  of  lumbar  spine  instability. 

2.  Increase  support  for  investigators  studying  the  biomechanics  of  lumbar  instability  to 
allow  better  definition  of  the  specific  conditions  that  frequently  lead  to  surgery. 

3.  Support  long  term  studies  on  the  implications  of  surgical  and  nonsurgical  treatment  of 
lumbar  spine  disorders. 

Cervical  spondylosis  is  a  general  term  for  disorders  of  the  cervical  spine  typically  produced 
by  age  and  wear  and  tear.   It  incorporates  the  development  of  cervical  intervertebral  disc 
degeneration,  development  of  bone  spurs  in  the  neck  and  therefore  compression  of  the  spinal  cord 
and  nerve  roots  going  to  the  arms.   As  such,  these  conditions  may  produce  varying  degrees  of 
paralysis,  arm  pain  and  numbness.  The  incidence  of  cervical  spondylosis  has  increased  regularly  in 
the  United  States  over  the  last  several  years,  as  a  consequence  of  the  graying  of  the  population 
and  as  the  long-term  result  of  increasing  physical  activity. 

As  is  true  for  low  back  pain,  extensive  research  has  been  done  into  some  of  the 
pathophysiology  of  the  problem.   However,  the  natural  history  of  cervical  spondylosis  including  its 
progression  and  outcome  of  treatment  is  poorly  understood.   Several  studies  have  suggested  that 
there  is  a  great  deal  of  value  for  early  surgical  treatment  in  preventing  the  development  of  paralysis 
and  disability;  others  suggest  the  reverse.  Further,  the  effectiveness  of  nonoperative  rehabilitation 
type  treatment  remain  unproven  except  for  improving  neck  pain. 

Our  recommended  research  studies  are  in  two  directions: 

1.  A  better  understanding  of  the  pathophysiology  of  cervical  spondylosis  is  needed.  Basic 
studies  to  determine  the  role  in  spinal  cord  blood  flow  in  the  neck,  electrical  changes  within 
the  spinal  cord,  and  actual  changes  int  the  spinal  cord  cells  themselves  need  to  be 
performed.  Exciting  new  technology,  including  the  ability  to  measure  spinal  cord  blood  flow 
during  magnetic  resonance  imaging  in  humans  may  make  these  studies  an  early  possibility. 
Rational  treatment  paradigms  may  depend  on  information  gleaned  from  these  basic  science 
studies. 

2.  Multicenter  clinical  trials  should  be  funded.  These  should  incorporate  a  nonoperative 
group  with  a  standardized,  but  aggressive,  rehabilitation  paradigm  and  careful  neurological 
and  neurophysiologic  long-term  follow-up. 

In  keeping  with  the  previous  appearances  before  this  subcommittee  I  want  to  update  you  on 
Decade  of  the  Brain  programs  of  our  two  organizations. 

Several  years  ago  we  established  a  voluntary  General  Graft  Register  for  Adrenal  and  Fetal 
Tissue  Transplantation.  The  registry  now  has  over  one  hundred  transplant  data  entries.  We 
continue  to  refine  the  reporting  process  so  as  to  facilitate  use  of  the  registry  by  individual 
investigators. 

Our  Head  and  Spinal  Cord  Injury  Prevention  Program  called  THINK  FIRST  is  designed  to 
reach  young  people  who  are  at  high  risk  for  injuries  associated  with  vehicles,  sports,  and 
recreational  injury.  There  are  four  components  to  the  THINK  FIRST  program:   school-based 
education,  reinforcement  activities,  general  public  education,  and,  public  policy  initiatives.  The 
major  educational  portion  is  presented  in  junior  high  and  high  schools,  in  either  large  assembly  or 
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classroom  formats.   It  consists  of  four  segments: 

•  The  18-minute  multi-award  winning  film  "Harm's  Way",  which  features  honest  and  direct 
testimony  about  the  narrow  margin  separating  exciting  activity,  and  fun  which  results  in 
tragedy.   Blending  action  and  music,  it  features  the  insights  of  dynamic  teenagers  with  head 
and  spinal  cord  injuries.  We  have  also  just  recently  developed  a  new  film,  "On  the  Edge," 
which  also  features  testimony  from  young  people  who  have  suffered  head  and  spinal  cord 
injury.  This  new  film  has  the  added  dimension  of  addressing  injuries  due  to  violence. 

•  A  discussion  of  the  anatomy  of  the  brain  and  spinal  cord,  how  injuries  to  these  parts  of 
the  body  occur,  the  physical  results  of  injury,  and  how  many  of  these  injuries  can  be 
prevented.  It  is  stressed  that  teens  are  the  highest  risk  age  group  for  these  injuries. 

•  A  young  person  who  has  sustained  a  brain  or  spinal  cord  injury  describes  how  his/her  life 
has  changed  since  the  injury.  This  is  the  key  component  of  the  program,  as  it  shows  the 
students  that  these  injuries  can  and  do  happen  to  people  just  like  them  while  engaging  in 
typical  teenage  activities. 

•  A  brief  discussion  on  proper  bystander  behavior  at  the  scene  of  an  injury  resulting  from, 
for  example,  diving  or  a  motor  vehicle  crash.  Often  paramedics  present  this  part  of  the 
program. 

The  program  has  reached  nearly  3  million  students  at  the  intermediate  and  secondary  levels 
through  1 68  chapters  in  47  states.   Currently  over  700  neurosurgeons  volunteer  their  time  to  all 
components  of  the  program. 

We  have  also  undertaken  another  program  to  help  our  understanding  of  neurological 
diseases.  Ten  years  ago  we  established  the  American  Association  of  Neurological  Surgeons 
Research  Foundation  with  the  expressed  purpose  of  supporting  young  investigators  for  one  or  two 
years  so  that  they  can  develop  a  program  to  compete  for  larger  N.I.H.  and  other  organization's 
awards.   I  am  pleased  to  report  that  a  high  percentage  of  our  investigators  have  been  able  to  obtain 
additional  support  to  enlarge  their  investigations. 

In  summary,  we  propose  you  give  consideration  to  funding: 

1 .  Central  nervous  system  transplantation  research.   Five  centers  be  funded,  at  1 .5  to  2 
million  dollars  a  year,  for  five  years  to  investigate  the  clinical  application  of  grafting  into  the 
central  nervous  system. 

2.  Gene  therapy  in  the  nervous  system.  Training  programs  for  pioneering  techniques, 
research  Into  gene  transfer  and  disease  models,  and  centers  of  excellence  to  develop  this 
research. 

3.  Spinal  research.   Research  into  lumbar  instability  and  back  stabilization  programs, 
surgical  and  nonsurgical  treatment  of  lumbar  spine  disorders,  research  on  cervical 
spondylosis,  and  funding  of  multicenter  clinical  trials. 

Thank  you  for  the  opportunity  to  present  our  recommendations  for  FY95  for 
neuroscience  research  at  the  National  Institutes  of  Health. 
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Mr.  Stokes.  Thank  you  very  much,  Dr.  Travis,  for  your  testi- 
mony and  the  recommendations  that  you  have  made  to  our  sub- 
committee. We  appreciate  your  appearance  here. 

Dr.  Travis.  Thank  you. 


Friday,  February  4,  1994. 

WITNESS 
ALLAN  W.  TULL,  AMERICAN  ASSOCIATION  OF  RETIRED  PERSONS 

Mr.  Stokes.  The  next  witness  is  Allan  W.  Tull. 

Mr.  Tull,  it  is  nice  to  have  you  appear  before  our  subcommittee 
this  morning. 

Mr.  Tull.  Thank  you,  sir. 

Good  morning  Mr.  Chairman,  Members  of  the  subcommittee.  My 
name  is  Allan  Tull  and  I  am  National  Treasurer  of  the  National 
Association  of  Retired  Persons.  Thank  you  for  the  opportunity  to 
comment  for  programs  that  benefit  older  Americans.  These  include 
Older  American  Act  programs,  aging  research  and  nursing  home 
inspections. 

We  also  deeply  appreciate  the  subcommittee's  support  of  pro- 
grams that  help  needy  families,  such  as  the  Low  Income  Home  En- 
ergy Assistance  program,  better  known  as  LIHEAP,  and  commu- 
nity service  employment  for  older  Americans.  The  need  to  provide 
resources  next  year  for  both  efforts  remains  critical.  At  a  minimum, 
AARP  recommends  an  inflation  adjustment  for  LIHEAP.  LIHEAP 
benefits  are  important  to  all  recipients,  but  none  more  so  than  low- 
income  older  Americans. 

The  frigid  weather  throughout  much  of  the  Nation  is  a  chilling 
reminder  of  how  vulnerable  low-income  households  are.  The  energy 
crisis  continues  unabated  for  these  families,  who  spend  three  to 
four  times  as  much  of  their  income  on  home  energy  as  average 
households  do.  Older  persons  are  forced  to  spend  even  more  be- 
cause of  their  increased  risk  of  suffering  the  extremes  of  freezing 
or  heat  stroke,  and  the  fact  that  they  tend  to  live  in  older,  poorly 
insulated  housing.  Moreover,  half  of  the  elderly  households  heat 
with  gas.  Although  oil  products  have  dropped  in  price  since  1981, 
natural  gas  used  for  heating  is  now  37  percent  higher. 

The  incomes  of  the  poor  have  not  kept  pace  with  this  increase. 
LIHEAP  currently  reaches  less  than  one-third  of  the  eligible  recipi- 
ents. Any  reductions  below  the  current  levels  would  expose  even 
more  vulnerable  individuals  to  potentially  lethal  choices  between 
heating  and  eating.  The  majority  of  these  individuals  will  be  elder- 
ly women  living  alone. 

With  regard  to  community  service  employment  for  older  Ameri- 
cans, AARP  recommendations  sufficient  funding  to  support  seventy 
thousand  positions  next  year,  or  at  least  an  inflation  adjustment. 
This  program  makes  a  real  difference  in  the  lives  of  many  older 
Americans  who  would  otherwise  have  a  very  difficult  time  finding 
employment,  if  at  all. 

It  is  the  major  federal  jobs  program  designed  specifically  for  the 
low-income  older  worker.  Those  who  participate  in  this  effective 
program  rely  heavily  on  these  part-time  jobs,  that  include  work 
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and  day  care  centers,  schools,  hospitals,  senior  citizen  centers  and 
facilities  for  the  disabled. 

The  Association  further  recommends  an  inflation  adjustment  for 
Older  Americans  Act  programs  administered  by  the  Administration 
on  Aging.  Despite  increases  in  the  older  population,  funding  for 
many  of  these  activities  has  climbed  substantially  in  real  terms 
over  the  past  decade.  The  Older  Americans  Act  provides  a  vital 
safety  net  for  many  individuals  who  would  otherwise  be  unable  to 
remain  at  home. 

I  want  to  thank  you  for  this  opportunity  to  present  our  views  re- 
garding appropriation  levels  next  year  for  programs  of  concern  to 
older  Americans.  We  trust  the  recommendations  included  in  our 
statement  will  receive  the  subcommittee's  favorable  consideration. 

Thank  you  very  much,  sir. 

[The  prepared  statement  follows:] 
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Good  morning,  Mr.  Chairman.    My  name  is  Allan  W.  Tull  and  I  am 
Treasurer  of  the  American  Association  of  Retired  Persons.    We  appreciate  this 
opportunity  to  comment  on  funding  for  programs  which  affect  the  lives  of  many 
older  Americans.    We  also  want  to  express  our  appreciation  for  the 
Subcommittee's  efforts  over  the  years  on  behalf  of  all  programs  which  assist 
older  Americans  under  your  jurisdiction,   particularly  those  which  help  low- 
income  families.    At  the  outset  I  want  to  say  that  we  recognize  the  tight  budget 
constraints  which  this  Committee  faces  —  our  recommendations  reflect  this. 

A.      Low  Income  Home  Energy  Assistance  (LIHEAP) 

At  a  minimum,  the  Association  supports  an  inflation  adjustment  for  this 
critical  activity.    LIHEAP  assistance  has  been  important  to  all  of  its  recipients, 
but  none  more  so  than  low  income  older  persons.   The  recent  frigid  weather  is 
a  chilling  reminder  of  how  vulnerable  many  older,  low  income  households  are. 
Because  they  are  more  likely  to  live  in  older,  poorly  insulated  homes,  and 
because  of  their  heightened  risk  of  hypothermia,  older  persons  tend  to  have 
higher  heating  costs.    Elderly  households  overall  spend  8.1  percent  of  their 
income  on  residential  energy  compared  to  5.3  percent  for  average  households. 
Among  low  income  households,  the  proportion  of  income  expended  for  energy 
consistently  amounts  to  3-4  times  the  proportion  spent  by  households  across  the 
board. 

Moreover,  half  of  all  elderly  households  heat  with  gas.    Although  oil 
products  have  dropped  in  price  since  1981,  natural  gas  used  for  heating  is  now 
37  percent  higher.   The  incomes  of  the  poor  have  not  kept  pace  with  this 
increase. 

LIHEAP  currently  reaches  less  than  one-third  of  all  eligible  recipients. 
Any  reduction  below  the  current  level  will  expose  even  more  vulnerable 
individuals  to  potentially  lethal  choices  between  heating  and  eating.    A  large 
number  of  these  individuals  will  be  elderly  women  living  alone. 

The  Association's  strong  commitment  to  Low  Income  Home  Energy 
Assistance  is  a  matter  of  record  with  Congress  and  we  appreciate  its  past 
support  to  keep  the  program  viable.   That  support  is  no  less  critical  today. 
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B.  Older  Americans  Act/ Administration  on  Aging 

The  Association  strongly  urges  that  funds  for  Older  Americans  Act 
programs  administered  by  the  Administration  on  Aging  receive  at  least  an 
inflation  adjustment  in  FY  1995.    Despite  increases  in  the  older  population, 
funding  for  many  of  these  programs  has  declined  substantially  in  real  terms 
over  the  past  decade.    OAA  programs  provide  vital  support  for  many  older 
citizens  who  would  otherwise  be  unable  to  remain  at  home.    Moreover,  new 
responsibilities  under  an  expanded  mandate  have  placed  increasing  pressure  on 
existing  programs  and  services. 

AARP  also  recommends  that  additional  funds  be  provided  to  continue  and 
expand  the  number  of  legal  hotlines,  which  deliver  a  variety  of  needed  legal 
services  to  many  older  Americans,  and  for  outreach  activities  which  help  older 
persons  gain  access  to  public  benefit  programs  and  long-term  care  ombudsman 
support. 

C.  Community  Service  Employment  for  Older  Americans  and  Job 
Training  Partnership  Act 

To  the  extent  additional  resources  are  available,  the  Association 
recommends  sufficient  funding  to  support  70,000  positions  for  Community 
Service  Employment  for  Older  Americans.   This  program  makes  a  real 
difference  in  the  lives  of  many  older  Americans  who  would  otherwise  have  a 
difficult  time  finding  employment,  if  at  all.    It  is  ih§  major  federal  jobs 
program  designed  specifically  for  the  low  income,  older  worker.    At  a 
minimum,  we  urge  an  inflation  adjustment  next  year.   The  Association 
appreciates  the  Subcommittee's  strong  support  of  the  program  over  the  years. 
We  also  urge  current  services  funding  for  the  Job  Training  Partnership  Act. 

D.  Agency  for  Health  Care  Policy  and  Research;  Medical  Effectiveness, 
Outcomes  Research  and  Practice  Guidelines 

At  a  minimum,  the  Association  urges  current  services  funding  for  the 
Agency  for  Health  Care  Policy  and  Research,  and  in  particular  the  Medical 
Treatment  Effectiveness  Program  (MEDTEP).  If  we  are  to  find  ways  to  lower 
the  growth  in  the  cost  of  health  care  without  jeopardizing  quality  of  care,  the 
treatment  guidelines  and  outcomes  research  undertaken  by  this  Agency  will  be 
critical. 
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E.  Medicare  Contractor  Funding 

AARP  urges  the  Subcommittee  to  provide  funding  for  Medicare 
contractors  at  levels  that  take  into  account  the  contractor's  efficiency  as  well  as 
the  effectiveness  of  the  delivery  of  services  to  beneficiaries.    Contractors  are 
responsible  for  reimbursing  Medicare  beneficiaries  and  providers,  and  providing 
technical  assistance  and  information  about  changes  in  the  Medicare  program. 
In  1989  the  Congress  enacted  Medicare  Physician  Payment  Reform  legislation 
which  completely  revised  the  way  in  which  the  Medicare  program  pays 
physicians.   Contractors  will  continue  to  phase  in  the  new  fee  schedule,  volume 
controls,  and  beneficiary  protections  through  1996.    Without  reasonable 
funding,  critical  reimbursement  problems  for  beneficiaries  and  providers  alike 
would  be  the  result,  as  well  as  further  delays  and  errors  in  processing 
payments. 

F.  Nursing  Home  Inspections 

AARP  urges  the  Subcommittee  to  provide  sufficient  funds  to  support 
survey  and  certification  activities.    Any  reduction  in  this  area  would  have  a 
significant  adverse  impact  on  the  quality  of  nursing  home  care,  particularly 
given  most  states'  current  budget  problems  and  their  inability  to  make  up  for 
reductions  in  the  Federal  match.    A  recent  study  by  nursing  home  providers 
found  that  the  survey  process  was  inconsistent  across  states  and  needed  to  be 
improved.   We  are  also  concerned  that,  as  we  debate  a  major  overhaul  of  our 
health  care  system,  now  is  not  the  time  to  cut  funding  to  ensure  quality  of  care 
in  nursing  homes  or  any  other  health  care  settings.   The  Association  strongly 
urges  that  funding  for  FY  1995  at  least  be  sufficient  to  maintain  current  levels 
of  services  for  survey  and  certification  functions. 

G.  National  Institutes  of  Health 

AARP  supports  increased  funding  —  though  we  recognize  that  this  will 
need  to  be  modest  -  for  research  conducted  by  the  National  Institutes  of  Health 
(NIH).    Research  focused  both  on  treatment  of  disease  and  on  prevention  of 
disease  and  disability  is  critical  to  lowering  health  care  costs  and  assuring 
quality.    As  the  population  ages,  crucial  policy  decisions  will  have  to  be  made 
in  every  sector.    It  is  essential  that  these  decisions  be  grounded  in  solid 
research. 
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H.      Displaced  Homemaker  Program 

AARP  supports  providing  sufficient  funds  to  begin  implementing  the 
Displaced  Homemakers  Self-Sufficiency  Assistance  Act.    For  many  older 
women  who  have  been  homemakers  their  entire  lives  or  have  been  outside  the 
workplace  for  decades,  workforce  re-entry  is  extremely  difficult.    As  the 
workforce  ages,  and  the  older  workforce  becomes  increasingly  female,  the 
services  provided  by  the  Act  and  similar  programs  will  assume  correspondingly 
greater  importance. 

I.        Social  Security  Administration  (SSA)  Staffing  Levels 

We  remain  concerned  that  inadequate  funds  for  SSA,  which  reduced 
staffing  levels  more  than  20%  from  1985  to  1990,  will  continue  to  hamper  the 
agency's  ability  to  deliver  quality  service.   The  most  noticeable  evidence  of 
deteriorating  service  is  the  mounting  backlog  of  disability  applications.    The 
agency  must  receive  sufficient  funding  to  meet  its  current  workload  without 
further  erosion.    AARP  urges  the  Subcommittee  to  provide  sufficient  funds  next 
year  for  this  and  other  critical  activities. 

Mr.  Chairman,  the  programs  mentioned  in  our  testimony  and  others  such 
as  Foster  Grandparents,  Senior  Companions  and  Retired  Senior  Volunteers 
continue  to  have  a  profound  impact  on  older  Americans  throughout  the  nation. 
Thank  you  again  for  this  opportunity  to  express  our  support  of  these  critical 
activities. 
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Mr.  Stokes.  Mr.  Tull,  we  appreciate  very  much  your  appearance 
here  this  morning  and  the  testimony  you  have  given  to  our  sub- 
committee. Thank  you. 


Friday,  February  4,  1994. 

WITNESS 

LADONNA  WILLIAMS,  EXZEMA  ASSOCIATION  FOR  SCIENCE  AND  EDU- 
CATION 

Mr.  Stokes.  Our  next  witness  is  Ms.  LaDonna  Williams. 

Ms.  Williams.  Good  morning.  I  appreciate  the  opportunity  to  be 
here  this  morning.  I  am  LaDonna  Williams.  I  am  excited  to  have 
the  opportunity  to  testify  before  you  today.  I  have  good  news  this 
year.  I  have  appeared  before  the  committee  in  the  past  years  and 
I  am  sure  some  of  you  are  aware  that  I  have  two  children  who  suf- 
fer from  full  body  eczema,  a  red,  rashy,  very  itchy  skin  disease. 

Today  I  am  here  to  thank  you.  Yes,  to  thank  you  for  the  funding 
you  have  budgeted  for  research  to  date.  It  is  because  of  this  re- 
search that  my  soon  to  be  17-year-old  daughter  is  so  beautiful  and 
she  was  able  to  go  to  the  prom  with  confidence  and  high  self-es- 
teem. Chele's  skin  was  clear  for  the  first  time  in  many,  many 
years.  She  was  able  to  wear  a  beautiful  but  skimpy  dress  to  the 
prom.  She  was  even  able  to  be  proud  enough  to  wear  a  bikini  to 
the  party  afterwards. 

Some  of  you  may  have  seen  pictures  of  my  daughter  in  the  past. 
For  years  she  was  covered  with  excema,  which  also  is  known  as 
atopic  dermatitis.  There  were  times  when  she  appeared  to  be  a 
walking  red,  rashy,  body  of  sores,  and  at  other  times  she  was  not 
able  to  walk  at  all  without  her  skin  breaking  open  and  bleeding 
and  itching  constantly.  You  should  see  her  now. 

Research  works.  Some  lay  people  may  assume  since  Chele's  skin 
is  clear  that  she  has  outgrown  her  eczema.  It  is  not  likely.  She  is 
still  medicated  twice  daily.  But  with  the  help  of  research  and  doc- 
tors who  have  access  to  that  research,  therapies  have  been  devel- 
oped that  work  for  her. 

Research  is  crucial.  It  can  make  the  difference  in  the  quality  of 
life,  which  includes  not  only  being  healthy  but  also  being  able  to 
work  and  engage  in  leisure  activities.  My  daughter  has  been  fortu- 
nate, but  there  are  still  thousands  who  need  your  help,  including 
my  young  son  Zackary,  who  is  eight  and  covered  in  eczema  now. 

Please  continue  to  support  research  and  understand  why  NIAMS 
needs  increased  funding.  So  many  sufferers  with  so  many  different 
diseases  will  benefit  from  NIAMS  research.  It  relates  to  skin,  bones 
and  muscles.  The  scope  of  NIAMS  research  is  one  of  the  broadest 
at  NIH  including  not  only  the  newborn  infant  with  skin  disease  but 
the  grandmother  with  arthritis. 

Please  consider  these  facts  and  allow  funding  for  NIAMS  that  re- 
flects the  enormous  scope  of  the  population  NIAMS  must  serve. 

Thank  you. 

[Additional  information  follows:] 
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ECZEMA  FACTS 


ECZEMA:  A  family  of  conditions  including:  atopic  dermatitis,  contact  dermatitis, 
occupational  dermatitis,  seborrheic  dermatitis,  stasis  dermatitis  and  others. 

Atopic  dermatitis  (AD)  is  the  best  characterized  of  the  eczemas  so  we  focus  on  that 
entity. 

HOW  MANY  PEOPLE  HAVE  AD?  10%  of  all  infants.  60%  retain  AD  into  adulthood, 
thus  an  estimated  15  million  Americans  have  atopic  dermatitis. 

WHAT  IS  THE  ECONOMIC  IMPACT?  There  are  no  reliable  figures  for  costs  of  AD. 
If  each  of  the  15  million  Americans  spend  $100  a  year  (a  very  conservative  figure), 
the  cost  would  be  $1 .5  billion.  Added  to  that  is  the  burden  of  occupational  skin  disease, 
85%  of  which  occurs  in  atopics  but  again,  no  precise  figures  are  available. 

DEMOGRAPHICS:  AD  affects  women  and  men  equally,  regardless  of  race,  socio- 
economic status,  or  geographic  location. 

BENCH  TO  BEDSIDE  PROGRESS/RESEARCH  HELP:  Bench  to  bedside,  research 
is  just  beginning  to  pay  dividends.  Interferon-gamma  and  Cyclosporin  A  have  recently 
been  shown  effective  for  severe  AD  and  three  new  topical  non-steroidal  drugs  are 
currently  under  testing. 

PERSONS  DISABLED:  No  data  exists;  with  the  combination  of  severe  atopic  derma- 
titis and  occupational  dermatitis,  we  would  conservatively  estimate  two  thousand 
yearly  in  the  U.S. 

PREVENTION:  Considerable  interest  has  developed  worldwide  for  prevention  of  AD 
by  identifying  allergens  and  protecting  patients  from  them.  Considerable  research  is 
needed  in  this  field. 

Prepared  by  Jon  M  Hanifin  MD,  EASE  Board  of  Directors 


428 

Mr.  Stokes.  Do  they  know  the  causes  of  this? 

Ms.  Williams.  Research  is  going  on  but  genetics  has  a  lot  to  do 
with  it.  My  husband  and  I  cannot  trace  it  back  in  our  family,  but 
it  has  to  be  there  somewhere. 

Mr.  Stokes.  So  it  is  genetic. 

Ms.  Williams.  Yes,  it  is  hereditary. 

Mr.  Stokes.  Thank  you  very  much.  We  appreciate  your  appear- 
ance. 


Friday,  February  4,  1994. 

WITNESS 

RICHARD  J.  PAPPAS,  AMERICAN  ASSOCIATION  OF  COMMUNITY  COL- 
LEGES 

Mr.  Stokes.  Our  next  witness  is  Mr.  Richard  J.  Pappas.  It  is  a 
pleasure  to  have  you  here  before  us  this  morning. 

Mr.  Pappas.  It  is  my  pleasure. 

Mr.  Chairman  and  Members  of  the  subcommittee,  good  morning. 
My  name  is  Rick  Pappas  and  I  am  President  of  the  Harford  Com- 
munity College  in  Belair,  Maryland.  I  am  pleased  to  speak  before 
you  today  to  represent  the  views  of  my  institution  and  those  of  the 
American  Association  of  Community  Colleges,  or  AACC,  to  talk 
about  the  fiscal  year  1995  appropriations  of  the  Department  of 
Education  and  Labor. 

AACC  represents  over  1100  institutions  that  are  degree-granting, 
regionally  accredited  institutions  of  higher  education  for  two  years. 
These  comments  are  also  endorsed  by  the  Association  of  Commu- 
nity College  Trustees.  Before  addressing  the  Nation's  community 
colleges  and  some  of  the  federal  programs  on  which  our  students 
are  heavily  dependent,  allow  me  to  speak  briefly  about  my  own  in- 
stitution which  I  am  real  proud  of,  Harford  Community  College. 

We  are  a  comprehensive  suburban  Baltimore  college  with  enroll- 
ment of  six  thousand  credit  students  and  15,000  noncredit  stu- 
dents. We  guarantee  transferability  to  four-year  institutions  to  our 
two-year  students  and  also  guarantee  our  training  to  business  and 
industry. 

We  have  grown  over  30  percent  in  the  last  five  years  in  credits 
for  students.  We  have  grown,  primarily  and  with  the  help  of  the 
Pell  Grants,  we  have  grown  in  the  same  five  years  from  $389  thou- 
sand of  awards  to  $1,225  million — a  large  increase.  We  have  also 
grown  38  percent  in  minority  student  growth  and  67  percent  in  our 
partnerships  with  business  and  industry.  The  major  employer,  Ab- 
erdeen Proving  Ground,  we  have  trained  over  21  thousand  workers 
in  over  200  programs  in  the  last  five  years. 

As  you  are  well  aware,  the  community  colleges  are  the  fastest 
growing  segment  of  all  of  higher  education  in  America.  We  now  en- 
roll more  than  6.5  million  students  in  accredited  programs,  almost 
45  percent  of  all  undergraduate  students.  Slightly  more  than 
half  of  all  freshmen  enter  community  colleges.  We  also  enroll  a  dis- 
proportionate number  of  minority  students.  Twenty-three  percent 
of  all  community  college  students  are  from  an  ethnic  minority  and 
45  percent  of  those  are  African- Americans. 
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The  vital  Pell  grant  program  is  so  critical  in  maintaining  access 
to  higher  education.  Changes  in  the  grant  that  might  seem  small 
to  other  people,  have  a  tremendous  and  profound  impact  upon  stu- 
dents across  the  country  who  are  deciding  whether  they  can  go  to 
higher  education  at  all;  can  they  afford  to  go?  This  program,  once 
the  bedrock  of  the  student  financial  aid  system,  now  represents 
only  18  percent  of  students  aid  funding.  The  maximum  grant  has 
declined  more  than  30  percent  in  real  terms  since  1979-1980. 

Let  me  give  you  one  example  of  what  Pell  grants  have  done  for 
a  student  on  my  campus.  I  had  20,  but  I  notice  there  is  a  five- 
minute  limitation,  so  I  will  do  one. 

Holly  entered  Harford  Community  College  as  a  divorced  teenager 
with  a  small  child.  She  was  determined  that  she  would  not  become 
an  AFDC  mother.  She  was  fortunate  in  that  she  and  her  small 
daughter  were  able  to  live  with  her  parents  and  they  helped  her 
with  her  child  care  needs.  Her  only  income  was  from  child  support. 
Using  a  Pell  Grant  and  with  help  from  Federal  College  Work 
Study,  she  obtained  a  nursing  degree  in  May  1993.  She  is  now  em- 
ployed by  Franklin  Square  Hospital  in  the  maternity  department 
and  with  her  new  husband  is  able  to  provide  a  good  home  for  her 
child. 

We  are  requesting  A  Pell  Grant  maximum  of  $2500  for  the  1995- 
96  award  year.  A  $200  increase  in  the  maximum  should  cost  well 
under  $400  million,  less  than  a  6  percent  increase  in  the  last  fiscal 
year.  I  can  assure  you  that  the  change  will  have  a  dramatic  effect 
on  college  students  throughout  the  entire  country. 

I  call  your  attention  to  what  is  also  probably  the  most  under- 
funded program  in  the  Higher  Education  Act,  maybe  with  the  ex- 
ception of  Pell  Grants.  That  is  part  A  of  Title  III,  the  Strengthen- 
ing Institutions  Program.  As  you  know,  Title  III  grants  are  typi- 
cally given  to  institutions  that  have  scarse  resources  and  have  a 
high  percent  of  disadvantaged  students.  AACC  urges  the  sub- 
committee to  fund  part  A  of  Title  III  at  $100  million  in  fiscal  1995, 
up  from  $88.6  million  this  current  year.  This  will  allow  approxi- 
mately 30  institutions  to  receive  grants  that  would  not  have  been 
able  to  otherwise. 

Finally,  I  would  like  to  focus  on  Tech  Prep  under  the  Perkins 
Act.  This  represents,  in  my  opinion,  the  cutting  edge  in  educational 
reform.  It  is  the  best  partnership  so  far  between  public  schools  and 
community  colleges.  It  links  academic  and  technical  programs  that 
were  not  really  linked  beforehand  and  allows,  I  think,  just  a  major 
innovation  to  occur  between  the  faculties,  between  the  administra- 
tions and  between  the  whole  community. 

We  urge  the  subcommittee  to  allow  Tech  Prep  to  continue,  ex- 
pand, and  flourish  by  funding  it  at  $125  million  in  fiscal  year  1995. 

I  would  like  to  thank  this  subcommittee  for  your  continued  sup- 
port, and  thank  you  for  allowing  me  to  speak  before  you. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  Members  of  the  Subcommittee,  Good  morning.  My  name  is 
Richard  Pappas  and  I  am  President  of  Harford  Community  College  located  in  Bel  Air, 
Maryland.  I  am  pleased  to  appear  before  you  today  to  represent  the  views  of  my 
institution  and  those  of  the  American  Association  of  Community  Colleges  (AACC)  on 
Fiscal  Year  (FY)  1995  appropriations  for  the  Departments  of  Education  and  Labor. 
AACC  represents  over  1,100  public  and  private  degree-granting,  regionally  accredited 
two-year  institutions  of  higher  education.  These  comments  are  also  endorsed  by  the 
Association  of  Community  College  Trustees  (ACCT). 

Before  addressing  the  nation's  community  colleges  and  some  of  the  federal 
programs  on  which  they  and  their  students  are  so  dependent,  allow  me  to  speak  briefly 
about  Harford  Community  College.  Harford  Community  College  is  a  comprehensive, 
suburban  institution  with  an  enrollment  of  almost  6,000  credit  and  15,000  non-credit 
students  each  year.  We  guarantee  our  transferability  to  students  and  our  training  to 
business  and  industry.  Harford  Community  College  has  seen  growth  of  over  30%  in 
credit  students  over  the  last  five  years,  helped  substantially  by  an  increase  of  Pell  Grant 
awards  from  a  total  of  $389,415  to  $1,225337.  Also  over  those  five  years,  we  have  seen 
a  38%  growth  in  minority  students  and  a  67%  increase  in  our  partnerships  with  business 
and  industry,  and  over  21,000  employees  have  been  trained  at  Aberdeen  Proving 
Ground. 

As  you  are  well  aware,  community  colleges  represent  the  nation's  largest,  and 
fastest  growing,  segment  of  American  higher  education.  Two-year  colleges  now  enroll 
more  than  6.5  million  credit  students-almost  45  percent  of  all  the  individuals  attending 
college  in  the  United  States.  Community  colleges  educate  slightly  more  than  half  of  all 
first-year  college  students.  They  also  enroll  disproportionate  numbers  of  minority 
students.  Twenty-three  percent  of  community  college  students  are  from  ethnic  minority 
groups,  and  45  percent  of  those  are  African-Americans.  In  many  respects,  community 
colleges  have  become  the  "Ellis  Island"  of  higher  education. 

Community  college  students  are  heavily  dependent  on  federal  financial  assistance. 
While  our  institutions  remain  dedicated  to  keeping  tuitions  as  low  as  possible  in  order 
to  make  the  "open  door"  concept  an  ongoing  reality-for  example,  the  average 
community  college's  cost  of  attendance  increased  by  only  10.5  percent  in  real  terms  from 
1982  to  1991,  much  less  than  for  other  sectors  of  higher  education— many  community 
college  students  come  from  such  impoverished  backgrounds  that,  without  student 
financial  aid,  they  could  never  hope  to  meet  all  the  costs  associated  with  attending  one 
of  our  institutions.  The  fact  is  that  even  community  colleges  are  now  far  from  free;  the 
average  total  cost  of  attending  a  two-year  public  institution,  including  all  living  and 
transportation  expenses,  is  $5372  for  the  1993-94  academic  year.  The  average  weighted 
tuition  alone  is  $1,229.  This  is  a  wonderful  bargain,  but  it  still  represents  a  daunting 
sum  of  money  for  many  potential  students. 

We  have  found  that  for  many  low-income  individuals  wanting  to  attend  a 
community  college-these  students  are  often  the  most  disadvantaged  educahonally-the 
specter  of  debt  burden  is  sufficient  to  intimidate  them  from  entering  postsecondary 


432 


education.  Loans  are  not  equal  to  grants,  particularly  for  minority  and  low-income 
people  who  tend  not  to  have  as  much  familiarity  with  credit  as  other  individuals. 
Nevertheless,  the  federal  government  seems  perilously  close  to  sanctioning  a  policy  in 
which  the  financing  of  college  costs  is  done  entirely  through  loans. 

For  these  and  other  reasons,  a  vital  Pell  Grant  program  is  essential  to  maintaining 
real  access  to  postsecondary  education  in  general,  and  community  colleges  in  particular. 
Changes  in  the  grant  that  might  seem  small  to  policymakers  have  a  profound  impact  on 
thousands  of  individual  decisions  made  across  the  country  about  whether  or  not  to 
attend  college.  Unfortunately,  Pell  Grants  have  languished  over  the  last  decade.  This 
program,  once  the  bedrock  of  the  student  financial  aid  system,  now  represents  only  18 
percent  of  total  student  aid  funding.  The  maximum  grant  has  declined  by  more  than 
30  percent  in  real  terms  since  1979-80,  at  a  time  when  overall  college  tuitions  increased 
much  more  rapidly  than  the  Consumer  Price  Index. 

We  acknowledge  the  Herculean  efforts  this  subcommittee  has  made  to  keep  the 
Pell  Grant  program  viable  in  the  face  of  its  ever-mounting  cost.  The  swelling  pool  of 
program  beneficiaries,  rising  from  2.6  million  in  the  1986-87  academic  year  to  an 
estimated  4.3  million  in  the  current  award  year,  has  had  frightening  cost  implications. 
But  the  investment  that  the  federal  government  makes  in  this  program  reaps 
extraordinary  benefits.  This  investment  is  reflected  not  just  in  the  fact  that,  for  example, 
individuals  with  an  associate  degree  earn  on  average  60  percent  more  than  those  with 
a  high  school  diploma,  but  in  the  sense  of  equity  and  upward  mobility  that  the  Pell 
Grant  program  has  come  to  symbolize.  In  fact,  the  growth  in  Pell  Grant  expenditures, 
as  troubling  as  it  has  been  to  this  subcommittee,  is  a  prime  measure  of  its  success.  It 
means  the  program  is  achieving  its  very  purpose:  creating  greater  access  to 
postsecondary  education. 

Let  me  give  you  two  examples  of  what  Pell  Grants  have  done  for  a  student  on  my 
campus.  Holly  P.  entered  Harford  Community  College  as  a  divorced  teenager  with  a 
small  child.  She  was  determined  that  she  would  not  become  an  AFDC  mother.  She  was 
fortunate  in  that  she  and  her  small  daughter  were  able  to  live  with  her  parents  and  they 
helped  her  with  her  child  care  needs.  Her  only  income  was  from  child  support.  Using 
a  Pell  Grant  and  with  help  from  Federal  College-Work  Study,  she  obtained  a  nursing 
degree  in  May  1993.  She  is  now  employed  by  Franklin  Square  Hospital  in  the  maternity 
department,  and,  with  her  new  husband,  is  able  to  provide  a  good  home  for  her  child. 
Scott  C's  wife  left  him  in  1992,  taking  all  of  their  accumulated  assets.  Scott  returned  to 
Harford  County  after  service  with  the  Marine  Corps.  Unemployed,  Scott  began  his 
education  at  Harford  Community  College  using  a  Federal  Pell  Grant  to  pay  for  his 
tuition.  To  supplement  his  expenses,  Scott  has  received  some  scholarships  and  is 
employed  under  the  Federal  College  Work-Study  program.  Scott  will  graduate  in  May 
and  plans  to  transfer  to  a  four-year  institution.  Without  the  Pell  Grant  to  assist  Scott, 
he  may  never  have  taken  that  first  step  toward  enrollment  and  a  career. 

AACC  is  requesting  a  Pell  Grant  maximum  of  $2,500  for  the  1995-96  award  year. 
This  $200  increase  from  the  current  maximum  is  eminently  achievable  given  that  the 
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recent  mushrooming  of  the  program's  cost  has  subsided;  a  $200  increase  in  the 
maximum  should  cost  well  under  $400  million,  less  than  a  6  percent  increase  in  program 
costs  over  FY  1994.  This  maximum  would  represent  a  new  high-water  mark  for  Pell 
and  would  be  an  achievement  of  which  the  subcommittee  could  be  justifiably  proud. 
I  can  assure  you  that  it  would  have  a  positive  effect  on  college  students  across  the 
country. 

AACC  also  supports  increases  of  no  less  than  inflation  for  the  three  Campus- 
Based  programs:  Federal  Supplemental  Educational  Opportunity  Grants,  Federal  College 
Work  Study,  and  Federal  Perkins  Loans.  We  also  stand  behind  the  State  Student 
Incentive  Grant  (SSIG)  program,  irrespective  of  the  Administration's  opposition.  Despite 
what  some  people  say,  SSIG  does  in  fact  leverage  state  funds;  if  you  take  the  program 
away,  you  will  likely  simultaneously  eliminate  seven  or  eight  state  grant  programs. 
SSIG  is  particularly  valuable  because  it  targets  limited  federal  grant  funds  on  students 
attending  college. 

I  also  call  your  attention  to  what  is  probably  the  most  underfunded  program  in 
the  entire  Higher  Education  Act,  with  the  possible  exception  of  Pell  Grants  and  Title  VII 
facilities  construction  grants.  This  is  Part  A  of  Title  EL  the  Strengthening  Institutions 
program.  As  you  know,  Title  IH  grants  are  awarded  to  institutions  with  relatively  few 
resources  that  serve  high  percentages  of  disadvantaged  students.  Title  HI  provides 
struggling  institutions  with  precious  funding  that  they  can  deploy  with  some  discretion— 
to  order  new  books  for  the  library,  to  bolster  institutional  tracking  systems  of  student 
performance,  to  add  counseling  services,  and  so  forth.  By  definition,  all  institutions  that 
are  eligible  to  receive  these  grants  sorely  need  the  funding;  but  because  of  the  stiff 
competition  for  grants,  only  15.3  percent  of  475  applicants  received  them  in  FY  1993. 
This  generates  a  demoralizing  dynamic  in  which  institutions  submit  superb  applications 
that  get  high  ratings  and  still  aren't  funded. 

The  truth  is  that,  despite  its  many  merits,  Part  A  of  Title  IH  has  become  something 
of  an  ignored  program.  No  one  wants  to  cut  Part  A  because  its  value  is  almost 
universally  acknowledged,  but,  alternatively,  no  one  seems  to  be  willing  to  do  more  than 
continue  the  program.  AACC  urges  the  subcommittee  to  fund  Part  A  of  Title  IE  at  $100 
million  in  FY  1995,  up  from  $88.6  million  in  the  current  year.  This  will  allow 
approximately  30  additional  institutions  to  receive  grants. 

Community  colleges  also  have  a  great  interest  in  the  Carl  D.  Perkins  Vocational 
and  Applied  Technology  Education  Act.  The  Basic  State  Grants  portion  of  this  program 
has  been  criticized,  but  its  funds  are  used  for  a  variety  of  programmatic  improvements 
that  often  would  not  occur  without  the  federal  effort-be  it  computer  laboratories, 
computer-assisted  design  instrumentation,  or  automotive  technology  equipment.  Like 
Title  fH,  these  funds  are  of  enormous  benefit  to  our  schools  because  they  can  be  used  in 
a  variety  of  ways.  Perkins  equipment  funds  also  usually  create  tremendous  state  and 
private  leveraging  power.  It  is  rare  to  find  large  and  expensive  equipment  in  a 
community  college  that  has  just  one  funding  source,  and  Perkins  is  a  key  component  of 
the  leveraging  equation. 
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I  would  like  to  focus  on  the  Tech-Prep  program  authorized  under  the  Perkins  Act. 
Tech-Prep  represents  the  cutting  edge  in  educational  reform.  It  helps  create  partnerships 
between  high  schools  and  postsecondary  institutions,  links  academic  and  vocational 
education,  and  emphasizes  the  teaching  of  practices  found  in  high-performance  work 
organizations.  The  federal  government  has  acted  as  an  essential  catalyst  of  this  program; 
its  relatively  small  investment  in  Tech-Prep  has  led  to  the  establishment  of  Tech-Prep 
consortia  in  36%  of  the  nation's  community  colleges  in  the  1991-92  academic  year,  with 
58%  planning  to  have  at  least  one  program,  according  to  an  August  1993  GAO  study. 
Given  this  dynamic  growth,  it  is  not  surprising  that  Tech-Prep  is  viewed  by  the 
Administration  as  being  a  key  component  of  its  School-to-Work  (STW)  strategy. 
Regrettably,  the  Tech-Prep  appropriation  was  frozen  in  FY  1994  at  the  previous  year's 
level  of  $104.1  million.  This  was  consistent  with  the  general  holding  pattern  that  the 
Administration  took  in  regards  to  Perkins.  However,  we  urge  the  Subcommittee  to 
allow  Tech-Prep  to  continue  to  expand  and  flourish  by  funding  it  at  $125  million  in  FY 
1995.  The  funds  are  needed  in  order  to  maintain  the  program's  momentum;  they  will 
also  help  create  a  fluid  interface  between  Tech-Prep  and  STW  and  thereby  lay  the 
groundwork  for  a  national  STW  system. 

Because  the  Administration's  budget  has  not  been  submitted,  AACC  does  not 
have  a  specific  recommendation  for  the  STW  program.  AACC  strongly  endorses  the 
pending  STW  legislation,  and  is  particularly  pleased  that  STW  "career  programs"  will 
generally  provide  a  clear  route  to  postsecondary  education  or  training.  AACC  hopes 
that  you  will  give  due  consideration  to  the  Administration's  budget  request.  Already, 
the  development  grants  provided  through  the  FY  1994  appropriation  are  being  felt  across 
the  country. 

Finally,  let  me  state  AACC's  support  for  the  general  thrust  of  the  Administration's 
Workforce  Security  Act,  which  will  probably  be  introduced  late  this  month.  Many 
community  colleges  play  an  important  role  in  the  delivery  of  local  Job  Training 
Partnership  Act  (J  1  PA)  training  and  education  services.  The  colleges  are  keenly  aware 
that  current  federal  education  and  job  training  programs  overlap  needlessly  and  are  at 
times  conflicting.  We  believe  that  streamlining  these  programs  and  providing  enhanced 
services  to  dislocated  workers  is  long  overdue.  The  Administration  has  pledged  to  fund 
this  new  initiative  at  a  level  that  will  go  far  in  providing  the  immense  amount  of 
services  that  are  necessary.  AACC  commends  this  subcommittee  for  providing 
substantially  enhanced  funding  for  the  Dislocated  Workers  program  in  the  JTPA  in  FY 
1994,  and  hopes  that  resources  can  be  identified  to  fund  the  Workforce  Security  Act  as 
requested  by  the  Administration.  We  understand  that  offsetting  reductions  in  other 
programs  will  need  to  be  made,  but  we  hope  that  this  will  be  done  judiciously. 

This  concludes  my  prepared  statement.  I  would  be  happy  to  answer  any 
questions  that  you  may  have. 
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Mr.  Stokes.  We  thank  you,  Mr.  Pappas,  for  your  appearance 
here  and  for  the  testimony  you  have  given  us  this  morning. 
Mr.  Pappas.  Thank  you  very  much. 


Friday,  February  4,  1994. 

WITNESS 

CHARLES    H.    WALLAS,    M.D.,    AMERICAN    ASSOCIATION    OF    BLOOD 
BANKS 

Mr.  Stokes.  Our  next  witness  is  Dr.  Charles  H.  Wallas. 

Mr.  Wallas.  Mr.  Chairman  and  Members  of  the  subcommittee, 
my  name  is  Charles  H.  Wallas,  M.  D.,  Director  of  the  Blood  Bank 
of  the  Vanderbilt  University  Medical  Center  in  Nashville,  Ten- 
nessee. Today  I  testify  as  President  of  the  American  Association  of 
Blood  Banks  in  support  of  the  transfusion  research  activities  of  the 
National  Institutes  of  Health  and  the  National  Heart,  Lung  and 
Blood  Institute.  I  respectfully  request  that  my  full  written  state- 
ment be  included  in  the  record. 

Mr.  Stokes.  Without  objection. 

Dr.  Wallas.  The  American  Association  of  Blood  Banks  is  a  pro- 
fessional medical  society  for  2,400  blood  banks  and  transfusion 
services  and  nearly  9,000  individuals  engaged  in  blood  banking  and 
transfusion  medicine.  Our  member  facilities  collect  virtually  the  en- 
tire Nation's  blood  supply.  Many  of  our  individual  members  are  sci- 
entists engaged  in  research  supported  by  the  NIH.  Many  of  our 
members  also  participate  in  the  enormously  successful  National 
Marrow  Donor  Program. 

Mr.  Chairman,  on  behalf  of  all  of  our  members,  I  would  like  to 
thank  the  committee  for  the  important  support  of  medical  research. 
With  the  support  of  Congress,  NHLBI  has  funded  important  initia- 
tives in  transfusion  medicine. 

Today  I  wish  to  explain  AABB's  support  for  transfusion  medicine 
research  initiatives  in  the  area  of  blood  safety,  improved  blood  stor- 
age and  stem  cells.  Blood  safety,  while  the  U.S.  blood  supply  is 
safer  now  than  ever  before,  transfusion  researchers  strive  to  make 
transfusions  even  safer.  The  advent  of  HIV  and  Hepatitus  B  and 
C  testing  has  greatly  increased  blood  safety.  But  bacterial  and  viral 
contamination  still  remains  a  threat. 

Research  is  needed  to  improve  current  methods  of  detecting  vi- 
ruses and  bacteria  that  can  be  carried  in  blood.  Research  is  also 
needed  to  develop  methods  of  destroying  infectious  agents  that  may 
be  present  in  a  unit  of  donated  blood.  AABB  appreciates  the  com- 
mittee's past  support  for  this  research,  and  I  am  happy  to  report 
that  the  institute  has  issued  a  request  for  applications  for  research 
into  enactivation  of  viruses  in  blood  and  cellular  blood  components. 

Opportunities  also  exist  for  improving  the  current  battery  of 
eight  infectious  disease  tests  to  which  all  units  of  blood  donated  for 
transfusion  are  currently  subjected.  We  will  be  depending  on  the 
research  community  for  the  development  of  testing  for  other  infec- 
tious diseases  that  may  pose  a  threat  to  the  blood  supply  such  as 
trypanosomiasis,  parvovirus  infection  and  babesiosis. 

There  is  evidence  that  blood  transfusion  may  pose  a  risk  to  the 
body's  immune  system.  Researchers  theorize  that  filtering  white 
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blood  cells  from  blood  or  using  gamma  radiation  to  eliminate  the 
cell's  ability  to  divide  may  reduce  these  immunologic  reactions. 
Further  research  is  especially  important  for  enhancing  the  treat- 
ment of  people  with  AIDS. 

Improved  blood  storage.  Basic  research  into  the  changes  that 
occur  in  blood  during  storage  has  led  to  the  more  efficient  use  of 
blood  components.  The  shelf  life  of  red  cells  has  been  extended 
from  21  to  42  days,  from  three  to  five  days  for  platelets  and  from 
three  years  to  10  years  for  frozen  red  cells.  However,  the  demand 
for  platelets  to  treat  cancer,  organ  transplants  and  trauma  patients 
continues  to  grow.  Maintaining  stocks  of  platelets  is  difficult  be- 
cause, for  reasons  still  unclear,  they  rapidly  lose  their  biological  ac- 
tivity during  storage.  We  need  increased  research  funding  in  the 
area  of  blood  storage,  especially  platelets. 

Finally  stem  cell  research.  Specialized  blood  preparations,  includ- 
ing high  concentrations  of  platelets  and  stem  cells,  are  increasingly 
used  to  treat  patients  suffering  from  breast  cancers  and  other  ma- 
lignancies. Stem  cells,  the  basic  blood  cells  which  generate  all  other 
blood  cells,  are  found  in  the  bone  marrow  and  in  small  amounts 
circulating  in  the  blood  stream.  These  peripheral  blood  stem  cells 
offer  a  therapy  that  might  replace  expensive  bone  marrow  trans- 
plants. 

Blood  from  a  placenta  also  appears  to  contain  stem  cells  in  suffi- 
cient quantities  to  reconstitute  the  bone  marrow  of  recipients.  The 
institute  is  supporting  a  study  to  determine  whether  a  repository 
of  frozen  placenta  blood  is  an  efficient  means  of  assuring  a  high 
probability  of  finding  compatible  stem  cells  for  transplantation. 

The  first  placental  stem  cell  transplants  were  recently  performed 
in  which  placental  cells  from  the  repository  were  used  to  reconsti- 
tute the  marrow  of  two  children  suffering  from  leukemia.  Both  pa- 
tients have  shown  evidence  of  engraftment.  While  appearing  ex- 
tremely promising,  peripheral  and  placental  blood  stem  cell  thera- 
pies require  additional  research.  The  AABB  supports  the  institute's 
plans  to  establish  a  specialized  center  of  research  to  study  the  biol- 
ogy of  stem  cells. 

Finally,  increased  funding.  Increased  NHLBI  and,  overall,  any 
funding  is  necessary  in  order  to  assure  American  competitiveness 
in  the  biotechnology  arena.  Recognizing  the  budgetary  constraints 
facing  Congress,  the  AABB  supports  the  off-budget  medical  re- 
search trust  fund  proposed  by  Senators  Tom  Harkin  and  Mark 
Hatfield. 

We  are  concerned  that  the  American  cohort  of  medical  research- 
ers is  aging,  and  without  additional  training  America  will  lose  its 
competitive  edge  in  medical  research.  This  additional  support  from 
the  trust  fund  will  enable  America  to  train  a  new  generation  of 
medical  researchers  and  to  retain  its  preeminent  position  in  the 
field  of  medical  research. 

Thank  you  for  this  opportunity  to  discuss  federal  support  for 
transfusion  medicine  research  and  for  your  strong  support  in  the 
past  for  funding  medical  research.  I  will  be  happy  to  answer  any 
questions  you  might  have. 


Mr.  Stokes.  Thank  you  very  much,  Dr.  Wallas,  for  your  appear- 
ance and  your  testimony  before  our  subcommittee  this  morning. 
Dr.  Wallas.  Thank  you  for  your  interest. 
[The  prepared  statement  follows:] 
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Mr.  Chairman  and  members  of  the  Subcommittee,  my  name  is  Dr.  Charles  H.  Wallas,  MD. 
I  am  the  Director  of  the  Blood  Bank  at  Vanderbilt  University  Medical  Center  in  Nashville, 
Tennessee.  Today,  I  testify  as  President  of  the  American  Association  of  Blood  Batiks 
(AABB)  in  support  of  the  transfusion  medicine  research  activities  of  the  National  Institutes 
of  Health  (NIH)  and  the  National  Heart,  Lung,  and  Blood  Institute  (NHLBI).  I  will  testify 
briefly  about  the  current  state  of  transfusion  medicine  research  and  areas  that  the 
Association  believes  merit  additional  funding.  I  respectfully  request  that  my  full  written 
statement  be  included  in  the  record. 

The  American  Association  of  Blood  Banks  is  the  professional  medical  society  for  149 
community  and  regional  blood  centers,  52  American  Red  Cross  blood  centers,  768  hospital- 
based  blood  banks,  1534  hospital  transfusion  services  and  nearly  9,000  individuals  engaged 
in  blood  banking  and  transfusion  medicine.  Our  member  facilities  are  responsible  for 
collecting  virtually  the  entire  nation's  blood  supply  and  for  transfusing  more  than  80  percent 
of  the  blood  used  for  patient  care  in  the  United  States.  Our  Association  membership 
includes  many  scientists  engaged  in  research  supported  by  awards  from  the  NIH,  most 
specifically  the  NHLBI.  Throughout  its  47-year  history,  the  AABB  has  been  dedicated  to 
maintaining  a  safe  and  adequate  blood  supply  for  the  American  people. 

TRANSFUSION  MEDICINE 

Each  year  in  the  United  States,  about  12  million  units  of  red  blood  cells  are  transfused  into 
about  3  million  patients.  About  2  million  units  of  plasma  and  over  7  million  units  of 
platelets  are  transfused  annually!  Over  350,000  (2.5  percent)  of  these  units  are  transfused 
into  patients  who  donated  their  own  blood  prior  to  their  surgery  (autologous  blood 
donation). 

An  adequate  supply  of  blood  is  critical  to  the  advances  that  have  been  made  in  many 
segments  of  health  care.  Future  advances  in  many  areas  of  medicine  thus  will  depend  on 
continued  progress  in  the  provision  of  safe  and  effective  transfusion  services. 
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FUNDING  NEEDS  IN  TRANSFUSION  MEDICINE  RESEARCH 

Transfusion  medicine  is  a  multidisciplinary  medical  specialty  encompassing  both  basic 
science  research  and  clinical  practice  responsibilities. 

The  AABB  appreciates  the  generous  support  that  transfusion  medicine  researchers  have 
received  from  the  NIH  via  the  Congressional  appropriations  process.  With  the  Committee's 
encouragement,  the  NHLBI  has  supported  initiatives  in  transfusion  medicine  that  hqte  saved 
many  lives  and  resulted  in  health  care  cost  reductions  through  disease  prevention.  However, 
much  work  remains.  To- further  improve  the  safety  and  efficacy  of  transfusion-medicine,  the 
AABB  advocates  increased  support  for  transfusion  medicine  research  initiatives  in  the  area 
of  blood  safety,  improved  blood  storage,  and  stem  cells. 

BLOOD  SAFETY  ISSUES 

While  the  U.S.  blood  supply  is  safer  than  ever,  transfusion  medicine  researchers  strive  to 
make  receiving  a  transfusion  even  safer.  The  development  and  introduction  of  testing  for 
AIDS  and  hepatitis  viruses  was  instrumental  in  improving  blood  safety.  Today  every  blood 
donation  is  subjected  to  no  less  than  eight  infectious  disease  tests.  Six  of  these  tests  were 
implemented  since  198S.  But  continued  research  into  the  earlier  identification  of  AIDS, 
hepatitis,  and  other  viral  infections  is  still  needed.  Due  to  recent  concerns  over  bacterial 
contamination  of  blood,  there  is  now  a  need  for  improved  detection  of  bacterial 
contamination  in  units  of  blood  as  well. 

Despite  much  progress,  viral  and  bacterial  contamination  is  still  a  threat  to  the  blood  supply. 
Research  is  needed  in  two  areas  to  reduce  this  risk.  First,  researchers  must  improve  current 
methods  of  DETECTING  viruses  and  bacteria  that  can  be  carried  in  blood.  Second, 
researchers  must  develop  methods  of  DESTROYING  the  infectious  agents  such  as  bacteria 
and  viruses  that  may  be  present  in  a  unit  of  donated  blood. 

Transfusion  medicine  researchers  are  working  to  develop  simple,  cost-effective  procedures 
to  destroy  the  infectivity  of  transfusion-transmitted  viruses  in  blood  components  while 
maintaining  the  therapeutic  effectiveness  of  these  preparations.  The  AABB  appreciates  the 
Committee's  past  support  for  research  in  this  area  and  I  am  happy  to  report  that  the 
Institute  has  issued  a  Request  for  Applications  (RFA)  for  research  into  the  inactivation  of 
viruses  in  blood  and  cellular  blood  components. 

Transfusion  medicine  researchers  also  support  the  maintenance  of  surveillance  programs 
that  track  the  transmission  of  disease  by  transfusion.  One  example  of  research  in  this  area 
is  the  Retrovirus  Epidemiology  Donor  Study  (REDS).  This  study  ascertains  risk  factors  for 
donors  infected  with  HIV  and  other  viruses  and  characterizes  the  donor  population  by 
geographic  location,  age,  sex,  race/ethnicity,  and  donation  history.  REDS  has  increased  our 
knowledge  of  the  prevalence  of  infectious  disease  in  blood  donors.  The  results  of  this  study 
should  help  ensure  that  blood  banks  utilize  the  most  appropriate  donor  screening  criteria 
possible.  The  AABB  supports  renewal  of  funding  for  this  important  study. 
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Improved  laboratory  tests  to  detect  infected  blood  are  also  needed.  Diseases  such  as 
trypanosomiasis,  parvovirus  infection  and  babesiosis  are  examples  of  infectious  diseases 
whose  potential  threat  to  the  blood  supply  is  being  closely  monitored  and  for  which 
improved  detection  systems  would  be  beneficial. 

Besides  the  potential  for  viral  and  bacterial  infection,  transfusions  pose  a  second  risk: 
effects  on  the  patient's  immune  system.  As  medical  researchers  increase  their  understanding 
of  the  functioning  of  the  immune  system,  it  has  become  clear  that  transfusion  affects  the 
patient's  immune  system.  These  effects  may  lead  to  increases  in  infections  or  even  cancer 
recurrence.  Better  understanding  of  these  effects  will  allow  hospital  transfusion  services  to 
tailor  transfusions  to  patients'  needs  and  reduce  the  adverse  effects  of  transfusion. 

Immunologic  research  could  also  lead  to  improved  transfusion  therapy  for  people  with 
AIDS.  Research  is  needed  to  determine  whether  people  with  AIDS  should  receive  blood 
transfusions  since  they  may  activate  the  virus  in  individuals  infected  with  HIV.  Researchers 
theorize  that  filtering  leukocytes  (white  blood  cells)  out  of  blood  for  transfusion  or  using 
gamma  radiation  to  eliminate  the  cells'  ability  to  divide  may  reduce  immunologic  reactions 
in  transfusion  recipients.  Research  is  needed  to  determine  whether  it  would  be  medically 
efficacious  to  remove  white  blood  cells  from  all  blood  for  transfusion  and,  if  so,  whether  this 
procedure  is  cost-effective. 

CANCER  THERAPY 

Transfusion  medicine  has  many  applications  in  cancer  therapy.  Specialized  blood 
preparations  containing  concentrations  of  platelets  and  stem  cells  are  increasingly  used  to 
treat  cancer  patients.  More  research  is  needed  to  increase  the  effectiveness  and  reduce  the 
costs  of  these  preparations. 

IMPROVED  BLOOD  STORAGE 

Basic  research  into  the  biochemical  nature  of  the  storage  lesion  (changes  that  occur  in  blood 
during  storage)  has  extended  the  period  of  time  that  blood  components  may  be  stored 
without  losing  their  effectiveness.  The  shelf  life  of  red  blood  cells  has  been  extended  from 
21  to  42  days,  that  of  platelets  from  three  to  five  days,  and  that  of  frozen  red  blood  cells 
from  three  years  to  ten  years.  These  advances  improve  the  ability  to  maintain  an  adequate 
blood  supply,  especially  to  hospitals  in  rural  areas,  and  provide  for  enhanced  treatment  of 
cancer  and  trauma  patients.  These  .advances  have  also  resulted  in  significant  reductions  in 
blood  wastage  thereby  conserving  scarce  health  care  dollars.  However  more  research  is 
needed.  The  demand  for  platelets  to  treat  cancer,  organ  transplants,  and  trauma  patients 
continues  to  grow.  Maintaining  adequate  supplies  of  platelets  is  difficult  because,  for 
reasons  still  unclear,  platelets  rapidly  lose  their  biological  activity  during  storage.  Funded 
studies  of  the  basic  biology  of  platelets  would  improve  not  only  the  platelet  storage  period, 
but  also  allow  more  efficient  use  of  platelets  and  decrease  wastage.  The  result  would  be 
a  more  cost-effective  utilization  of  the  nation's  blood  resource.  We  support  increased 
research  funding  in  the  area  of  blood  storage,  especially  platelets. 
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STEM  CELL  RESEARCH 

The  AABB  encourages  support  for  studying  the  biology  of  stem  cells,  including  a  new 
Specialized  Center  of  Research  (SCOR).  Stem  cells,  the  basic  blood  cells  which  generate 
all  other  blood  cells,  are  found  in  the  bone  marrow,  in  small  amounts  circulating  in  the 
bloodstream,  and  in  placental  and  umbilical  cord  blood.  A  therapy  has  been  developed 
using  peripheral  blood  stem  cells  that  may  allow  reconstitution  of  a  patient's  bone  marrow 
without  costly  bone  marrow  donation.  With  additional  research,  peripheral  blood  stem  cell 
therapy  might  replace  the  much  more  expensive  bone  marrow  transplants  currently  used  to 
treat  leukemia,  breast  cancer  and  other  malignancies.  

Peripheral  blood  stem  cell  therapy  offers  many  advantages  over  traditional  bone  marrow 
transplantation.  Stem  cell  therapy  reduces  hospitalization  time,  thereby  saving  costs  and 
decreasing  dangers  to  patients  such  as  sepsis  or  bleeding. 

While  extremely  promising,  peripheral  blood  stem  cell  therapy  requires  additional  study. 
Research  is  needed  to  identify  undifferentiated  stem  cells  that  are  in  the  first  stages  of 
development  and  thus  capable  of  maturation  into  any  of  the  specific  blood  cells. 
Identification  of  these  cells  would  remove  many  barriers  to  new  research,  because  in  a 
successful  transplant,  it  is  these  undifferentiated  stem  cells  that  permanently  repopulate  the 
patient's  bone  marrow.  Research  is  also  needed  to  cultivate  stem  cells  selectively  so  that 
more  developed  cells  can  be  infused  that  would  result  in  even  faster  bone  marrow 
reconstitution  in  the  patient 

Blood  from  placentas  and  severed  umbilical  cords  may  contain  stem  cells  in  sufficient 
quantities  to  reconstitute  the  bone  marrow  of  recipients.  The  Institute  is  supporting  a  study 
to  determine  whether  a  repository  of  frozen  placental  bloods  is  an  efficient  and  cost- 
effective  means  of  assuring  a  high  probability  of  finding  compatible  stem  cells  for 
transplantation.  The  first  placental  stem  cell  transplants  were  recently  performed  in  which 
placental  cells  from  the  repository  were  used  to  reconstitute  the  marrow  of  two  children 
suffering  from  leukemia.   Both  patients  showed  evidence  of  engraftment. 

It  may  be  possible  to  cultivate  transplantable  stem  cells  in  vitro.  Stem  cells  produced  in  the 
laboratory  could  be  developed  to  shore  up  compromised  immune  systems  or  engineered  to 
correct  genetic  defects.  However,  more  research  into  the  basic  biology  of  stem  cells  is 
needed  to  develop  fully  the  potential  of  this  promising  therapy. 

FUNDING  MECHANISMS 

Due  to  the  critical  nature  of  this  research,  the  AABB  supports  funding  these  initiatives 
through  the  NIH's  contract  process  as  well  as  through  investigator-initiated  mechanisms. 
Since  transfusion  medicine  research  is  often  oriented  towards  the  clinical  setting,  transfusion 
medicine  research  proposals  are  sometimes  more  effectively  funded  using  the  NTH  contract 
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processes.  We  therefore  urge  the  Committee  to  encourage  the  Institute  to  develop  specific 
Requests  for  Proposals  (RFPs)  and  Requests  for  Applications  (RFAs)  in  the  areas  of  blood 
safety,  blood  storage,  and  stem  cell  research. 

IMPORTANCE  OF  IDENTIFYING  ADDITIONAL  SOURCES  OF  FUNDING  FOR 
MEDICAL  RESEARCH 

America's  preeminence  in  biomedical  science  is  the  result  of  the  enormous  refurn  our 
nation  has  received  from  its  investment  in  biomedical  research.  The  AABB 'strongly 
supports  increased  NHLBI  and  overall  NTH  funding  in  order  to  assure- American 
competitiveness  in  the  biotechnology  arena.  We  also  strongly  believe  that  a  prudent  strategy 
of  investing  in  biomedical  transfusion  medicine  research  can  focus  on  preventive  care  and 
thus  return  a  substantial  savings  in  health  care  costs. 

We  are  concerned  that  the  American  cohort  of  medical  researchers  who  are  competitive  in 
the  NIH  grants  process  is  aging  and  that  without  additional  training,  America  will  lose  its 
competitive  edge  in  medical  research.  Additional  funding  sources  for  medical  research  must 
be  identified  so  that  novice  researchers  will  have  a  chance  to  earn  research  grants.  The 
AABB  supports  increasing  training  grants  for  individuals  interested  in  performing  medical 
research. 

AABB  endorses  the  recommendation  of  the  NHLBI  Constituency  Group  for  a  nine  percent 
increase  in  NHLBI  funding,  to  $1.5  billion  for  Fiscal  Year  1995.  This  recommendation 
conforms  to  the  nine  percent  increase  for  the  NIH  overall  recommended  by  the  Ad  Hoc 
Group  for  Medical  Research  Funding.  Recognizing  the  budgetary  constraints  Appropriators 
face,  the  AABB  supports  the  off-budget  medical  research  trust  fund  proposed  by  Senators 
Tom  Harkin  and  Mark  Hatfield.  The  Harkin-Hatfield  proposal  would  supplement  annual 
NIH  appropriations  with  a  special  Fund  for  Medical  Research  created  with  a  surcharge  on 
all  health  insurance  premiums.  Supporters  say  the  proposal  would  increase  NIH  funding 
by  50  percent,  enabling  the  Institutes  to  increase  their  grant  approval  rate  by  approximately 
50  percent.  This  additional  funding  would  enable  America  to  train  a  new  generation  of 
medical  researchers  and  retain  its  preeminent  position  in  the  field  of  medical  research.  The 
money  invested  in  this  trust  fund  would  be  returned  manyfold  in  the  form  of  lower  health 
care  costs  realized  through  the  prevention  and  cure  of  diseases. 

Thank  you  for  this  opportunity  to  discuss  federal  support  for  transfusion  medicine  research. 
I  will  be  happy  to  answer  any  questions  you  may  have. 
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Friday,  February  4,  1994. 

WITNESS 

RICHARD  G.  VERNON,  INTER-NATIONAL  ASSOCIATION  OF  BUSINESS, 
INDUSTRY  AND  REHABttlTATION 

Mr.  Stokes.  Our  next  witness  is  Mr.  Richard  G.  Vernon. 

It  is  a  pleasure  to  have  you  appear  before  our  subcommittee  this 
morning. 

Mr.  VERNON.  Thank  you,  Mr.  Chairman.  I  am  honored. 

Mr.  Chairman  and  other  Members  of  the  subcommittee,  good 
morning.  I  am  Richard  Vernon.  I  am  here  to  speak  on  behalf  of  the 
Inter-National  Association  of  Business,  Industry  and  Rehabilita- 
tion, which  is  the  association  for  Projects  With  Industry.  I  am  a 
local  attorney.  I  am  not  a  lobbyist.  I  am  not  an  employee  of  the  pro- 
gram. I  want  to  talk  to  you  as  a  local  employer. 

I  am  a  partner  of  the  law  firm  of  Lerch,  Early  and  Brewer  in  Be- 
thesda,  Maryland.  I  serve  on  the  Executive  Advisory  Committee  of 
the  Washington  Metropolitan  Project  With  Industry.  This  is  a 
project  sponsored  by  the  Electronic  Industries  Foundation,  the 
foundation  of  the  Electronic  Industries  Association.  The  project  is 
funded  by  the  Rehabilitation  Services  Administration  at  the  De- 
partment of  Education. 

Our  PWI  is  one  of  133  projects  across  the  country.  These  are  pro- 
grams that  have  the  singular  purpose  of  assisting  persons  with  dis- 
abilities in  gaining  employment  in  competitive,  community  jobs. 
PWI  differs  from  other  placement  programs  in  several  respects. 
First,  business  is  recognized  as  a  full  partner  in  the  process.  Busi- 
ness Advisory  Councils  are  key  to  every  aspect  of  the  program, 
from  determining  labor  market  needs  to  designing  training  that 
will  meet  employer  needs.  Our  BAC  is  called  the  Executive  Advi- 
sory Committee.  The  companies  and  organizations  represented  in- 
clude: TRW,  Inc.,  GTE  Spacenet,  George  Washington  University, 
Motorola,  Inc.,  and  Nordstroms. 

PWI  is  the  only  program  under  the  Rehabilitation  Act  where  pro- 
grams must  meet  standards  and  indicators  of  success  in  order  to 
be  funded  originally  or  to  get  continued  funding.  These  standards 
and  indicators  were  mandated  by  Congress  in  1986,  and  they  have 
been  in  use  for  more  than  four  years  now.  These  standards  include 
serving  a  certain  percentage  of  persons  with  severe  disabilities,  a 
specific  level  of  placement  and  a  maximum  cost  per  placement.  If 
a  project  cannot  meet  the  standards,  their  funding  is  discontinued. 

Let  me  tell  you  about  our  PWI  in  the  D.C.  area.  This  project  is 
really  two  local  PWIs  managed  by  EIF  under  the  Washington  Met- 
ropolitan Project  With  Industry.  In  addition  to  providing  basic  job 
referral  and  job  placement  services  to  culturally  diversified  citizens 
with  disabilities,  WMPWI  also  operates  a  project  for  college-level 
students  with  disabilities,  using  both  interactive  and  integrated 
networks  and  database  systems  to  support  referral  and  placement 
efforts. 

Last  year,  over  124  persons  were  served  through  WMPWI,  of 
which  86  percent  had  severe  disabilities.  Better  than  statistics, 
however,  are  the  real  life  stories  of  those  who  have  benefitted  from 
our  project. 
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You  may  remember  the  story  of  the  young,  well-known  chef  at 
the  Capitol  Hilton  who  was  kidnapped  at  gunpoint,  forced  on  a 
harrowing  two-hour  drive  in  his  own  car  and  ended  up  on  the  Cap- 
ital Beltway  in  Maryland  where  he  tried  to  escape  and  was  shot 
four  times,  including  one  that  shattered  his  spine.  He  thought  he 
would  never  be  able  to  be  a  chef  again  since  he  could  not  stand  to 
work. 

The  EIF  Metropolitan  PWI  helped  get  John  Nuchey  get  a  special 
Lifestand  wheelchair  and  then  worked  to  get  him  a  job  as  an  as- 
sistant chef  at  the  Grand  Hyatt  Hotel.  He  appeared  on  the  cover 
of  the  Department  of  Education's  American  Rehabilitation  Maga- 
zine in  the  winter,  1992,  issue.  There  he  is  standing,  doing  his  job 
as  an  assistant  chef. 

The  federal  government  paid  over  $275  thousand  for  our  local 
PWI  last  year.  What  did  it  get  in  return?  Each  of  the  124  who  got 
jobs  last  year  like  John  will  end  up  paying  nearly  $3  thousand  in 
federal  taxes  or  approximately  $136  thousand  for  all  placements. 
In  addition,  each  of  these  individuals  will  pay  $1,361  in  FICA  taxes 
with  an  equal  amount  contributed  by  the  employer,  for  a  total  of 
$140  thousand  plus.  The  savings  in  total  taxes  alone  are  more  than 
$276  thousand  for  a  single  year,  and  that  is  more  than  the  cost  of 
the  program  to  the  federal  government. 

Now,  six  of  the  persons  placed  depended  on  Social  Security  Dis- 
ability Insurance  or  Supplemental  Security  Income  prior  to  getting 
a  job  through  the  PWI.  Their  support  payments  totaled  approxi- 
mately $36  thousand  and  the  federal  government  will  no  longer 
have  to  make  these  support  payments. 

We  recommend  that  $50  million  be  appropriated  for  Projects 
With  Industry  in  fiscal  year  1995.  This  is  also  the  recommendation 
of  the  Consortium  for  Citizens  with  Disabilities. 

We  acknowledge,  particularly  the  day  after  the  President  indi- 
cated his  desire  to  make  substantial  budget  cuts,  that  this  is  more 
than  twice  the  current  level  of  funding  at  $22  million.  The  $50  mil- 
lion expenditure  would,  however,  we  believe  result  in  $150  million 
in  savings  in  one  year  alone.  This  is  not  idle  speculation.  It  is 
based  on  a  survey  of  current  projects  and  their  estimates  of  how 
much  their  project  can  grow  and  realistically  expand.  It  will  also 
allow  similar  projects  to  be  created. 

We  appreciate  the  strict  budgetary  limits  placed  on  the  sub- 
committee. Because  of  those  limits  we  urge  you  to  put  priority  on 
programs  that,  first,  meet  an  identified  need  such  as  providing  job 
opportunities  to  those  with  the  most  significant  barriers  to  employ- 
ment, the  disabled;  second,  that  has  a  proven  track  record  of  meet- 
ing identified  needs;  and,  third,  at  the  same  time  reduces  net  gov- 
ernment expenditure. 

We  have  ask  you  to  include  the  report  language  suggested  in  the 
written  remarks  which  recommended  funding  at  the  $50  million 
level. 

Mr.  Stokes.  Mr.  Vernon,  we  appreciate  the  testimony  you  have 
given  our  subcommittee  this  morning.  Thank  you  for  your  appear- 
ance. 

Mr.  Vernon.  Thank  you  very  much. 

[The  prepared  statement  follows:] 
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Good  morning  Mr.  Chairman.  My  name  is  Richard  G.  Vernon.  I  am  here  to 
speak  on  behalf  of  the  Inter-National  Association  of  Business,  Industry  and 
Rehabilitation  (I-NABIR),  the  association  for  Projects  With  Industry  (PWI). 
I  am  a  local  attorney  - 1  am  not  a  lobbyist  - 1  am  not  an  employee  of  a 
program  - 1  want  to  talk  to  you  as  a  local  employer.  I  am  a  partner  in  the  firm 
of  Lerch,  Early  &  Brewer  in  Bethesda,  Maryland.  I  serve  on  the  Executive 
Advisory  Committee  of  the  Washington  Metropolitan  Project  With  Industry. 
This  is  a  project  sponsored  by  the  Electronic  Industries  Foundation,  the 
foundation  of  the  Electronic  Industries  Association.  The  project  is  funded  by 
the  Rehabilitation  Services  Administration  at  the  Department  of  Education. 
Our  PWI  is  one  of  133  projects  across  the  country.  These  are  programs  that 
have  the  singular  purpose  of  assisting  persons  with  disabilities  in  gaining 
employment  in  competitive,  community  jobs. 

PWI  differs  from  other  placement  programs  in  several  respects.  First  and 
foremost  business  is  recognized  as  a  full  partner  in  the  process.  Business 
Advisory  Councils  (BAC)  are  key  to  every  aspect  of  the  program  from 
determining  labor  market  needs  to  designing  training  that  will  meet 
employer  needs.  Our  BAC  is  called  the  Executive  Advisory  Committee.  The 
companies  and  organizations  represented  include:  TRW,  Inc.,  GTE 
Spacenet,  George  Washington  University,  Motorola,  Inc.,  and  Nordstroms.  I, 
for  instance,  conduct  mock  interviews  for  person  enrolled  in  the  program 
and  I  serve  as  a  mentor.  Additionally,  I  work  with  project  staff  to  present 
ADA  Awareness  seminars.  Many  PWIs  placement  efforts,  like  ours,  are 
market  driven  by  employer  needs  —  in  other  words  —  great  care  is  taken  to 
ensure  that  the  needs  of  the  employer  are  being  met.  They  are  the  customer, 
or  consumer,  and  placements  will  not  occur  if  their  needs  are  not  being  met. 

PWI  is  the  only  program  under  the  Rehabilitation  Act  where  programs  must 
meet  standards  and  indicators  of  success  in  order  to  be  funded  or  to  get 
continued  funding.  There  are  too  few  programs  funded  by  the  federal 
government  that  are  truly  accountable  for  the  public  funds  they  receive. 
Projects  With  Industry  (PWI)  is  the  only  program  in  the  Rehabilitation  Act 
that  has  developed  standards  and  indicators  to  measure  success  of  the 
program  and  to  make  decisions  as  to  whether  a  program  should  be  continued 
or  terminated.  These  standards  and  indicators  were  mandated  by  Congress  in 
1986  and  they  have  been  in  use  for  more  than  four  years  now.  These 
standards  include  serving  a  certain  percentage  of  persons  with  severe 
disabilities  ,  a  specific  level  of  placement,  and  a  maximum  cost  per 
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placement.  If  a  project  cannot  meet  the  standards,  their  funding  is 
discontinued. 

The  Department  of  Education  statistics  clearly  show  that  Projects  With  Industry  is 
a  most  effective  way  of  getting  persons  with  severe  disabilities  into  competitive 
community  jobs.  Let  me  tell  you  about  our  PWI  here  in  the  Washington  area. 

This  project  is  really  two  local  PWIs  managed  by  EIF  under  the  Washington 
Metropolitan  Project  With  Industry.  In  addition  to  providing  basic  job  referral  and 
job  placement  services  to  culturally  diversified  citizens  with  disabilities,  WMPWI 
also  operates  a  project  for  college-level  students  with  disabilities,  using  both 
interactive  and  integrated  networks  and  database  systems  to  support  referral  and 
placement  efforts. 

Last  year,  over  124  persons  were  served  through  WMPWI,  of  which  86%  had 
severe  disabilities.  Better  than  statistics,  however,  are  the  real  life  stories  of  those 
who  have  benefited  from  our  project.  You  may  remember  the  story  of  the  young 
well-known  chef  at  the  Capitol  Hilton,  who  was  kidnapped  at  gun  point,  forced  on 
a  harrowing  two-hour  drive  in  his  own  car,  and  ended  up  on  the  Capital  Beltway  in 
Maryland  where  he  tried  to  escape  and  was  shot  four  times,  including  one  that 
shattered  his  spine.  He  thought  he  would  never  be  able  to  be  a  chef  again  since  he 
could  not  stand  to  work.  The  EIF  Metropolitan  PWI  helped  get  John  a  special 
Lifestand  wheelchair  and  then  worked  to  get  him  a  job  as  a  chef  at  the  Grand  Hyatt 
Hotel. 

The  person  I  mentor  is  Rahul  Kishore,  a  George  Washington  University 
Law  School  graduate,  whose  severe  visual  impairment  impeded  his  job  search. 
Extensive  employer-based  PWI  services  resulted  in  a  summer  work  experience  at 
Merrill  Lynch  and  a  full-time  position  as  an  Equal  Opportunity  Specialist  with  the 
US  Department  of  Transportation  earning  $27,789.  He  has  been  successfully 
employed  since  January  11, 1993. 

The  federal  government  paid  $276,135  for  this  program.  What  did  we,  the 
taxpayer,  get  in  return? 

•  each  of  the  persons  who  got  jobs  last  year, 
like  John,  will  pay  $2674  in  federal  taxes  1 
or  $136,374  for  all  placements  last  year 

•  each  person  will  pay  $1361  in  FTC  A  taxes 
and  that  amount  will  be  matched  by  the 
employer,  or  a  total  of  $140,255 


1  assumes  a  single  person  with  no  dependents  earning  the  average  annual  earnings  of  $17,800 
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•  the  savings  in  taxes  alone  total  $276,629 
for  one  year  -  more  than  the  cost  of  the 
program  to  the  federal  government 

Six  of  the  persons  placed  depended  on  Social  Security  Disability  Insurance 
(SSDI)  or  Supplemental  Security  Income  (SSI)  prior  to  getting  a  job  through 
the  PWI.  Their  support  payments  had  totaled  approximately  $36,000  a  year. 
The  federal  government  will  no  longer  have  to  make  these  support  payments 
and  the  savings  that  are  noted  above  are  for  one  year!  We  can  safely  assume 
that  many,  if  not  most,  of  these  people  will  work  for  years  to  come  and  the 
savings  will  multiply.  These  are  real  savings  based  on  FICA  and  income 
taxes  and  savings  from  people  not  having  to  rely  on  welfare  programs.  You 
often  hear  of  savings  based  on  extrapolations  and  guesstimates.  These  are 
not! 

PWI  is  currently  authorized  under  Section  621  of  the  Rehabilitation  Act  of 
1973  at  "such  sums  as  necessary".  The  budget  requests  have  not  yet  been 
made  for  PWI  under  the  Rehabilitation  Act . 

We  recommend  that  $50.00  million  be  appropriated  for  Projects  With 
Industry  for  FY  1995.  This  is  also  the  recommendation  of  the  Consortium 
for  Citizens  with  Disabilities.  Yes,  this  is  more  than  twice  the  current 
funding  level  of  $22.05  million.  The  $50  million  expenditure  would  however 
result  in  $150  million  in  savings  in  one  year  alone.  This  is  not  a 
"guesstimate"  or  speculation.  It  is  based  on  the  standards  and  indicators  that 
all  Projects  With  Industry  must  meet  to  remain  funded.  We  did  not 
arbitrarily  pick  the  $50  million  figure.  It  is  based  on  a  survey  of  current 
projects  and  their  estimate  of  how  much  their  project  could  realistically 
expand.  It  also  would  allow  a  substantial  growth  in  the  number  of  new 
projects. 

In  addition,  it  has  been  extremely  difficult  for  projects  to  continue  to 
provide  the  same  level  of  services  they  have  provided  in  the  past  without 
cost  of  living  adjustments  in  their  grants.  Many  of  our  projects  have 
absorbed  as  much  as  9%  or  more  in  COLAs  over  the  past  four  years.  These 
projects  are  not  immune  to  the  inflation  that  effects  all  programs. 


We  appreciate  the  very  strict  budgetary  limits  faced  by  this  subcommittee. 
Because  of  those  limits  we  think  you  should  put  a  priority  on  programs  that: 
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1 )  meet  an  identified  need  such  as  providing  job  opportunities 
to  those  with  the  most  significant  barriers  to  employment,  and 

2)  have  a  proven  track  record  of  meeting  identified  needs,  and  at  the 
same  time  reducing  net  government  expenditure. 

We  hope  and  trust  that  you  will  be  able  to  fund  PWI  at  the  recommended 
level  which  will  not  only  realize  these  savings  but  most  importantly  provide 
meaningful  jobs  and  increased  independence  for  more  persons  with 
disabilities.  We  ask  you  to  include  the  following  report  language  suggested 
in  my  written  remarks  that  have  been  distributed  to  you  in  the  appropriations 
bill. 

Thank  you  very  much  for  this  opportunity  to  speak  to  you  this  morning.  I 
will  be  glad  to  try  and  answer  any  questions  you  might  have. 


Suggested  report  language: 

Projects  with  Industry 

The  Committee  recommends  an  appropriation  of  $50,000,000  for  projects 
with  Industry. 


The  Projects  With  Industry  Program  is  the  primary  Federal  vehicle  for 
promoting  greater  participation  of  business  and  industry  in  the 
rehabilitation  process.  Projects  with  industry  provide  disabled  persons  with 
training  and  experience  in  realistic  work  settings  to  prepare  them  for 
employment  in  the  competitive  market.  Post  employment  support  services 
are  also  provided.  Grants  are  made  to  a  variety  of  agencies  and 
organizations,  including  corporations,  community  rehabilitation  programs, 
labor  and  trade  associations,  and  foundations.  Recent  statistics  from  the 
Department  of  Education  show  that  PWI  is  a  most  effective  program. 

The  Committee  directs  the  Department  to  provide  cost-of-living  increases 
within  the  amount  provided  to  projects  which  are  continuations  in  fiscal 
year  1995  so  they  may  continue  to  provide  the  same  level  of  services  to 
persons  with  disabilities. 
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Friday,  February  4,  1994. 

WITNESS 

PHILIP  J.  LANDRIGAN,  M.D.,  ASSOCIATION  OF  UNIVERSITY  ENVIRON- 
MENTAL HEALTH  SCIENCES  CENTERS 

Mr.  Stokes.  The  next  witness  is  Dr.  Philip  J.  Landrigan. 

It  is  a  pleasure  to  have  you  this  morning. 

Dr.  Landrigan.  Thank  you.  My  name  is  Philip  Landrigan.  I  am 
a  pediatrician.  I  did  my  internship  at  Cleveland  General  Hospital. 
I  served  15  years  in  the  U.S.  Public  Health  Service.  I  am  now  Pro- 
fessor and  Chairman  of  the  Department  of  Community  Medicine  at 
Mt.  Sinai  Medical  School  at  New  York  City.  At  Mt.  Sinai  I  direct 
the  NIEHS-supported  Environmental  Health  Research  Center. 

I  am  appearing  before  you  today  to  speak  on  behalf  of  my  own 
institution  and  also  to  speak  on  behalf  of  the  18  Environmental 
Health  Research  Centers  across  the  country  that  are  supported  by 
the  National  Institute  of  Environmental  Health  Sciences.  These  18 
centers,  Mr.  Chairman,  have  been,  in  my  opinion,  a  brilliant  suc- 
cess. Their  success  is  due  to  the  largess  of  this  committee  over  the 
years  and  to  the  hard  work  of  the  people  at  the  National  Institute 
of  Environmental  Health  as  well  as  the  staff  within  the  centers. 

A  major  role  is  to  bring  together  scientists  of  many  backgrounds 
who  can  collaborate  on  interdisciplinary  research.  This  research  is 
targeted  at  the  prevention  of  human  disease  caused  by  toxins  in 
the  environment.  One  of  the  successes  has  been  lead  poisoning. 

Lead  poisoning  affects  at  least  three  million  children  in  this 
country.  It  affects  children  at  every  walk  of  life,  but  the  burden 
falls  particularly  heavily  upon  poor  children  and  minority  children, 
in  Harlem,  in  the  South  Bronx.  The  Centers  for  Disease  Control  es- 
timates that  68  percent  of  children  between  the  ages  of  one  and  six 
years  have  lead  poisoning. 

What  the  NIEHS  centers  have  contributed  here  is  that  work 
done  in  those  centers  has  delineated  the  fact  that  lead  is  toxic  to 
children  at  very  low  levels,  levels  that  20  years  ago  when  I  was  a 
pediatric  trainee  that  we  considered  safe.  We  now  know  that  those 
levels  are  dangerous,  and  because  we  know  that  they  are  dan- 
gerous we  are  acting  to  try  to  prevent  lead  poisoning  in  young  chil- 
dren. 

Another  success  of  the  centers  has  been  in  defining  environ- 
mental causes  of  asthma.  Work  conducted  in  the  centers  have  dem- 
onstrated that  air  pollution,  oxides  of  nitrogen,  ozone  particulates 
cause  asthma.  Asthma  is  just  a  terrible  burden  for  young  children. 
Right  now  at  an  urban  hospital  like  Mt.  Sinai  in  this  season  of  the 
year — late  winter,  early  spring — fully  two-thirds  of  the  pediatric 
beds  are  filled  with  children  with  asthma,  wheezing,  unable  to 
sleep  at  night,  in  respiratory  distress,  some  of  whom  will  die. 

Air  pollution  is  one  of  the  several  factors  that  have  led  to  the  in- 
crease in  asthma  that  we  have  seen  over  the  last  20  years.  The  re- 
search going  on  in  the  NIEHS  centers  is  contributing  to  combating 
that  problem. 

Asbestos  is  a  third  example.  Radon  is  the  fourth  example.  I  men- 
tioned them  in  my  testimony. 

I  would  like  to  mention  a  very  recent  breakthrough  which  is  the 
work  in  our  center  at  Mt.  Sinai  in  collaboration  with  work  at  NYU 
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which  has  identified  an  apparently  strong  association  between 
women's  exposure  to  the  pesticide  DDT  and  the  occurrence  of 
breast  cancer.  We  have  found  that  women  who  have  elevated  body 
burdens  of  DDT  have  four  times  the  risk  of  developing  breast  can- 
cer than  the  women  with  low  body  burdens  of  DDT. 

This  is  the  first  time  that  a  specific  environmental  factor  has 
been  identified  in  the  causation  of  breast  cancer.  Breast  cancer  af- 
fects one  American  woman  out  of  eight  or  nine.  In  the  northeast, 
the  burden  is  particularly  heavy  in  Long  Island  and  the  New  York 
area. 

The  potential  that  this  research  finding  offers  for  disease  preven- 
tion is  massive.  We  are  actively  pursuing — with  support  from  the 
NIEHS  and  the  National  Cancer  Institute,  we  are  pursuing  ave- 
nues to  prevention  that  are  opened  up  by  this  research  finding. 

The  basic  situation  in  which  we  find  ourselves  today,  Mr.  Chair- 
man, is  we  have  an  enormous  burden  of  environmental  disease  in 
our  population.  We  are  tantalizingly  close  to  being  able  to  solve 
many  of  these  problems  because  the  research  going  on  over  the 
past  couple  of  decades  has  given  us  the  foundation  and  the  tools 
to  advance  further.  But  we  are  stymied  by  lack  of  funds. 

The  NIEHS  centers  have  been  capped.  The  funding  level  for  each 
of  these  centers  has  been  capped  at  $1  million  per  annum  for  over 
the  past  15  years.  What  that  means  today  is  that  the  purchasing 
power  at  one  of  these  centers  is  45  percent  of  what  it  was  in  1980. 
We  just  cannot  get  the  job  done. 

We  do  what  we  can.  We  economize,  and  we  scrimp.  But  we  are 
not  doing  as  much  as  we  could  do.  We,  therefore,  are  appealing  to 
you  to  act  on  the  recommendation  of  the  Ad  Hoc  Group  for  Medical 
Research  to  increase  funding  for  the  National  Institute  of  Health, 
including  NIEHS,  at  9  percent.  I  should  mention  in  closing  that  our 
association  supports  the  Harkin-Hatfield  proposal  for  a  set-aside 
for  medical  research.  We  think  it  is  a  brilliant  idea.  We  believe  that 
investments  in  prevention  research  lead  in  both  the  short  as  well 
as  in  the  long  term  to  medical  cost  containment.  We  think  that  it 
would  be  a  wise  investment  of  the  Nation's  dollars. 

Thank  you  very  much. 

Mr.  Stokes.  Thank  you  very  much,  Dr.  Landrigan.  We  appre- 
ciate very  much  your  appearance  here. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  and  members  of  the  Subcommittee. 

Thank  you  very  much  for  having  given  me  the  opportunity  to  testify  before  you 
today  on  appropriations  for  FY  1995  for  the  National  Institute  of  Environmental 
Health  Sciences  (NIEHS),  and  especially  for  the  NIEHS  Environmental  Health 
Sciences  Centers  Program 

NIEHS  supports  eighteen  university-based  environmental  health  research  centers 
across  the  United  States.  The  mission  of  each  of  these  Centers  is  to  bring 
together  scientists  from  many  backgrounds  so  that  they  may  undertake 
collaborative,  interdisciplinary  research  which  will  enable  us  to  better 
understand,  prevent  and  control  human  disease  of  toxic  environmental  origin. 

These  Centers  are  of  enormous  importance  to  the  nation.  They  are  a  national 
resource.  They  are  a  proven  mechanism  for  assembling  a  critical  mass  of 
scientists  to  solve  the  complex,  multifactorial  problems  of  environmental  health. 
These  problems  are  simply  not  soluble  by  scientists  in  any  one  discipline  working 
alone . 

We  know  today  that  toxins  in  the  environment  can  cause  an  enormously  broad  range 
of  diseases.  They  can  cause  cancer,  they  can  destroy  the  nervous  system,  they 
can  impair  the  immune  system,  they  can  damage  the  lungs,  and  they  can  cause 
sterility.  Only  by  bringing  together  teams  of  medical  doctors,  molecular 
biologists,  epidemiologists,  social  scientists  and  health  educators  in  Centers 
can  these  highly  complex  problems  be  understood  and  controlled. 

Disease  prevention  is  a  major  goal  of  the  NIEHS  Centers.  Toxic  environmental 
diseases  arise  as  a  direct  consequence  of  human  activity.  They  can  therefore, 
in  theory,  be  prevented.  However,  to  reduce  the  exposure  of  the  American  public 
to  environmental  toxins  and  thus  to  reduce  the  burden  of  toxic  environmental 
disease  requires  knowledge.  And  only  through  research  can  this  knowledge  be 
produced. 

In  the  twenty  years  of  their  existence  the  NIEHS  Centers  have  contributed 
enormously  to  the  prevention  of  environmental  disease  in  the  United  States. 
Research  conducted  in  the  Centers  has  provided  the  fundamental  knowledge  and  the 
strategic  blueprints  for  preventing  childhood  lead  poisoning,  asbestosis,  asthma 
and  environmental  cancer.  The  savings  in  medical  care  costs  that  have  resulted 
from  this  prevention  research  in  the  NIEHS  Centers  have  been  enormous. 
Additional  savings  in  both  dollars  and  human  misery  may  be  expected  to  result 
from  research  conducted  in  these  Centers  in  the  future. 

The  following  is  a  brief  summary  of  some  of  the  major  contributions  that  the 
NIEHS  Centers  have  made  to  the  understanding  and  control  of  environmental  disease 
in  the  United  States. 

•  Lead  Poisoning.  Lead  poisoning  is  epidemic  among  young  children  In  the 
United  States.  It  affects  children  of  all  races  and  all  ethnic  groups, 
but  it  is  especially  prevalent  among  minority  children  living  in  poverty 
in  our  nation's  cities.  At  least  three  million  American  preschool 
children  have  elevated  blood  lead  levels.  Research  that  was  supported  by 
the  NIEHS  Centers  at  Harvard  University  and  at  the  University  of 
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Cincinnati  was  critical  in  demonstrating  that  blood  lead  levels  as  low  as 
10  to  20|ig/dl  could  cause  mental  retardation  and  developmental  delay  in 
young  children.  Without  this  research,  the  toxic  hazards  of  lower  level 
lead  exposure  would  not  yet  be  known,  and  many  more  American  children 
would  be  suffering  silently  from  lead  poisoning. 

The  contributions  of  the  NIEHS  Centers  to  lead  poisoning  prevention 
represents  a  specific  example  of  the  contribution  of  these  Centers  to 
minority  health  programs  in  the  United  States. 

Asbestos.  Asbestos  has  been  an  absolute  disaster  in  the  United  States. 
Millions  of  tons  were  used  from  the  1930s  then  until  the  1980s.  Millions 
of  persons  were  exposed,  and  tens  and  thousands  of  homes,  schools,  offices 
and  other  public  buildings  were  contaminated.  By  the  year  2000,  an 
estimated  300,000  Americans  will  have  died  of  the  diseases  caused  by 
asbestos:  principally  asbestosis ,  lung  cancer,  and  malignant  mesothelioma. 
Working  populations  have  been  especially  severely  affected.  However,  the 
epidemic  has  also  spread  to  include  workers'  family  members,  school 
teachers,  firefighters,  school  custodians  and  children  in  schools. 

Research  conducted  at  NIEHS  Centers ,  particularly  in  the  Center  at  The 
Mount  Sinai  School  of  Medicine,  identified  the  relationships  between 
asbestos  exposure  and  these  dread  diseases.  This  research  made  possible 
the  development  of  strategies  to  combat  the  diseases  caused  by  asbestos. 
Absent  that  research,  the  current  epidemic  would  be  far  worse,  asbestos 
would  still  be  in  widespread  use  in  the  United  States,  and  the  death  toll 
would  extend  even  farther  into  the  next  century. 

DDT  and  Breast  Cancer.  Collaborative  research  undertaken  by  the  NIEHS 
Centers  at  The  Mount  Sinai  School  of  Medicine  and  New  York  University  has 
provided  evidence  for  a  possible  association  between  exposure  to  the 
pesticide  DDT  and  female  breast  cancer. 

In  these  epidemiologic  studies,  body  burdens  of  DDT  were  compared  between 
women  with  breast  cancer  and  women  of  the  same  age  and  social 
circumstances  without  breast  cancer.  The  studies  found  that  women  with 
highest  body  burdens  of  DDT  were  four  times  more  likely  to  develop  breast 
cancer  than  those  with  lowest  burdens.  This  fourfold  increase  in  risk  is 
more  than  twice  as  strong  as  any  association  that  has  been  identified 
between  diet  and  breast  cancer. 

This  unique  finding  represents  the  first  instance  in  which  a  specific 
environmental  factor  has  been  related  to  the  causation  of  breast  cancer. 
The  implications  of  this  finding  for  future  breast  cancer  research  are 
enormously  exciting.  But  even  more  importantly,  this  finding  holds  out 
the  promise  that  at  least  some  cases  of  breast  cancer  may  be  preventable 
by  the  simple  expedient  of  reducing  women's  exposure  to  DDT  and  to  other 
similar  compounds  in  the  environment. 
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This  research  illustrates  the  specific  commitment  that  the  NIEHS  Centers 
have  made  to  fulfilling  the  responsibilities  of  the  National  Institutes  of 
Health  under  the  Women's  Health  Initiative. 

Radon  and. Lung  Cancer.  Studies  underway  in  the  NIEHS  Environmental  Health 
Research  Center  at  the  University  of  Iowa  are  seeking  to  determine  the 
level  of  lung  cancer  risk  that  is  posed  by  residential  exposure  to  radon. 
Radon  is  a  naturally  occurring  radioactive  gas  that  is  formed  in  the  soil 
by  the  decay  of  radium.  It  can  seep  into  homes  through  cracks  in  the  soil 
to  be  inhaled  by  residents. 

The  U.S.  EPA  currently  estimates  that  7,000  to  30,000  lung  cancer  deaths 
each  year  in  the  U.S.  are  attributable  to  radon  exposure.  It  is  now  well 
established  that  radon  Is  a  significant  residential  exposure  in  Iowa. 
Three  independent  radon  surveillance  surveys  have  now  been  completed  in 
the  state.  A  U.S.  EPA  survey  of  25  states  conducted  during  the  winter  of 
1989  found  that  712  of  Iowa's  homes  exceeded  the  recommended  health 
advisory  level  of  4  pCi/L  making  Iowa  the  state  with  the  highest  radon 
levels  among  all  states  tested.  The  second  survey,  that  included  2,100 
short-term,  first-time  radon  screening  test  levels,  found  702  of  Iowa 
residences  to  have  radon  levels  greater  than  the  U  pCi/L  level.  A  third 
survey  conducted  by  Dr.  Kross,  Deputy-director  of  the  NIEHS  Environmental 
Health  Center  at  the  University  of  Iowa,  tested  590  homes  in  rural  Iowa 
and  also  found  that  702  exceeded  the  4  pCi/L  radon  advisory  level,  that 
the  mean  concentrations  was  10.1  pCi/L  and  that  levels  in  112  of  these 
rural  homes  exceeded  20  pCi/L. 

Studies  now  underway  in  the  Iowa  NIEHS  Center  will  define  the  precise 
extent  of  the  risk  posed  by  radon  to  Iowa  residents.  They  will  assess 
pathways  of  exposure.  And  finally,  these  studies  will  provide  guidance 
towards  appropriate  levels  of  prevention. 

PROBLEM.  We  are  today  in  a  dilemma  in  environmental  health  research  in  the 
United  States. 

The  threat  to  human  health  of  many  environmental  pollutants  remains  widespread. 
An  enormous  range  of  diseases  are  involved- -many  more  than  we  recognized  ten 
years  ago.  Some  environmental  diseases  such  as  chronic  asthma  in  children  caused 
by  air  pollution  and  certain  forms  of  cancer  are  actually  increasing  in  frequency 
in  the  United  States.  We  know  that  certain  diseases  of  environmental  origin  are 
especially  common  in  our  minority  populations  and  in  women. 

We  now  have  within  our  grasp  many  of  the  scientific  tools  that  we  have  long 
needed  to  understand  and  control  human  disease  of  toxic  environmental  origin. 
Opportunities  abound.  For  example,  basic  advances  In  molecular  biology  have 
given  us  the  wherewithal  to  understand  precisely  how  environmental  carcinogens 
cause  cancer.  Now  if  we  are  to  achieve  control  over  environmentally  induced 
cancers,  we  need  to  proceed  with  epidemiologic  studies  of  high-risk  populations 
that  incorporate  these  molecular  probes .  The  AIDS  epidemic  has  given  us  new  and 
unparalleled  understanding  of  the  immune  system.   This  hard-won  knowledge  will 
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help  us  to  learn  how  environmental  toxins  Impair  Immune  function  In  the  human 
body.  But  again  we  need  to  be  able  to  get  on  with  follow-up  studies  in  high-risk 
populations.  And  new  knowledge  of  reproductive  biology  that  has  been  gained  in 
fertility  centers  will  enable  us  to  learn  how  environmental  toxins  can  damage 
sperm  in  men  and  cause  miscarriages  in  women.  With  that  knowledge  in  hand,  we 
shall  be  able  to  devise  rational  strategies  for  prevention  of  environmentally- 
induced  reproductive  dysfunction.  But  again  we  must  proceed  with  field  studies 
and  prevention  research. 

Despite  the  continuing  high  prevalence  of  many  environmental  health  problems  in 
our  country,  and  despite  our  newly  acquired  access  to  highly  sophisticated 
scientific  tools  that  will  help  us  to  understand  and  control  these  diseases,  our 
efforts  are  slowed  and  frustrated  by  lack  of  funds.  That  is  the  core  of  our 
dilemma. 

The  research  "buying  power"  of  the  NIEHS  Centers  has  actually  declined  over  the 
past  decade.  While  the  overall  NIH  budget  has  increased  by  129Z,  that  of  NIEHS 
has  risen  only  59Z,  and  the  budget  of  the  NIEHS  Centers  has  been  capped  and 
frozen.  Thus  the  ability  of  NIEHS  to  address  the  problems  confronting  it  has  not 
kept  pace  with  either  inflation  or  the  burgeoning  reality  of  these  problems,  and 
the  actual  buying  power  of  the  NIEHS  Centers  is  now  far  below  the  level  of  a 
decade  ago . 

The  Need  for  New  Centers.  To  meet  new  environmental  threats  to  human  health, 
additional  NIEHS  Centers  are  needed  across  the  country.  These  new  Centers  will 
draw  together  the  new  scientific  talent  that  is  required  to  build  upon  past 
advances  to  enhance  our  ability  to  detect  the  effects  of  environmental  exposures 
across  a  broad  range  of  human  disease.  Like  the  existing  Centers,  these  new 
Centers  will  serve  as  foci  not  only  for  research,  but  also  they  will  become 
regional  and  national  resources  providing  many  thousands  of  hours  of  service  to 
citizens  in  the  states  and  regions  in  which  they  are  situated  as  well  as  across 
the  nation.  But  the  money  to  develop  these  new  Centers  Is  scarce  at  NIEHS  and 
can  be  obtained  only  at  the  expense  of  other  already  underfunded  programs . 

Research  Grants.  In  addition  to  the  Centers  program,  the  NIEHS  supports  a 
vigorous  investigator- initiated  (RO-1)  research  grant  program.  This  program  is 
the  Institute's  primary  mechanism  for  supporting  studies  conducted  by  university 
scientists.  Many  of  these  investigator- Initiated  studies  take  place  in  the  NIEHS 
centers.  These  studies  involve  investigations  of  biological  response  to 
environmental  agents,  toxicologic  research,  epidemiologic  studies  and  risk 
estimates.  RO-1  studies  supported  by  NIEHS  have  investigated  the  low-level  toxic 
effects  of  lead,  the  mechanisms  by  which  environmental  carcinogens  cause 
mutations  in  the  human  genetic  material,  and  the  risks  associated  with 
residential  exposure  to  radon.  It  is  essential  that  this  program  also  be 
supported. 

Environmental  Physician  Training  Grants.  One  of  the  most  innovative  grant 
programs  supported  by  NIEHS  is  the  Environmental  Physician  Training  Grants 
program.  These  grants  cover  50Z  of  the  salary  of  mid-level  or  senior  faculty 
members  at  American  medical  schools  for  a  period  of  5  years  to  enable  these 
physicians  to  devote  a  major  portion  of  their  time  to  teaching  medical  students, 
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faculty,  residents  and  fellows  about  environmental  medicine.  This  is  critical 
work,  because  the  average  American  medical  student  receives  only  6  hours  of 
training  in  environmental  medicine  in  the  4  years  of  medical  school.  Because  of 
funding  cutbacks,  NIEHS'  ability  to  support  this  excellent  program  is  severely 
constrained.   The  next  generation  will  suffer. 

In  conclusion.  Mr.  Chairman.  I  appear  before  you  today  to  convey  the  message  that 
environmental  health  research  in  the  United  States  is  in  trouble.  We  are  caught 
in  enormous  difficulty.  The  concern  of  the  American  public  and  of  the  Congress 
about  environmental  diseases  and  environmental  health  hazards  has  risen.  Many 
more  environmental  problems  are  recognized  today  than  were  known  5,  10  or  20 
years  ago  and  these  problems  can  affect  virtually  every  organ  in  the  human  body. 
We  know  also  that  children,  minorities,  women  and  the  elderly  bear  a 
disproportionate  share  of  the  burden  of  environmental  disease.  Yet  our  research 
capacity  in  environmental  health  is  actually  less  than  it  was  10  years  ago. 
Despite  rising  public  concern,  we  actually  have  less  ability  today  to  conduct 
research,  to  understand  the  causes  of  environmental  disease  and  to  prevent  those 
diseases  than  we  did  in  1981. 

We  in  the  NIEHS  Centers  are  not  alone  in  recognizing  the  importance  of  this 
quandary.  The  American  Medical  Association  has  stated  that  "NIEHS  research 
programs  on  human  diseases  should  be  expanded  in  order  to  foster  the  overall 
health  of  the  American  public.  For  example,  greater  emphasis  could  be  placed  on 
studies  to  examine  the  effect  of  the  environment  on  reproductive  health, 
neurological  disorders,  immune  disorders,  respiratory  problems  and  aging." 

The  Ad  Hoc  Group  for  Medical  Research  has  argued  that  protection  of  the  NIH 
research  investment,  including  that  at  NIEHS,  will  require  a  9  percent  increase 
in  FY  1995  in  the  NIH  budget  as  compared  to  FY  1994. 

FUNDING  REQUESTS.  We  request  that  the  House  Subcommittee  on  Labor-HHS-Education 
Appropriations  fund  the  NIEHS  and  its  budget  categories  at  the  level  recommended 
by  the  Ad  Hoc  Group  for  Medical  Research  Funding,  namely,  a  9  per  cent  across  the 
board  increase. 

In  conclusion,  Mr.  Chairman,  in  this  time  of  severe  budgetary  constraints, 
looming  national  debt  and  fundamental  revision  of  our  health  care  system,  we 
recognize  that  appropriation  of  funds  at  the  level  I  have  requested  may  be  very 
difficult.  Nevertheless  we  argue  the  dollars  appropriated  for  environmental 
health  research  are,  in  fact,  dollars  invested  in  the  prevention  of  disease.  And 
because  these  dollars  are  invested  in  prevention,  the  payoff  will  be  less 
disease,  fewer  disease-related  costs,  less  despoliation  of  the  American 
environment  and  a  healthier,  happier  more  productive  nation. 

Thank  you.   I  shall  be  pleased  to  answer  any  questions. 
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Friday,  February  4,  1994. 

WITNESS 

EDYTH  SCHOENRICH,  M.D.,  MPH,  ASSOCIATION  OF  SCHOOLS  OF  PUB- 
LIC HEALTH 

Mr.  Stokes.  The  next  witness  will  be  Dr.  Edyth  Schoenrich. 

Dr.  Schoenrich.  Good  morning,  Mr.  Stokes.  I  am  particularly 
pleased  to  appear  in  front  of  you.  I  was  born  and  raised  in  Cleve- 
land, still  have  family  there.  Today,  I  am  testifying  from  my  adopt- 
ed city  of  Baltimore,  Maryland,  where  I  have  been  employed  for 
many  years  at  the  Johns  Hopkins  University  School  of  Public 
Health. 

The  testimony  we  have  represents  the  26  accredited  schools  in 
the  country  which,  as  most  of  you  know,  are  local,  regional  and 
some  national  or  international  resources.  We  thank  the  committee 
for  the  opportunity  to  present  our  testimony  in  behalf  of  the  fiscal 
year  1995  appropriations  for  the  academic  programs  administered 
by  the  United  States  Public  Health  Service.  I  request  your  permis- 
sion to  submit  the  written  testimony.  I  would  prefer  not  to  read  but 
rather  to  summarize  several  points. 

Mr.  Stokes.  Without  objection,  your  entire  testimony  will  be 
placed  in  the  record  at  this  point. 

Dr.  Schoenrich.  As  most  of  you  are  aware,  the  Congress  and  the 
U.S.  Government  has  given  past  support  for  academic  programs  in 
public  health  in  a  variety  of  ways:  support  for  graduate  students 
through  traineeships,  for  faculty  through  special  projects,  through 
preventative  medicine  residencies  for  public  health  physicians, 
through  the  Health  Careers  Opportunity  Program,  the  minority  re- 
cruitment, and  then  for  research  and  demonstration  projects 
through  the  prevention  centers  and  through  the  environmental, 
education  and  resource  centers. 

All  of  these  programs  have  contributed  to  providing  an  increase 
in  the  professional  public  health  work  force  that  is  so  essential  to 
move  the  Nation  toward  the  Year  2000  health  objectives  and  to- 
ward whatever  prevention  activities  survive  in  the  evolution  of  the 
health  care  reform  legislation. 

Now  the  schools  of  public  health  have  two  major  missions.  One 
is  to  add  to  the  scientific  underpinning  of  public  health  policy  and 
practice  through  research,  and,  second,  to  prepare  public  health 
professionals  who  can  be  change  agents  in  whatever  societies  or 
communities  they  work  in. 

We  have  two  types  of  students  in  the  schools  of  public  health, 
those  who  are  entering  the  health  field  for  the  first  time  and  those 
who  are  already  established  professionals,  whether  physicians,  en- 
gineers, economists,  toxicologists,  whatever,  who  want  to  use  their 
own  professional  backgrounds  in  different  ways. 

Perhaps  I  can  describe  the  contribution  of  the  schools  to  our  com- 
munities and  to  our  Nation  by  describing  the  five  major  types  of 
competencies  which  our  students  and  our  graduates  acquire  in  the 
schools  of  public  health.  I  want  to  point  out  that  these  are  not  com- 
petencies which  are  normally  required  through  the  usual  profes- 
sional training.  Certainly  I  did  not  acquire  these  competencies, 
though  I  attended  a  splendid  school  of  medicine  and  in  spite  of  the 
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fact  that  I  trained  and  had  scholarships  and  residencies  in  a  major 
academic  center  in  medicine. 

The  first  competency  is  the  ability  to  assess  and  describe  accu- 
rately the  health  status  of  a  population  or  community.  By  popu- 
lation or  community  I  mean  perhaps  all  those  employed  in  one  fac- 
tory that  are  exposed  to  some  hazard.  It  might  be  all  teenaged 
mothers  in  an  inner  city  in  our  country.  It  might  be  anyone  en- 
rolled in  an  HMO.  It  might  be  everyone  in  a  village  in  India.  But 
we  don't  in  public  health  forget  about  individuals  although  we  con- 
centrate on  the  population  perspective,  because  a  wise  statistician 
said,  statistics  are  people  with  the  tears  wiped  away.  I  always  keep 
that  in  my  mind. 

This  assessment  of  the  health  problems  in  the  population  is  done 
through  biostatistics,  epidemiology,  demography  and  other  such 
disciplines. 

The  second  major  area  of  competence  we  provide  our  students 
and  graduates  is  to  be  informed  about  the  current  state  of  science 
regarding  risk  factors  and  causal  factors  of  the  health  status  of  the 
populations.  These  factors  might  be  genetic,  environmental.  They 
might  have  to  do  with  the  way  the  health  system  is  organized.  It 
might  be  due  to  life-style  factors,  et  cetera. 

The  third  major  area  of  competence  that  we  provide  for  our  stu- 
dents and  graduates  is  to  know  about  the  various  options  for  inter- 
vention in  health  problems.  These  might  be  changes  in  the  service 
delivery  system.  They  might  be  laws  or  regulations.  They  might  be 
behavioral  change  or  environmental  change  or  other  kinds  of 
change.  Our  graduates  understand  what  kinds  of  intervention 
works  with  which  kind  of  population,  with  which  kind  of  problem 
and  in  which  kind  of  cultural  setting. 

The  fourth  type  of  competency  is  that  of  competency  as  change 
agents  and  as  managers,  the  ability  to  communicate  with 
decisionmakers  and  the  public  and  also  to  implement  and  manage 
the  programs  which  are  the  interventions  desired. 

The  last  competency  which  we  provide  our  graduates  is  that  of 
being  able  to  evaluate  the  impact  of  an  intervention  which  has 
been  put  in  place  and  to  know  whether  or  not  the  objectives  of  that 
program  were  met  and,  if  not,  why  not  and  whether  the  resources 
that  were  used  were  wisely  used. 

These  kinds  of  competencies  allow  us  to  move  in  public  health  to- 
ward the  two  major  overall  goals  of  the  public  health  perspective, 
namely  to  maximize  the  years  of  high-quality  life  and  the  preven- 
tion of  disability  and  disease  and  of  unnecessary,  inappropriate 
early  death.  I  mean  at  an  infant  level,  at  an  adolescent  level  or  an 
adult  level.  And,  secondly,  to  do  this  at  a  cost  that  society  can  af- 
ford. 

You  all  are  familiar,  I  am  sure,  with  a  number  of  the  successes 
of  public  health:  the  control  of  polio  in  the  western  hemisphere,  the 
eradication  of  smallpox  and  others.  But  there  are  so  many  other 
problems  that  remain  to  be  handled,  as  I  am  sure  you  are  all 
aware. 

Increasing  complacency  and  decreasing  resources  always  results 
in  the  appearance  of  new  health  problems  in  communities  or  the 
resurgence  of  old  health  problems  that  it  was  thought  that  we  had 
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under  control.  One  that  has  been  in  the  public  press  recently  is  the 
resurgence  of  tuberculosis  which  is  resistant  to  multiple  drugs. 

Now,  with  all  the  things  that  need  yet  to  be  done,  such  as  con- 
trolling heart  disease,  cancer,  stroke,  in  the  industrialized  world, 
controlling  the  HIV-AIDS  global  epidemic,  concern  with  controlling 
substance  abuse,  child  abuse,  unwanted  pregnancies,  the  problems 
of  the  elderly,  environmental  deterioration,  with  all  of  these  prob- 
lems still  in  existence,  we  need  well-prepared  public  health  profes- 
sionals to  contribute  to  the  solution  and  control  of  these  problems. 

I  want  to  remind  you  that  the  problems  which  we  just  mentioned 
are  not  problems,  health  problems,  that  are  necessarily  high  prior- 
ity for  busy  practitioners  within  the  health  field,  busy  practitioners, 
who  are  on  a  daily  basis  taking  care  of  people  on  a  one-to-one  pat- 
tern for  diseases  or  problems  that  have  already  gone  tragically 
wrong.  Therefore,  the  Schools  of  Public  Health  do  urge  this  sub- 
committee and  the  Members  of  Congress  to  give  support  to  the 
budget,  which  is  included  in  our  written  testimony,  regarding  aca- 
demic programs  in  the  field  of  public  health. 

I  will  just  remind  you  of  two  other  facts:  One  is  that  the  U.S. 
Government  provides  support  at  the  level  of  $50  thousand  to  pre- 
pare every  physician  per  year,  but  only  $10.00  each  year  to  prepare 
a  public  health  school  graduate.  And  also  as  you  may  well  be 
aware,  13  percent  of  our  Gross  National  Product  goes  for  health 
care  delivery,  again  for  problems  that  have  already  gone  wrong, 
and  only  four-tenths  of  1  percent  of  the  Gross  National  Product  is 
used  in  our  Nation  for  the  promotion  and  protection  of  health. 

Thank  you  very  much  for  the  opportunity  to  be  here  today  on  be- 
half of  the  Association  of  Schools  of  Public  Health  and  the  aca- 
demic programs  that  we  provide.  And  thank  you  very  much  for  lis- 
tening. If  there  are  any  questions,  I  would  be  happy  to  answer 
them. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  I  am  Dr.  Edyth  H.  Schoenrich,  currently  director  of  the  office  of  part  time 
professional  programs  and  deputy  director  of  the  MPH  program  at  the  Johns  Hopkins 
University  School  of  Hygiene  and  Public  Health  and  formerly  vice  president  of  the  Association 
of  Schools  of  Public  Health*  on  whose  behalf  I  appear  today. 

I  am  grateful  for  the  opportunity  to  testify  on  our  association's  FY95  appropriations 
requests  for  important  academic  public  health  programs  administered  by  the  U.S.  Public  Health 
Service.  They  support  our  graduate  students  (traineeships),  public  health  faculty  (special 
projects),  public  health  physicians  (preventive  medicine  residencies),  minority  recruitment 
programs  (HCOP),  prevention  related  research  (CDC's  prevention  centers)  and  maternal  and 
child  health  initiatives,  among  others.  Mr.  Chairman,  the  26  accredited  graduate  schools  of 
public  health  use  these  funds  to  partially  supplement  programs  that  train  a  professional 
workforce  vital  to  meet  the  objectives  outlined  in  HEALTHY  PEOPLE  2000:  a  national  strategy 
for  significantly  improving  the  health  of  the  nation  over  the  current  decade. 

I've  been  in  public  health,  Mr.  Chairman,  for  several  decades  and  I  can't  number  the 
times  I've  been  asked  by  policy-makers,  members  of  the  press,  lay  persons,  among  others: 
what  is  public  health?  According  to  the  Institute  of  Medicine,  in  its  landmark  report  "The 
Future  of  Public  Health,": 

Many  of  the  major  improvements  in  the  health  of  the  American  people 
have  been  accomplished  through  public  health  measures.  Control  of  epidemic 
disease,  safe  food  and  water,  and  maternal  and  child  health  services  are  only  a 
few  of  the  public  health  achievements  that  have  prevented  countless  deaths  and 
improved  the  quality  of  American  life.  But  the  public  has  come  to  take  the 
success  of  public  health  for  granted.  Health  officials  have  difficulty 
communicating  a  sense  of  urgency  about  the  need  to  maintain  current  preventive 
efforts  and  sustain  the  capability  to  meet  future  threats  to  the  public's  health. 

The  IOM  defined  "the  mission  of  public  health  as  fulfilling  society's  interest  in  assuring 
conditions  in  which  people  can  stay  healthy.  Its  aim  is  to  generate  organized  community 
efforts  to  address  the  public  interest  in  health  by  applying  scientific  and  technical  knowledge 
to  prevent  disease  and  promote  health.  The  mission  of  public  health  is  addressed  by  private 
organizations  and  individuals  as  well  as  by  public  agencies."  Furthermore,  the  IOM  identified 
the  core  functions  of  public  health  as  assessment  of  the  health  needs  of  the  community, 
policy  development,  and  assurance  that  individuals  and  communities  needing  health  services 
are  identified  and  receive  them. 


ASPH  is  the  only  national  organization  representing  the  deans,  over  2,200  faculty  and  over  1 3,000 
students  of  the  26  schools  of  public  health.  The  schools  represent  the  primary  education  system  that 
trains  personnel  needed  to  operate  our  nation's  public  health,  disease  prevention  and  health  promotion 
programs.  ASPH's  principal  purpose  is  to  promote  and  improve  the  education  and  training  of 
professional  public  health  personnel.  It  was  formed  in  1959  in  response  to  the  need  to  give  a  national 
voice  to  academic  public  health.   A  list  of  the  26  accredited  schools  of  public  health  is  attached. 
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I  prefer,  Mr.  Chairman,  to  answer  the  question  "What  is  Public  Health?"  like  this: 

Who  is  living  and  healthy? 

Who  is  sick  or  disabled  and  would  have  this  been  preventable? 

Who  is  dying;  from  which  causes;  and  would  have  this  been  preventable? 

What  should  be  done? 

Is  it  being  done? 

If  not,  why? 

If  done  poorly,  we'll  intervene 

If  not  done,  we'll  do  it 

However,  to  keep  communities  healthy  and  productive,  we  need  a  cadre  of  well-trained 
public  health  professionals  with  the  necessary  skills,  knowledge  and  competencies  to  meet 
HEALTHY  PEOPLE  2000.  Winning  these  objectives,  as  well  as  achieving  health  care  reform, 
will  depend,  in  part,  on  effective  leadership  of  health  agencies  and  organizations  at  national, 
state  and  local  levels.  These,  in  turn,  rely  on  the  university  graduate  schools  of  public  health 
(and  other  public  health/preventive  medicine  programs)  to  provide  such  leadership  in  the  form 
of  comprehensively-trained  public  health  professionals  now  in  short  supply*. 

Currently,  we  are  spending  billions  of  dollars  on  treatment  of  chronic  diseases  and/or 
research  to  find  cures  for  such  diseases,  while  at  the  same  time  using  pennies  of  our  health 
care  dollars  to  finding  ways  to  prevent  them.  For  example,  we  estimate  that  the  U.S. 
government  spends  approximately  $50,000  per  year/per  capita  to  train  medical  graduates;  by 
contrast,  the  federal  share  per  year  to  train  graduate  public  health  students  in  the  U.S.  is  less 
than  ten  dollars  per  student. 

To  meet  the  inevitably  growing  challenges  for  leaders  with  comprehensive  training,  the 
schools  of  public  health  must  be  enabled  to  fund  the  costs  for  recruiting  and  financially 
assisting  students  as  needed,  and  strengthening  and  expanding  teaching  programs,  especially 
in  areas  of  extreme  urgency,  such  as  AIDS  prevention  and  control,  substance  abuse,  violence, 
injury,  teenage  pregnancy,  maternal  and  child  health,  health  care  availability,  quality  and  cost, 
health  needs  of  the  elderly  and  environmental  and  occupational  health  hazards. 


According  to  the  PHS,  there  are  currently  shortages  of  epidemiologists,  biostaticians,  environmental 
health  specialists,  public  health  nurses  and  physicians;  and,  according  to  the  IOM,  "most  public  health 
workers,  including  some  public  health  leaders,  have  not  had  formal  educational  preparation  focused 
primarily  on  public  health." 
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The  IOM  is  right:  "Public  health  is  a  vital  function  that  is  in  trouble."  It  needs  to  be 
fixed  soon  or  it  will  undergo  further  erosion.  Except  for  President  Clinton's,  not  many  health 
care  reform  proposals  address  the  need  to  shore-up  our  nation's  public  health  infrastructure; 
futhermore  there  are  currently  few  proposals  in  Congress  that  call  for  initiatives  designed  to 
achieve  goals  outlined  in  HEALTHY  PEOPLE  2000.  Our  modest  requests  for  FY95 
appropriations  hopefully,  will  contribute  to  the  re-building  of  the  current  public  health  system. 

In  closing,  we  go  on  record  in  support  of  the  CDC  Coalition's  request  of  $2.5  billion  for 
the  Centers  for  Disease  Control  and  Prevention.  We  strongly  support  the  important  work  of 
this  nation's  lead  prevention  agency,  in  general  and  its  various  education,  training  and 
prevention  research  activities  in  particular.  We  especially  request,  Mr.  Chairman,  adequate 
funding  for  the  NIOSH  Educational  Resource  Centers  (ERCs)  and  the  agency's  newest 
prevention-related  activity,  the  nine  health  promotion  and  disease  prevention  centers.  The 
centers  conduct  applied  research  programs  that  focus  on  disease  prevention  and  control. 
Each  center  works  closely  with  local  health  agencies  as  well  as  with  providers  of  health 
services  to  develop  new  ways  of  promoting  health  and  on  improved  methods  of  appraising 
health  hazards  and  risk  factors. 

For  example,  the  Center  for  Adolescent  Health,  a  unit  of  the  Johns  Hopkins  University 
School  of  Hygiene  and  Public  Health,  is  a  joint  effort  with  the  schools  of  medicine  and  nursing 
and  with  Salisbury  State  University.  The  center  will  target  risk  behaviors  among  youths  that 
lead  to  poor  health  outcomes.  Interventions  will  include  preventing  sexually  transmitted 
diseases,  violence,  and  secondary  health  problems  that  result  from  chronic  illnesses.  We  plan 
to  bolster  our  university's  educational  focus  to  encompass  adolescent  health  promotion  and 
disease  prevention. 

In  our  opinion,  Mr.  Chairman,  the  U.S.  Public  Health  Service  benefits  from  these 
partnerships  with  academic  public  health  institutions.  Such  partnerships  strengthen  CDC's 
applied  research  programs,  enhance  linkages  between  schools  of  public  health  and  state/local 
health  agencies,  as  well  as  with  professionals  and  voluntary  associations,  and  test  innovative 
disease  prevention  strategies  at  the  local  level. 

Thank  you,  Mr.  Chairman,  for  the  opportunity  to  testify  today.  As  always  my 
colleagues  thank  you  for  supporting  public  health  programs,  marvel  at  your  command  of  the 
appropriations  process  but  mostly  appreciate  your  leadership  in  Congress  in  ensuring 
appropriate  funding  levels  for  the  U.S.  Public  Health  Service.    We  thank  you. 

### 
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FY95 
APPROPRIATIONS  REQUESTS  FOR 
ACADEMIC  PUBLIC  HEALTH 
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FAX  (202)  289-8274 


The  deans  of  the  graduate  schools  of  public  health  (list  attached)  respectfully  urge 
Congress  to  appropriate  the  following  FY95  amounts  for  HHS  programs  of  concern  to  the 
academic  public  health  community: 


(In  Millions) 


FY94 
APPROPRIATIONS 

ASPH  FY95 
REQUESTS 

PHS  Traineeships1 

$7.4 

$15.0 

PHS  Special  Projects1 

Preventive  Medicine 
Residencies1 

CDC  Prevention  Centers2 

$7.0 

$10.0 

MCH  Training3 

$5.0 

$  8.0 

ASPH  is  requesting  traineeships  to  support  students  that  choose  to  enter  careers  deemed  by  the  HHS 
Secretary  in  short  supply,  special  projects  for  curriculum  development  in  areas  that  address  the  Year 
2000  Health  Objectives  for  the  Nation,  and  preventive  medicine  residencies  to  support  physicians 
entering  the  public  health  field.  All  three  programs  are  authorized  under  one  account  (public  health  and 
preventive  medicine)  in  Title  VII  of  the  PHS  Act. 

Title  XVII  of  the  PHS  Act  authorizes  the  creation  of  centers  for  research  and  demonstration  on  health 
promotion  and  disease  prevention  to  complement  programs  of  the  Centers  for  Disease  Control  and  other 
federal  initiatives  in  health  promotion  and  disease  prevention.  Only  nine  centers  have  been  funded  to 
date.  Located  in  an  academic  health  center,  each  center  has  a  multi-disciplinary  faculty  that  has 
working  relationships  with  nursing,  psychology,  social  work,  education,  business,  and  medicine.  Each 
also  has  close  working  relationships  with  state/local  health  agencies  and/or  community-based  public 
health  organizations. 

Title  V  of  the  Social  Security  Act  authorizes  the  funding  of  selected  special  projects  of  regional  and 
national  significance  (SPRANS).  ASPH  requests  that  $8  million  be  earmarked  funds  from  SPRANS  for 
MCH  training  in  schools  of  public  health. 


### 
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ACCREDITED  SCHOOLS  OF  PUBLIC  HEALTH 


VSPM 

ASSOCIATION  OF 

SCHOOLS  OF 
R-BUC  HEAITH 


School  of  Public  Health 

University  of  Alabama  at  Birmingham 

305  Tidwell  Hall 

Birmingham,  AJL    35294 

School  of  Public  Health 

University  at  Albany 

SUNY 

Two  University  Place 

Albany,    NY   12203-3399 

School  of  Public  Health 
Boston  University 
80  E.  Concord  Street,  A  407 
Boston,    MA   02118-2394 

School  of  Public  Health 
University  of  California  at  Berkeley 
19  Earl  Wan-en  Hall 
Berkeley,   CA  94720 

School  of  Public  Health 
University  of  California  at  Los  Angeles 
Center  for  Health  Sciences 
Room  16-035 
Los  Angeles,   CA  90024 

School  of  Public  Health 
Columbia  University 
167  West  168th  Street  -  3rd  floor 
New  York,  NY  10032 

School  of  Public  Health 
Emory  University 
1599  Clifton  Road,  NE 
Atlanta,   GA  30329 

School  of  Public  Health 
Harvard  University 
677  Huntington  Avenue 
Boston,   MA  02115 

School  of  Public  Health 
University  of  Hawaii 
1960  East- West  Road 
Honolulu,   HI  96822 


School  of  Hygiene  and  Public  Health 
Johns  Hopkins  University 
615  N.  Wolfe  Street 
Baltimore,  MD  2L205-2179 

School  of  Public  Health 
Loma  Linda  University 
Loma  Linda,    CA   92350 

School  of  Public  Health 
University  of  Massachusetts 
108  Arnold  House 
Amherst,  MA  02003-0037 


School  of  Public  Health 
University  of  Michigan 
109  Observatory  Street 
Ann  Arbor,  MI  48109-2029 


School  of  Public  Health 
University  of  Minnesota 
A-302  Mayo  Memorial  Building 
420  Delaware  Street,  SE 
Minneapolis,   MN  55455-3181 


School  of  Public  Health 
University  of  North  Carolina 

at  Chapel  Hill 
Campus  Box  7400  Rosenau  Hall 
Chapel  Hill,  NC  27599-7400 


College  of  Public  Health 
University  of  Oklahoma 
P.O.  Box  26901 
Oklahoma  City,    OK  73190 


Graduate  School  of  Public  Health 
University  of  Pittsburgh 
111  ParranHaD 
Pittsburgh,   PA  15261 


Graduate  School  of  Public  Health 
San  Diego  State  University 
San  Diego,  CA    92182-0405 


School  of  Public  Health 
University  of  South  Carolina 
Sumter  and  Green 
Columbia.  SC  29208 

College  of  Public  Health 

University  of  South  Florida 

MHH-104 

13201  Bruce  B.  Downs  Boulevard 

Tampa,   FL  33612-3899 

School  of  Public  Health 
University  of  Texas 
Health  Science  Center  at  Houston 
Reuel  A.  Stallones  Building 
Houston.   TX   7722S 

School  of  Public  Health  and 

Tropical  Medicine 
Tulane  University 
1430  Tulane  Avenue 
New  Orleans,  LA  70112 

School  of  Public  Health  and  Community 

Medicine 

University  of  Washington 

SC-30 

Seattle,  WA  98195 

Department  of  Epidemiology  and 
Public  Health 
Yale  University 
School  of  Medicine 
P.O.  Box  3333 
New  Haven,  CT   06510 

School  of  Public  Health* 

St.  Louis  University 

3663  Lindell  Boulevard  (4th  floor) 

O'Donnell  Hall 

St.  Louis,   MO  63108 


School  of  Public  Health 
University  of  Illinois  at  Chicago 
Health  Sciences  Center 
P.O.  Box  6998 
Chicago,  IL  60680 


School  of  Public  Health 
University  of  Puerto  Rico 
G.P.O.  Box  5067 
San  Juan,   PR  00936 


•  Pre-accredited 


ASPH  is  the  only  national  organization  representing  the  deans,  faculty  and  students  of  the  26  schools  of  public  health.    The  schools 
represent  the  primary  educational  system  that  trains  personnel  needed  to  operate  our  nation's  public  health,  disease  prevention  and  health 
promotion  programs.   ASPH's  principal  purpose  is  to  promote  and  improve  the  education  and  training  of  professional  public  health 
personnel. 
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Mr.  Stokes.  It  was  nice  of  you  to  share  with  us  the  fact  that  you 
are  a  former  Clevelander,  born  and  raised  there.  It  is  nice  to  know 
the  good  things  you  are  doing  now,  even  though  you  are  no  longer 
with  us. 

Dr.  Schoenrich.  Thank  you,  Mr.  Stokes. 


Friday,  February  4,  1994. 

WITNESS 

CHARLES  AUGUSTUS  BALLARD,  NATIONAL  INSTITUTE  FOR  RESPON- 
SIBLE FATHERHOOD  AND  FAMDLY  DEVELOPMENT 

Mr.  Stokes.  Next  witness  is  Mr.  Charles  Ballard.  So  that  no  one 
is  surprised,  Mr.  Ballard,  we  might  mention  you  also  are  from 
Cleveland. 

Mr.  Ballard.  Yes,  Mr.  Chairman. 

Mr.  STOKES.  We  are  pleased  to  have  you  here  this  morning. 

Mr.  Ballard.  Thank  you,  Mr.  Chairman,  and  to  you  and  Mem- 
bers of  the  subcommittee.  I  am  the  President  of  the  National  Insti- 
tute for  Responsible  Fatherhood  and  Family  Development.  It  is  an 
agency  that  seeks  to  reach  fathers  and  get  them  involved  with 
their  children. 

Recently,  in  the  last  year  in  this  city,  we  have  been  concerned 
with  the  health  bill,  welfare  reform  and  the  crime  bill.  All  three  of 
these  areas  have  an  impact  on  the  African-American  father.  In  fact, 
the  African-American  father  has  the  only  decreasing  life  expectancy 
of  all  fathers  in  this  country.  The  best  welfare  reform  bill 
will  be  to  give  fathers  equal  access  or  to  become  equal  partners  in 
taking  care  of  their  kids  as  the  mom.  And,  of  course,  homicide  is 
the  number  one  killer  for  African-American  fathers  in  this  country. 

Tonight  over  7  million  children  will  go  to  bed  without  knowing 
their  fathers.  The  issue  of  fatherlessness  is  one  of  the  most  serious 
problems  facing  America  today.  For  out  of  it  grows  every  known 
problem  that  we  face,  homicide,  teenage  pregnancy,  school  dropout, 
infant  mortality,  child  abuse,  et  cetera. 

The  National  Institute  for  Responsible  Fatherhood's  mission  is  to 
turn  the  hearts  of  fathers  to  their  children  and  the  hearts  of  chil- 
dren to  their  fathers.  We  create  an  environment  where  fathers  can 
develop  a  thinking  that  allows  them  to  provide  quality  lives  for 
their  children  and  their  children's  mother.  These  fathers  learn  to 
respect  the  mother  of  their  children,  regardless  of  their  status  and 
relationship,  thus  providing  a  dual-role  modeling  for  their  children, 
rendering  opportunities  for  the  child. 

President  Clinton  spoke  recently  and  said  we  want  to  end  wel- 
fare as  we  know  it.  Arid  his  pledge  is  to  call  for  stronger,  tougher 
laws,  around  child  support  enforcement.  In  our  program,  over  97 
percent  of  our  fathers  pay  child  support  without  being  coerced.  We 
believe  that  if  fathers  are  allowed  to  be  involved  with  their  children 
and  spend  time  with  them  in  a  nurturing  way,  they  will  come  forth 
and  provide  the  kind  of  care  and  help  that  is  so  desperately  need- 
ed. 

A  majority  of  the  mothers  in  this  country  who  have  children  out 
of  wedlock  don't  identify  the  father,  and  those  who  do,  few  pursue 
paternity.  A  large  number  of  African-American  fathers  don't  have 
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visiting  rights  and  custody.  In  our  program,  over  97  percent  of  the 
fathers  have  established  relationships  with  their  children  and 
many  of  them  have  established  paternity.  Fathers  of  children  born 
to  teen  mothers  typically  are  motivated  to  support  their  families, 
but  in  many  cases  don't  have  support  from  the  system. 

It  should  be  noted  that  our  program  does  not  have  a  jobs  pro- 
gram, but  over  74  percent  of  our  guys  find  jobs.  The  nontraditional, 
in-home  based  program  helps  fathers  see  their  sense  of 
empowerment,  thereby  achieving  their  life  goal.  They  learn  how  to 
live  and  pass  it  on  to  their  children. 

Over  70  percent  of  our  guys  finish  high  school  and  11  percent  of 
these  young  men  go  to  college.  Responsible  fatherhood  mandates 
paternity  establishment,  and  prior  to  coming  to  our  program,  only 
7  percent  had  established  paternity,  but  by  leaving  the  program  al- 
most 90  percent  had  established  paternity. 

Ten  times  as  many  fathers  become  legally  responsible  for  their 
children  as  a  result  of  participating  in  our  program.  Their  positive 
involvement  with  the  mother  and  her  family  also  increases,  thus 
negating  domestic  violence.  Attached  mothers  at  the  time  of  birth 
deliver  healthier  babies  and  have  lower  medical  costs  before  and 
after  birth. 

National  health  care  costs  could  be  significantly  impacted  as  fa- 
thers become  more  responsible  and  involved  prenatally  and 
postnatally.  According  to  the  Mayor  of  Minneapolis,  Minnesota,  if 
having  a  baby  gets  mothers  on  a  track  to  get  promised  support,  job 
training  and  perhaps  even  a  government-sponsored  job,  the  father 
for  whom  no  programs  exist  will  become  even  more  estranged. 

So  we  are  suggesting  strongly  that  we  develop  in  this  country 
more  programs  to  reach  fathers.  There  are  many  programs  for 
mothers.  The  philosophy  at  our  agency  is  to  address  the  needs  of 
the  father  that  contributes  to  social  problems  involving  out  of  wed- 
lock pregnancy,  welfare  reform,  unemployment,  and  crime.  When 
comprehensive  nontraditional  services  are  given  to  fathers,  life  op- 
portunities are  increased  or  enhanced  for  the  mother  and  for  her 
child.  When  there  are  no  services  to  fathers,  the  reverse  is  true. 
Since  1950,  we  have  seen  escalation  of  out-of-wedlock  pregnancy. 
In  fact,  it  is  estimated  by  the  year  2000,  in  the  African-American 
community,  over  80  percent  of  the  babies  born  will  be  to  single 
young  mothers. 

Now  recently,  evaluation  was  done  on  our  program  to  determine 
how  successful  were  we  in  reaching  fathers.  Seventy  percent  of  our 
fathers  have  12  years  of  education,  and  almost  12  percent  have 
some  form  of  college  after  going  through  our  program.  Seventy-four 
percent  find  gainful  employment.  Ninety-two  percent  experience 
improved  relationships  with  their  child's  mother.  Ninety-seven  per- 
cent spend  more  time  with  their  children.  And  97.4  percent  provide 
child  support.  Seventy-three  percent  reported  not  having  problems 
with  alcohol.  And  87  percent  of  the  young  men  did  not  come  back 
into  the  program  needing  services. 

We  believe  that  in  order  to  create  a  safe  community,  a  safe  State, 
a  safe  country,  we  must  create  safe  families  for  children  to  grow 
up  in.  And  it  is  important  as  fathers  to  be  involved  in  that  process. 
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In  Ohio,  each  year  we  spend  $11,400  to  incarcerate  a  father.  And 
in  many  cases,  he  is  staying  in  prison  2.4  years,  at  the  cost  of  $27 
thousand. 

If  1  thousand  fathers  in  prison  is  going  to  cost  the  State  of  Ohio 
$11.4  million  in  our  program  those  same  1  thousand  fathers  will 
cost  us  only  $3  million,  and  the  fathers  the  second  year  are  contrib- 
uting to  our  society.  This  shows  that  we  are  not  only  an  effective 
program,  but  cost  effective  as  well. 

When  involved  with  the  program,  he  completes  high  school,  and 
within  six  months  is  out  of  gangs,  leaves  his  violent  behavior,  es- 
tablishes paternity  and  has  a  nurturing  relationship  with  his  child 
and  with  the  child's  mother  within  30  days,  thereby  decreasing  the 
taxpayer's  dollars  for  these  problems. 

Now,  my  appeal  to  the  panel  this  morning  is  to  create  dollars. 
And  since  we  impact  labor  and  education  and  health  and  human 
services,  I  guess  in  those  fields,  to  develop  programs  across  this 
country  that  will  reach  out  to  men,  fathers,  and  get  them  involved 
with  their  children  in  a  nurturing  way. 

Thank  you  very  much. 

[The  prepared  statement  follows:] 
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An  astonishing  number  of  America's  children  live  in  single 
parent  households.  Some  of  them  never  know  or  interact  with 
their  noncustodial  parent  (usually  their  father).  Half  of  who 
these  children  are  is  never  directly  exposed  to  them. 
FATHERLESSNESS ,  the  hotbed  which  grows  every  problem  that 
plagues  our  society  (homicide,  school  drop  out,  out-of- 
wedlock  births,  child  abuse),  has  afflicted  our  society  so 
much  that  it  has  become  the  norm.   THE  NATIONAL  INSTITUTE  FOR 
RESPONSIBLE  FATHERHOOD  AND  FAMILY  DEVELOPMENT  mission  is  to 
turn  the  hearts  of  fathers  to  their  children,  and  the  hearts 
of  the  children  to  their  fathers.   The  National  Institute 
creates  an  environment  where  fathers  develop  a  thinking  that 
allows  them  to  provide  quality  lives  for  their  children  and 
their  children's  mothers.   Fathers  learn  to  respect  the 
mothers  of  their  children  regardless  of  the  status  of  their 
relationship,  thus  providing  dual  role  models  rendering 
optimal  opportunities  for  the  child. 

When  President  Clinton  speaks  about  "ending  welfare  as  we 
know  it",  his  pledge  is  coupled  with  a  promise  to  give  this 
country  the  toughest  childsupport  enforcement  ever.  97.4%  of 
fathers  in  the  National  Institute  survey  reported  that  their 
involvement  with  the  National  Institute  influenced  them  to 
provide  financial  support  for  their  children.   The  tendency 
to  connect  the  failure  to  pay  child  support  with  being  male 
is  also  unfounded  since  mothers  have  a  far  worse  record  of 
child  support  compliance  than  do  non-custodial  fathers.   On 
the  other  hand,  fathers  are  as  loving  and  concerned  about  the 
welfare  of  their  children  as  mothers,  although  they  are  often 
viewed  as  disposable.  This  is  supported  by  the  significant 
increase  in  single  motherhood  by  choice,  women  electing  to 
have  children  with  out  husbands  nor  valuing  the  role  of  the 
father.   According  to  the  Manpower  Development  Research 
Council,  noncustodial  fathers  expressed  powerful  feelings 
about  men's  responsibilities  toward  their  families.   A 
majority  of  the  mothers  who  are  single  at  the  birth  of  their 
children  remain  unmarried  and  do  not  identify  the  father, 
there  are  a  few  who  identify  the  father  but  do  not  pursue 
paternity.   A  large  number  of  absent  fathers  have  neither 
custody  nor  visiting  rights.   The  National  Institute  has 
shown  that  the  fathers'  involvement  with  his  child  is 
correlated  to  the  well  being  of  the  child.   97%  of  National 
Institute  fathers  reported  that  the  program  helped  them  to 
provide  psychological/emotional  support  for  their  children 
and  96.2%  agreed  that  the  program  helped  them  create  a  better 
environment  for  their  children  to  grow  and  develop,  thus 
negating  child  abuse  and  neglect. 

Fathers  of  children  born  to  teen  mothers  typically  are 
motivated  to  support  their  families,  even  when  they  are  not 
married  to  their  partners,  and  even  when  they  earn 
disproportionately  little  income  and  suffer  from  high 
unemployment.   Fathers  receiving  services  from  the  National 
Institute  reported  a  74%  employment  rate,  whereas  74.2%  were 
unemployed  before  entering  the  program. 

Page  1 
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It  should  be  noted  that  the  National  Institute  has  no 

specific  job  skills  program,  yet  participants  seek  meaningful 
employment  at  a  substantial  rate.   The  National  Institute's 
non-traditional  in-home  based  counseling  provides  young 
fathers  with  a  sense  of  empowerment  that  helps  them  achieve 
their  life  goals.   Rather  than  learning  how  to  get  a  job,  the 
National  Institute  has  produced  a  "How  to  Live"  curriculum 
that  is  winning  the  attention  and  support  of  many,  including 
the  Cleveland  Public  Schools  System.   92.3%  of  the  fathers 
agreed  that  the  National  Institute  encouraged  them  to  seek 
employment. 

The  national  school  drop  out  rate  is  phenomenal,  especially 
among  young  fathers.   Inadvertently,  one  primary  goal  of  the 
National  Institute  is  to  shift  thinking  patterns  through 
self -discovery  and  problem  solving.   Having  no  program 
specifically  educationally  targeted,  92.3%  of  fathers 
reported  that  the  National  Institute  encouraged  them  to 
complete  their  education.   70%  completed  12  years  of 
education  and  11.5%  acquired  at  least  one  year  of  college. 

Responsible  fatherhood  mandates  paternity  establishment. 
Prior  to  involvement  with  the  National  Institute  only  7.8%  of 
fathers  had  established  paternity.   Upon  exiting  the  National 
Institute   84.4%  of  fathers  had  legitimized  their  children. 
10  times  as  many  fathers  became  legally  responsible  for  their 
children  as  a  result  of  participating  in  the  National 
Institute.   Their  positive  involvement  with  the  mother  and 
her  family  also  increased,  thus  negating  domestic  violence. 
It  is  important  to  note,  attached  mothers  deliver  healthier 
babies  resulting  in  lower  medical  cost  during  and  after 
birth.   National  health  care  cost  could  be  significantly 
impacted  as  fathers  become  more  responsible  and  involved 
prenatally  and  postnatally. 

Child  support  efforts  through  payment  enforcement  have  only 
elicited  animosity  and  been  a  disservice  to  children  who 
remain  in  poverty.  The  National  Institute  proposes  that  by 
allowing  a  person  (father)  to  resolve  his  own  issues  through 
content-free,  customized  counselling,  rather  than  telling  a 
person  what  he  must  do,  allows  him  to  display  innate 
responsibility  to  his  family.   97.7%  of  fathers  who  received 
services  from  the  National  Institute  provide  financial 
support  to  their  children.   Our  current  system  of  "Socialized 
Fatherhood"  has  failed  because  it  annihilates  the  alliance  of 
financial  onus  and  emotional  support.   Further,  fathers 
locked  out  of  the  loving,  nurturing  and  providing  of 
emotional  support  to  their  children  are  at  great  risk, 
placing  the  mother  and  child  at  even  greater  risk. 

Statistics  indicate  that  females  in  the  Rational  Institute 

are  similarly  impacted.   ".  .  .If  having  a  baby  gets  mothers 
onto  a  track  which  promises  support,  job  training  and  perhaps 
even  a  government-sponsered  job,  the  father,  for  whom  no 
programs  exist,  will  be  even  more  estranged,"  says  Mayor 
Donald  M.   Fraser,  Minneapolis,  Minnesota.   There  are  many 
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1985-1989 

70% 

1980-1984 

68% 

1975-1979 

63% 

1970-1974 

55% 

1965-1969 

45% 

1960-1964 

42% 

programs  that  address  the  needs  of  mothers.   The  philosophy 
of  the  National  Institute  addresses  the  needs  of  fathers  that 
contribute  to  social  problems  involving  out-of-wedlock 
pregnancy,  welfare  reform,  unemployment,  health  issues  and 
crime.   When  comprehensive  non-traditional  services  are 
provided  to  the  father,  life  opportunities  will  be  enhanced 
for  the  mother  and  the  child(ren).   When  there  are  no 
services  provided  the  reverse  is  true;  consequently,  the  rate 
of  out-of-wedlock  pregnancy  increases. 

Percentage  of  Women  age  15-34  who  have  their  first  child 
before  marriage. 

African  American         Caucasian 

22% 
16% 

15% 

13% 

10% 

9% 

In  1991,  a  price  tag  of  $25  billion  was  payed  by  tax  payers 
for  teen  pregnancy. 

The  National  Institute's  success  in  reaching  and  providing 
services  to  fathers  was  reported  in  a  Research  Survey 
conducted  by  Drs.   G.  Regina  Nixon  and  Anthony  E.  O.   King  of 
Case  Western  Reserve  University.   The  survey  revealed  that: 

Fathers  can  be  reached  and  served. 

Fathers  care  about  their  children. 

Fathers  can  develop  safe,  healthy  relationships  with  others. 

Fathers  will  participate  in  programs  that  identify  with  their 
needs . 

Fathers  can  change  their  attitudes  and  behaviors. 

To  date,  the  non-traditional  model  utilized  by  the  National 
Institute  is  the  most  effective  method  for  reaching  fathers 
and  supporting  them  in  creating  a  safe  environment  for  their 
families. 


Further,  the  research  survey  revealed: 

70%  completed  at  least  12  years  of  education  and  nearly  11.5% 
have  at  least  one  year  of  college. 

74%  found  and  maintained  gainful  employment. 

92.2%  experienced  improved  relationships  with  child's  mother. 
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97.4%  spent  more  time  with  their  children. 

97.4%  of  fathers  provide  financial  support  for  their 
children. 

73%  of  fathers  reported  no  alcohol  consumption  upon  exiting 
services  from  the  National  Institute. 

87%  non-entry  rate  reported,  fathers  had  learned  enough 
skills  to  manage  their  own  life  issues. 

84%  of  fathers  have  legitimized  their  child(ren)  upon  exiting 
services.   Establishing  paternity  is  a  substantial  step 
toward  Responsible  Fatherhood. 

The  National  Institute's  administration  and  outreach  staff 
believe  that  the  most  effective  way  to  rebuild  our  families 
and  our  communities  is  to  provide  comprehensive,  non- 
traditional  services  to  fathers. 

The  National  Institute  is  designed  to  administer  this 
service.   Through  an  expanded  service  base  the  National 
Institute  would  reach  more  fathers,  thereby  impacting  upon 
more  of  our  societal  problems. 

It  costs  $11,400,000  to  incarcerate  1,000  fathers  for  one 
year  in  the  state  of  Ohio,  compared  to  $3,180,000  for  the 
National  Institute  to  provide  service's  to  1,000  fathers 
during  the  same  period.   The  average  incarceration  stay  is 
2.4  years;  for  a  total  cost  of  $27,360,000.   The  National 
Institute's  recidivism  rate  is  only  13%  with  an  approximate 
cost  of  only  $127,200  for  the  second  year.   But  even  in  this 
case,  the  father  costs  less  and  his  family  is  far  better 
because  he  is  a  free  man. 

This  shows  that  the  National  Institute  is  the  most  efficient 
and  cost-effective  solution.   If  a  father  is  incarcerated  for 
2.4  years  he  establishes  no  wholesome  relationships,  acquires 
no  marketable  skills,  may  not  have  completed  high  school,  nor 
established  paternity  for  his  child.   After  released,  he  may 
return  to  the  streets  to  repeat  the  same  crime. 

With  involvement  with  the  National  Institute,  he  has 
completed  high  school  and  employed  within  six  months,  out  of 
gangs  and  established  paternity  within  three  months,  and 
established  a  nurturing  relationship  with  his  child  within  30 
days.   As  a  tax  payer  with  buying  power,  he  is  no  longer  a 
threat  to  the  community.   By  establishing  National  Institute 
programs  many  problems  can  be  drastically  effected. 

My  appeal  to  this  panel  is  to  look  at  preventing  the 
escalating  problems  by  providing  funding  that  will  help 
fathers  to  be  productive,  supportive  and  responsible  citizens 
of  the  United  States  of  America. 
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PROTEGE  PROFILE 

Donte  Compton  gained  greater  independence  and  direction  in 
his  life  when  he  became  involved  with  The  National  Institute 
For  Responsible  Fatherhood  And  Family  Development.   Mr. 

Compton  raised  primarily  by  his  father,  missed  out  on  the 
motherly  influence  of  a  two  parent  household. 

By  age  18  he  had  dropped  out  of  school  and  fathered  his  first 
child.   He  did  not  have  a  healthy  relationship  with  the 
mother  of  his  child.   His  lifestyle  and  behavior  produced  a 
second  child  as  an  unwed  parent,  and  further  deteriorated  his 
relationship  with  the  mother  of  his  children.   As  a  result, 
he  became  a  recipient  of  many  social  services. 

Through  his  involvement  with  The  National  Institute  For 
Responsible  Fatherhood  And  Family  Development,  Mr.  Compton 
began  to  voluntarily  take  responsibility  for  the  care, 
nurturing,  love  bonding,  and  well  being  of  his  daughters 
Shante  and  Keyuana.   Most  importantly,  he  was  inspired  to 
establish  paternity  for  his  daughters  and  was  eventually 
awarded  sole  custody.   Mr.  Compton  has  went  back  to  school  to 
obtain  his  GED  and  was  awarded  a  scholarship  from  the 
National  Institute  to  attend  Cuyahoga  Community  College.   He 
was  honored  as  "Father  of  the  Year"  in  1993.   He  is  currently 
working  towards  developing  a  relationship  with  the  mother  of 
his  children  so  that  she  can  become  positively  involved  in 
their  lives. 

Mr.  Compton 's  plans  for  the  future  are  to  continue  to  nurture 
a  positive  relationship  with  the  mother  of  his  children,  and 
be  a  responsible  father  so  that  his  two  daughters  will  follow 
his  risk-free  lifestyle.   He  is  also  working  towards  owning 
and  operating  a  chain  of  hair  styling  salons  and  pursuing  a 
career  in  education,  thus  modeling  a  productive  lifestyle  for 
his  daughters. 


References: 

1.  The  National  Institute  For  Responsible  Fatherhood  And 
Family  Development,  Inc.   (Former  Client  Outcome  Survey: 
Phase  III  Evaluation).   June,  1993.   Drs.  G.  Regina 
Nixon  and  Anthony  E.  0.  King. 

2.  The  Crisis.   Volume  101,  Issue  1.   January,  1994.   "What 
Do  We  Really  Know  About  Child  Support?"  by  Jack  Krammer. 
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Mr.  Stokes.  We  thank  you,  Mr.  Ballard. 

I  just  have  to  say  that  what  you  have  done  through  your  pro- 
gram in  Cleveland  has  been  superlative.  And  the  importance  of 
your  testimony  here  is  to  bring  to  national  attention  what  you  have 
been  able  to  do  on  a  shoestring  budget  in  an  area  that  is  nation- 
wide. At  the  same  time,  it  is  an  area  that  has  been  basically  aban- 
doned, with  no  one  thinking  that  anything  could  be  done  about 
this. 

You  have  done  more  to  make  the  word  "father"  mean  something, 
through  making  these  errant,  in  most  cases,  fathers  who  only  acted 
as  progenitors,  to  act  as  fathers  and  to  take  responsibility.  So  we 
appreciate  very  much  your  testimony. 

Mr.  Ballard.  Thank  you,  Mr.  Chairman. 


Friday,  February  4,  1994. 

WITNESS 
HELEN  BLANK,  CHILDREN'S  DEFENSE  FUND 

Mr.  Stokes.  Our  next  witness  is  Ms.  Helen  Blank,  Children's  De- 
fend Fund. 

Ms.  Blank.  I  would  like  to  thank  this  subcommittee  for  its  con- 
tinued support  for  programs  that  address  the  needs  of  children. 

The  testimony  of  the  last  witness  was  particularly  moving  be- 
cause many  of  the  children  of  these  fathers  are  still  very  needy, 
even  though  we  have  made  progress  in  a  time  of  very  severe  budg- 
et constraints.  Today,  every  30  seconds  in  America  a  baby  is  still 
born  in  poverty.  Every  four  hours  a  child  commits  suicide.  And 
every  day,  over  5,700  American  teenagers  are  victims  of  violent 
crime. 

Children  in  this  country,  as  we  know  our  own  children,  grow  up 
in  a  flash.  And  if  we  don't  provide  the  help  now  to  children  in  their 
earliest  years,  we  lose  them  too  soon.  If  we  are  going  to  compete 
successfully  in  the  21st  Century,  we  have  to  invest  in  our  children 
to  give  them  a  head  start,  a  fair  start,  and  a  healthy  start.  And 
equally  important,  a  safe  start. 

CDF  urges  the  committee  to  give  its  highest  priority  to  the  fol- 
lowing programs,  which  have  improved  the  lives  of  America's  chil- 
dren and  families.  Every  year  we  come  to  you  for  more  money  for 
Head  Start,  and  we  will  continue  to,  because  this  is  a  very  special 
program.  The  founders  of  Head  Start  were  a  group  of  remarkable 
visionaries.  In  1965,  they  understood  that  a  child  couldn't  learn  un- 
less he  was  not  only  educated,  but  was  healthy  and  well  fed  and 
had  parents  who  were  actively  involved  in  their  lives. 

Head  Start  is  the  only  major  federal  program  that  builds  com- 
prehensive services  into  its  framework.  This  concept  has  borne  the 
test  of  time.  As  today's  advocates  for  children  struggle  to  bring 
Head  Start's  formula  to  other  services,  which  serve  children,  a 
sound  early  education  is  obviously  critical  to  help  children  enter 
school  ready  to  learn,  but  equally  important  are  parents  who  can 
help  children  learn  and  act  as  positive  role  models. 

As  a  member  of  the  Head  Start  Advisory  Committee,  I  was 
moved  again  by  the  stories  of  parents  more  than  anything  else. 
Parents  who  are  poor  don't  get  treated  very  well  out  there.  And 
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Head  Start  is  a  program  that  takes  them  where  they  are  and  re- 
spects them,  despite  the  fact  that  they  don't  have  much.  Head 
Start  builds  their  self-esteem,  and  by  building  the  self-esteem, 
gives  parents  what  they  need  to  move  on  to  become  self-sufficient, 
to  work  in  Head  Start  and  other  programs,  and  to  support  their 
children.  We  hear  this  from  parents  in  program  after  program,  in 
State  after  State.  And  what  is  so  unusual  is  parents  even  feel 
warm  about  the  federal  Head  Start  bureaucracy,  because  there  is 
something  about  this  program  that  breaks  the  traditional  mode  of 
human  service  programs. 

The  advisory  committee  did  reaffirm  that  Head  Start  was  a 
unique  program,  but  understood  that  we  had  to  strengthen  this 
program.  We  can't  forget  expansion,  we  only  serve  35  percent  of  eli- 
gible children  today.  But  we  need  to  build  resources  to  invest  in 
Head  Start's  quality. 

For  a  long  time  we  focused  on  serving  more  children  without 
enough  attention  to  building  the  infrastructure  for  local  programs. 
Head  Start  also  has  to  change  to  meet  the  needs  of  today's  families 
who  v/ork  or  are  in  school,  they  are  training.  Almost  50  percent  of 
Head  Start  families  are  working  and  we  need  programs  to  meet 
their  schedules. 

We  also  need  to  look  to  services  for  younger  children.  Building 
quality,  extending  schedules  and  serving  more  children  will  require 
more  than  a  report  and  goodwill.  It  is  essential  that  this  committee 
continue  on  the  path  of  committing  significant  new  funding  to 
Head  Start  and  appropriate  the  President's  full  request  for  fiscal 
year  1995. 

Child  care  is  also  a  critical  need  for  millions  of  American  fami- 
lies. We  made  significant  progress  in  1990  when  we  enacted  major 
child  care  legislation  and  this  committee  was  extremely  helpful 
when  it  appropriated  over  $700  million  to  begin  a  federal  role  in 
child  care.  But  sadly,  both  federal  and  State  funding  leaves  mil- 
lions of  low-income  children  without  adequate  child  care. 

A  recent  report  that  we  have  done  found  that  32  States  have 
lengthy  waiting  lists  for  child  care  assistance.  What  we  are  seeing 
now,  which  is  extremely  troubling,  is  that  low-income  families  on 
AFDC  are  competing  against  the  working  poor  for  child  care  assist- 
ance. States  are  using  the  block  grant  funds  which  we  thought 
would  help  the  working  poor  to  fund  child  care  for  AFDC  children 
because  they  don't  have  the  match  for  the  AFDC  program  and  the 
block  grant  has  no  match.  They  are  using  State  funds  that  went 
to  the  working  poor  for  their  State  match  for  the  block  grant — for 
the  AFDC  program.  We  have  less  money  available  for  the  working 
poor. 

We  are  also  seeing,  I  think,  the  most  painful  Solomon-like  deci- 
sions, is  when  a  family  moves  off  one  year  of  transitional  child  care 
assistance  and  they  compete  with  the  working  poor  for  child  care 
assistance.  We  have  seen  families  in  Minnesota  and  other  States 
go  back  on  welfare  when  they  don't  get  assistance  following  transi- 
tional child  care. 

We  are  concerned  about  basic  health  and  safety  and  quality  in 
child  care,  as  well  as  Head  Start.  A  recent  Inspector  General's  re- 
port looked  at  several  States  and  found  serious  health  and  safety 
problems  in  child  care  programs  receiving  federal  funds.  A  recent 
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CDF  report  found  very  weak  health  and  safety  standards  for  pro- 
grams receiving  federal  child  care  funds.  If  the  committee  provides 
the  full  administration  request  for  the  Child  Care  and  Development 
Block  Grant,  we  would  begin  to  at  least  help  to  fill  some  of  these 
quality  and  affordability  gaps. 

The  committee  has  been  very  generous  in  past  years  on  funding 
immunization.  The  successful  passage  of  the  Vaccines  for  Children 
Program  and  the  increases  in  the  Center  for  Disease  Control  and 
Prevention  Immunization  appropriations  last  year,  were  critical 
steps  toward  the  goal  of  protecting  90  percent  of  American  two-year 
olds  against  preventable  disease  by  1996. 

We  urge  the  committee  to  continue  providing  over  $500  million 
to  the  CDC  immunization  program  to  enable  communities  to  set  up 
tracking  systems,  outreach  and  education  programs,  and  most  im- 
portantly, to  expand  local  providers'  capability  to  provide  immuni- 
zation services. 

Maternal  and  child  health  programs  are  often  the  only  source  of 
care  for  millions  of  low-income  children  and  pregnant  women.  In- 
vesting in  these  programs  is  very  important,  since  so  many  of  them 
serve  the  growing  numbers  of  under  and  uninsured  children. 

National  health  reform  obviously  holds  great  promise  for  all 
Americans,  but  access  to  services  and  primary  care  providers  re- 
mains a  serious  problem  for  millions  of  families  with  young  chil- 
dren, even  the  most  optimistic  time  line  for  health  reform  will  not 
bring  services  to  many  of  the  underserved  communities  in  this 
country  for  many  years.  We  urge  you  to  increase  funding  for  these 
cost-effective  maternal  and  child  health  programs. 

We  also  ask  you  to  look  to  funding  programs  that  address  abused 
and  neglected  children  with  serious  emotional  disturbances  and 
others  with  special  needs.  We  have  a  growing  number  of  children 
who  are  victims  of  child  abuse.  Unfortunately,  help  for  these  chil- 
dren is  often  too  little  and  too  late  and  they  end  up  in  overly  re- 
strictive and  costly  out-of-home  placements,  despite  the  fact  that 
evidence  shows  that  investing  in  families  early  can  help  prevent 
abuse  and  neglect  from  occurring. 

To  enable  more  States  and  communities  to  do  so,  we  urge  you  to 
increase  funding  for  at  least  the  Family  Resource  and  Support 
Grant  Program  and  the  Child  Mental  Health  Services  Program. 

Finally,  we  urge  the  committee  to  build  upon  the  appropriation 
increases  in  recent  years  to  continue  expansion  of  the  Job  Corps 
Program.  We  still  only  have  1  in  19  eligible  children  participating 
in  Job  Corps,  despite  its  success. 

We  would  also  hope  that  you  could  look  at  the  Youth  Fair 
Chance  Program  which  provides  desperately  needed  funds  to  high- 
poverty  areas  for  comprehensive  education  and  training  services 
and  could  have  a  major  impact  on  employment  problems  in  our 
inner  cities. 

We  know  that  this  is  a  difficult  year  and  we  are  working  under 
very  tight  budget  constraints,  but  we  urge  Congress  and  this  com- 
mittee to  continue  as  you  have  done  in  the  past,  to  be  sensitive  to 
the  needs  of  children  and  provide  the  resources  to  address  the 
growing  crisis  that  is  confronting  children  and  to  ensure  that  no 
child  is  left  behind. 
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These  are  hard  decisions  but  the  consequences  of  not  investing 
are  clear.  If  current  trends  go  unchanged  by  the  year  2001,  17  mil- 
lion children  will  be  poor;  the  country  will  spend  $358  per  person 
annually  to  lock  up  our  youth,  but  only  $13.00  per  year  to  give  pre- 
schoolers a  Head  Start;  one  million  babies  will  be  born  into  poverty 
each  year  and  37  thousand  children  will  be  arrested  every  week. 

Again,  thank  you  for  the  opportunity  to  testify  and  your  contin- 
ued support  for  an  investment  in  children. 

Mr.  Stokes.  We  certainly  appreciate  the  very  sobering  testimony 
you  have  given  us  here  this  morning.  We  appreciate  the  relation- 
ship we  have  had  with  the  Children's  Defense  Fund  over  the  years. 

Thank  you  very  much. 

[The  prepared  statement  follows:] 
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Thank  you,  Mr.  Chairman,  for  giving  me  this  opportunity  to  testify  on  behalf  of 
America's  children.    I  am  Helen  Blank,  Director  of  the  Child  Care  Division  of  the 
Children's  Defense  Fund. 

I  would  like  to  thank  this  Subcommittee  for  its  continued  support  for  programs 
that  address  the  needs  of  children,  particularly  during  these  times  of  severe  budget 
constraints.    Despite  past  efforts,  however,  there  has  been  very  little  improvement  in 
the  conditions  children  face. 

Too  many  of  our  children  are  poor,  sick,  dying  and  growing  up  abused  and 
neglected.    Every  30  seconds,  a  baby  is  born  into  poverty  in  America.    Every  4  hours 
a  child  commits  suicide.    Every  5  seconds  of  the  school  day  a  child  drops  out  of  public 
school.   Every  4  minutes  a  baby  is  born  to  a  teenage  mother  who  already  had  a 
previous  child.    And  every  day  5,703  American  teenagers  are  victims  of  violent  crime. 
America's  children  and  their  families  are  in  crisis. 

These  disturbing  trends  must  not  continue.  We  cannot  break  the  cycle  of 
poverty  unless  teenage  pregnancy  declines.  We  cannot  curb  violence  among  youth 
without  real  job  training  prospects,  after  school  programs,  child  care  and  other 
programs  for  our  children  and  families. 

For  this  nation  to  compete  successfully  in  the  21st  century,  we  must  invest  in 
our  children  to  assure  that  every  child  gets  a  head  start,  a  healthy  start,  a  fair  start  and 
a  safe  start. 

CDF  urges  this  Committee  to  give  its  highest  priority  to  the  following  programs 
which  have  improved  the  lives  of  America's  children  and  their  families. 

Head  Start:    The  founders  of  Head  Start  were  a  group  of  remarkable 
visionaries.   They  understood  that,  in  order  to  learn,  children  need  more  than  an  earl> 
education.   They  have  to  be  healthy,  well-fed.  and  have  strong  and  functioning  parents 
who  can  be  actively  involved  in  their  lives.   As  a  result.  Head  Start  is  one  of  the  few 
programs  that  builds  a  set  of  comprehensive  services  directly  into  its  framework.    This 
concept  has  bome  the  test  of  time  as  today's  advocates  for  children  struggle  to  bring  to 
other  programs  for  children  and  families  the  unusual  package  of  services  which 
characterizes  Head  Start. 

Head  Start  is  more  important  today  than  ever  before  as  violence  pervades  the 
lives  of  young  children  and  their  families.    It  can  be  the  place  that  provides  positive 
hopes  and  expectations  for  children,  parents,  and  entire  communities  by  offering 
children  a  sense  that  alternative  paths  to  violence  and  delinquency  are  viable  choices. 
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A  sound  early  education  is  critical  to  help  children  enter  school  ready  to  learn, 
but  just  as  critical  are  parents  who  can  help  children  learn  and  act  as  positive  role 
models.    The  story  of  Head  Start  is  not  just  about  children  who  have  succeeded 
because  they  participated  in  Head  Start,  but  of  countless  parents  who  were  given  a 
chance  to  be  productive  and  self-sufficient  because  Head  Start  was  the  one  place  in 
their  community  that  gave  them  respect  and  restored  their  self-esteem. 

The  Advisory  Committee  on  Head  Start  Quality  and  Expansion  reaffirms  that 
Head  Start  is  a  unique  program,  but  it  also  points  out  that  there  are  areas  that  must  be 
updated  and  strengthened.    This  is  a  critical  moment  in  the  history  of  Head  Start.    As 
the  report  acknowledges,  the  program  must  lengthen  its  schedules  and  reach  out  to 
families  with  younger  children.    It  must  ensure  that  every  Head  Start  center  offers  the 
highest  quality  services  to  these  children  and  families.    However,  building  quality, 
extending  schedules,  and  serving  more  children  will  require  more  than  a  report  and 
good  will.    It  is  essential  that  Congress  continue  on  the  path  of  committing  significant 
new  funding  to  Head  Start  and  appropriate  at  least  the  full  amount  of  the  President's 
request  for  FY  95. 

Child  Care:    Child  care  is  now  a  basic  necessity  for  millions  of  American 
families.    The  nation  made  significant  progress  when  comprehensive  child  care 
legislation  was  enacted  in  1990  and  funded  by  this  Committee.    Sadly,  state  and 
federal  child  care  funding  is  still  sorely  insufficient  and  leaves  millions  of  low-income 
working  families  with  nowhere  to  turn  for  child  care  assistance.    In  1993,  31  states  and 
the  District  of  Columbia  had  lengthy  waiting  lists.    Tight  budgets  are  leading  to  a 
growing  competition  between  child  care  assistance  for  low-income  working  families 
and  families  receiving  AFDC,  according  to  a  1993  CDF  study.    For  example,  12  states 
have  shifted  state  funds  previously  used  for  working  families  to  help  cover  the  state 
match  required  for  federal  child  care  funds  for  families  receiving  AFDC.    In  addition. 
16  states  diluted  the  effectiveness  of  the  Child  Care  and  Development  Block  Grant  tor 
low-income  working  families  by  diverting  part  of  these  federal  funds,  which  do  not 
require  a  state  match,  to  pay  for  welfare-related  child  care. 

State  juggling  of  scarce  child  care  funds  also  affected  families  receiving 
transitional  child  care  assistance  as  they  left  AFDC.    In  some  states,  when  these 
families  use  their  one  year  of  guaranteed  transitional  child  care  (TCC)  assistance,  thc> 
must  then  compete  with  low-income  non-AFDC  families  for  child  care  assistance  to 
continue  working.    A  finding  from  a  1992  study  of  48  Minnesota  families  leaving  TCC 
is  illustrative:   one  in  five  of  the  families  would  end  up  back  on  AFDC  before  the> 
could  get  child  care   assistance.   Lack  of  funds  to  monitor  basic  health  and  safety 
standards  and  to  improve  facilities  is  also  a  growing  problem   as  illustrated  in  recent 
Inspector  General  reports.    By  appropriating  at  least  the  full  amount  requested  by  the 
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Administration  for  the  Child  Care  and  Development  Block  Grant,  the  Committee 
would  make  it  possible  to  remedy  these  critical  problems  for  low-income  families  who 
desperately  want  to  work  and  remain  independent. 

Childhood  Immunization:    The  successful  passage  of  the  Vaccines  for 
Children  program  and  the  increase  in  the  Centers  for  Disease  Control  and  Prevention 
(CDC)  immunization  appropriations  last  year  were  critical  steps  towards  achieving  the 
goal  of  protecting  90%  of  American  two-year  olds  against  preventable  diseases  b> 
1996.    If  fully  funded,  the  vaccine  program  will  assure  nearly  1 1  million  children  tree 
vaccines,  and  the  CDC  program  will  enable  communities  to  set  up  tracking  systems, 
outreach  and  education  programs,  and  most  importantly,  to  expand  local  providers' 
capability  to  provide  immunization  services  by  extending  clinic  hours  and  hiring 
nurses.    We  urge  the  Committee  to  continue  providing  over  $500  million  to  the  CDC 
Immunization  Program. 

Children's  Health:    Maternal  and  Child  Health  programs  provide  critical 
services  for  pregnant  women  and  children.    Often  the  only  source  of  care  for  millions 
of  children,  these  programs  help   infant  mortality,  reduce  low  birthweight  rates, 
immunize  young  children,  provide  primary  care  to  young  families,  and  serve  children 
with  disabilities  and  special  health  care  needs. 

Investing  in  Maternal  and  Child  Health  programs  including  Community  Migrant 
and  Homeless  Health  Centers,  Title  V,  Pediatric  AIDS,  National  Health  Service  Corps. 
Healthy  Start  and  Emergency  Medical  Services,  is  very  important  particularly  since  m> 
many  of  these  programs  serve  the  growing  numbers  of  uninsured  and  underinsured 
children.  While  national  health  reform  holds  the  promise  of  guaranteeing  health 
insurance  for  all  Americans,  access  to  critical  services  and  primary  care  providers 
remains  a  serious  problem  for  millions  of  families  with  young  children.    Even  the  must 
optimistic  timeline  for  health  reform  will  not  bring  services  to  many  of  the 
underserved  communities  in  this  country  for  many  years.    For  children  lacking  a 
"medical  home,"  or  those  with  a  disability  needing  special  care,  or  the  growing  number 
of  children  with  AIDS,  these  programs  are  a  vital  safety  net.    We  urge  the  Committee 
to  increase  funding  for  these  cost-effective  programs. 

Services  to  Abused  and  Neglected  Children:    The  Committee  must  also  find 
in  FY  1995  the  money  to  protect  and  heal  vulnerable  children  and  their  families  - 
abused  and  neglected  children,  children  and  adolescents  with  serious  emotional 
disturbances,  and  others  with  special  needs.   As  the  suffering  of  these  young  people  is 
ignored,  their  problems  intensify  and  cost  more  in  the  future.    In  1992,  the  number  of 
children  reported  abused  and  neglected  rose  to  2.9  million,  about  triple  the  number 
reported  in  1980,  and  an  estimated  2  million  children  with  serious  emotional 
disturbances  didn't  get  the  help  they  needed. 
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Unfortunately,  help  to  these  children  is  often  too  little  and  too  late  and  the)  end 
up  in  overly  restrictive  and  costly  out-of-home  placements.    Yet.  evidence  show*  thai 
investing  in  families  early,  before  problems  intensify  can  help  prevent  abuse  and 
neglect  from  occurring.  Also,  it's  cost  effective  to  invest  in  community-based  system* 
of  care  rather  than  relying  on  costly  alternatives,  for  children  with  serious  emotional 
disturbances.    For  example,  according  to  preliminary  outcome  data  reported  in  1995  b\ 
the  Mental  Health  Services  Program  for  Youth  at  the  Washington  Business  Group  on 
Health,  and  the  CASSP  Technical  Assistance  Center  at  the  Georgetown  Universin 
Child  Development  Center,  the  local  systems  of  home-  and  community-based  ser\  ices 
for  these  young  people  and  their  families  in  about  a  dozen  communities  resulted  in 
fewer  children  being  placed,  and  for  shorter  periods  of  time,  in  costly  and  restricts  e 
institutional  or  residential  treatment  settings.    Some  sites  also  noted  gains  in  children* 
ability  to  function  adequately  at  home  and  school,  improvements  in  school  attendance 
and  performance,  and  reduction  in  contacts  with  the  juvenile  justice  system. 

To  enable  more  states  and  communities  to  establish  similar  initiatives,  we  urge 
you  to  increase  funding  for  FY  1995  for  at  least  the  Family  Resource  and  Support 
Grant  Program  and  the  Child  Mental  Health  Services  Program.    Both  of  these 
programs  help  to  strengthen  the  capacity  of  communities  to  protect  vulnerable  children 
and  families,  and  to  ensure  that  they  can  fully  benefit  from  the  recently  enacted  FamiK 
Preservation  and  Support  Services  Program  and  expected  reforms  in  our  nation's  health 
care  delivery  systems.    The  former  enables  states  to  develop  statewide  networks  of 
family  support  programs,  and  the  latter  helps  communities  develop  home  and 
community-based  services.    Both  programs  enlist    family  members  as  partners  in  the 
development  of  local  services. 

Consider  that  47  states  and  jurisdictions  applied  for  the  $4.5  million  FamiK 
Resource  and  Support  Grant  Program  and  over  40  states  for  the  $4.9  million  Child 
Mental  Health  Services  Grant  Program  in  FY  1993.    But  because  of  funding 
limitations,  only  a  small  number  of  awards  were  able  to  be  made  under  each  program 
The  increased  investments  Congress  made  in  these  programs  for  FY  1994  will  help, 
but  the  demand  still  far  outstrips  the  supply. 

Job  Training:    We  urge  the  Committee  to  build  upon  the  appropriations 
increases  in  recent  years  to  continue  expansion  of  the  cost-effective  Job  Corps  program 
in  FY  1995.   A  cornerstone  of  our  job  training  system  for  disadvantaged  youths.  Job 
Corps,  provides  education,  training,  and  support  services  in  a  residential  setting,  and 
boost  employment  prospects  while  reducing  crime  and  other  costs  to  society.    Yet 
despite  Job  Corps  track  record  of  success,  a  CDF  study  of  the  program  released  last 
summer  found  that  it  reaches  only  one  in  19  eligible  young  people.    A  funding 
increase  of  at  least  10  percent  for  FY  1995  would  allow  for  six  new  Job  Corps  centers, 
second  year  funding  for  nine  centers  and  maintenance  of  services  at  existing  centers. 
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Other  targeted  investments  in  work  and  training  for  teenagers  and  young  adults 
also  are  essential  to  open  the  doors  of  opportunity  and  offer  constructive  alternatives  to 
crime  and  violence  in  poor  communities.    The  Youth  Fair  Chance  program  provides 
desperately  needed  funds  to  high  poverty  areas  for  comprehensive  education  and 
training  services,  and  could  have  a  major  impact  on  persistent  employment  problems  in 
our  inner  cities  and  depressed  rural  areas  with  funding  of  $100  million  in  FY  1995. 
The  Administration's  school-to-work  initiative  also  represents  an  important  step  in 
helping  young  Americans  make  the  transition  to  the  world  of  work  and  deserves 
expanded  support  next  year. 

It  is  imperative  that  Congress  provide  adequate  resources  to  address  the  crisis 
confronting  America's  children  to  ensure  that  no  child  is  left  behind.    We  are  counting 
on  you  to  make  the  hard  decisions.     The  choices  and  consequences  are  clear.    If 
current  trends  go  unchanged,  by  the  year  200 1 : 

A  total  of  17  million  children  will  be  poor; 

The  U.S.  will  spend  $358  per  person  annually  to  lock  up 
our  youth  and  only  $13  per  year  to  give  preschoolers  a 
Head  Start; 

One  million  babies  will  be  born  into  poverty  each  year;  and 

37,000  children  will  be  arrested  everv  week. 


Again,  thank  you  for  this  opportunity  to  testify. 
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Friday,  February  4,  1994. 

WITNESS 

EDWARD  C.  ROSENOW,  M.D.,  FCCP,  AMERICAN  COLLEGE  OF  CHEST 
PHYSICIANS 

Mr.  Stokes.  Our  next  witness  will  be  Dr.  Edward  C.  Rosenow. 

Dr.  Rosenow.  Good  morning,  Mr.  Stokes,  Mr.  Bonilla,  Mr. 
Serrano.  I  will  be  brief.  I  will  point  out  that  my  wife  is  from  Cleve- 
land, Mr.  Stokes.  I  think  we  have  a  common  theme  here  this  morn- 
ing. 

Mr.  STOKES.  There  is  an  awfully  lot  of  smart  people  here. 

Dr.  Rosenow.  I  am  a  physician,  Professor  of  Medicine  at  an  aca- 
demic medical  center,  the  Mayo  Clinic,  but  I  come  today  as  a  past 
President  of  the  American  College  of  Chest  Physicians,  represent- 
ing 14  thousand  members  that  are  physicians  and  scientists  in- 
volved in  the  diagnosis,  prevention,  treatment,  basic  research  in 
lung  and  cardiovascular  diseases. 

I  come  to  point  out  that  we  endorse  the  recommendations  of  the 
Ad  Hoc  Committee  for  Medical  Research  Funding  for  an  additional 
$1  billion  for  the  NIH,  including  a  total  budget,  if  possible,  of  $1.4 
billion  for  the  National  Heart,  Lung,  and  Blood  Institute,  the 
NHLBI,  a  division  of  the  NIH.  The  NHLBI  currently  receives  only 
11  percent  of  the  budget  but  covers  52  percent  of  the  diseases  that 
killed  Americans  in  1991.  The  American  College  of  Chest  Physi- 
cians membership  strongly  supports  the  NHLBI  and  all  that  it  is 
doing. 

I  have  known  the  Director,  Dr.  Claude  Lenfant,  and  the  Director 
of  the  Lung  Division,  Dr.  Suzanne  Hurd,  for  over  15  years,  and 
want  to  point  out  as  an  aside,  their  extremely  effective  leadership 
and  the  high  regard  that  we  all  have.  I  also  know  of  Dr.  Frommer, 
the  Deputy  Director,  and  Dr.  Horan,  the  Director  of  the  Cardio- 
vascular Section,  and  the  high  reputations  they  have.  We  are  in- 
deed fortunate  in  this  country  to  have  such  consistently  strong 
leadership. 

I  come  with  four  concerns,  and  again  I  will  be  brief.  Some  we 
have  already  heard  about.  One  is  asthma,  affecting  12  million  indi- 
viduals in  this  country,  including  3  million  children.  We  heard  of 
the  asthma  in  the  New  York  City  hospitals,  its  severity.  It  is  esti- 
mated that  it  costs  this  country  $6  billion  a  year,  which  is  ap- 
proaching 1  percent  of  the  total  health  care  costs. 

This  is  a  reversible,  preventable  disease,  not  necessarily  curable, 
but  we  can  save  horrendous  amounts  of  money  by  effective  treat- 
ment. It  is  estimated  that  100  million  workdays  and  school  days 
are  lost  each  year  due  to  asthma. 

Several  years  ago,  through  the  funding  of  this  committee,  the 
NHLBI  sponsored  the  National  Asthma  Education  Prevention  pro- 
gram. This  has  been  a  very  effective  program.  I  was  involved  a  lit- 
tle bit  in  helping  to  write  this.  It  reached  out  to  educate  physicians, 
family  physicians,  general  practitioners,  as  well  as  school  nurses, 
coaches,  the  patients,  patients'  families,  those  involved  with  indi- 
viduals with  asthma,  the  nature  of  the  disease,  how  to  effectively 
treat  it,  and  to  prevent  it. 

As  a  pulmonologist,  pulmonary  specialist,  that  has  dealt  with 
over  1  thousand  patients  with  asthma,  I  can  appreciate  the  impor- 
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tance  of  prevention  and  proper  education.  I  would  estimate  that  a 
preventive  dollar  would  save  $3.00  to  $10.00  in  asthma. 

Asthma  is  not  unlike  diabetes  where  the  diabetic  doesn't  wait 
until  he  or  she  goes  into  coma  to  start  insulin  or  to  adjust  the  insu- 
lin. By  preventing  flare-ups  of  asthma,  we  can  effectively  save  days 
lost  from  work,  school  days,  and  deaths,  5  thousand  a  year.  And 
so  this  has  been  a  very  effective  program  of  the  NHLBI  and  we  ap- 
preciate your  support  and  hopefully  more. 

A  second  concern  I  have  is  an  entity  you  may  not  be  aware  of 
called  the  Adult  Respiratory  Distress  Syndrome,  ARDS,  for  short, 
affecting  150  thousand  people  a  year,  with  a  third  to  half  of  them 
dying  of  this  disease.  This  is  not  a  disease  in  itself,  but  it  is  a  con- 
dition arising  in  usually  otherwise  healthy  people. 

You  have  heard  of  the  hanta  virus,  the  rodent  virus  that  struck 
in  New  Mexico  several  years  ago,  and  with  multiple  deaths  from 
that;  this  is  just  one  example  of  ARDS,  where  in  this  case  the  indi- 
viduals died  sometimes  within  24  hours,  it  so  rapidly  affects  the 
lungs.  The  cost  is  sometimes  ove,r  $100,000  per  patient  that  ends 
up  in  an  intensive  care  unit,  requires  medical  assistance  to 
breathe.  Again,  up  to  half  of  them  die. 

It  occurs  after  motor  vehicle  accidents,  even  if  it  doesn't  involve 
the  chest.  It  occurs  after  surgery  in  which  a  minor  infection  occurs 
and  within  a  few  hours  to  days  the  lungs  are  weeping  fluid  and 
they  literally  drowned  in  their  own  secretions.  We  need  help  in 
finding  out  who  is  prone  to  this,  why  it  occurs  and  basic  research 
into  this.  Tremendous  potential  of  savings. 

The  third  concern  has  already  been  mentioned;  the  multiple- 
drug-resistant  tuberculosis.  Ten  years  ago  I  sat  on  a  committee  and 
we  talked  about  the  eradication  of  tuberculosis  in  this  country  by 
the  year  2000.  Not  unlike  small  pox  in  the  world,  we  were  hoping 
to  eradicate  it  in  this  country  and  eventually  around  the  world 
where  3  million  die  a  year. 

As  a  result  of  HIV,  AIDS  and  other  factors,  resistance  to  the 
usual  drugs  in  treating  tuberculosis  has  occurred  and  now  this  is 
a  tremendous  problem,  some  thinking  that  this  may  be  the  AIDS 
of  the  late  1990s  and  the  next  century.  It  is  so  infectious  and  there 
is  so  little  to  do  to  treat  it,  some  health  care  workers  die  within 
a  few  weeks  of  acquiring  this,  even  though  they  were  healthy  to 
begin  with.  And  this  is  a  result  of  an  exposure. 

My  final  concern  that  I  bring  to  you,  and  I  should  say  first, 
though,  that  the  TB  program  would  come  under  the  National  Insti- 
tute of  Allergy  and  Infectious  Diseases  under  the  effective  leader- 
ship of  Dr.  Arithony  Fauci. 

My  final  concern  relates  to  support  of  researchers,  especially 
young  researchers.  At  my  institution,  I  am  intimately  involved  with 
researchers  including  young  researchers,  and  they  are  greatly  dis- 
couraged about  the  future  of  research  in  this  country. 

When  I  started  almost  30  years  ago,  you  could  do  a  year  of  re- 
search and  probably  get  some  funding  and  go  on  and  do  this.  The 
competition,  the  pressures  weren't  there.  Now  it  takes  three  or  four 
years  of  pure  research  in  addition  to  other  training.  They  come  out 
of  medical  school  and  training  with  a  tremendous  debt.  They  know 
that  ultimately  they  have  less  than  a  20  percent  chance  of  being 
funded. 
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Your  institutions,  such  as  my  institution,  helps,  but  it  can't  carry 
on  the  tremendous  expense  of  over  $200,000  a  year  to  support  a  re- 
searcher. They  are  getting  discouraged.  We  are  going  to  develop  a 
real  technology  gap  in  research  and  medical  sciences,  because  the 
young  researchers  aren't  being  supported  or  are  losing  confidence 
in  the  ability  to  go  into  research  and  stay  there. 

So  in  summary,  I  see  that  prevention  and  education  is  becoming 
more  and  more  important  in  research  and  in  turn  will  save  any- 
where from  $2.00  or  $3.00  to  $10.00  in  health  care  costs  by  invest- 
ment in  research.  I  see  that  the  health  care  expenditures  are  grow- 
ing tremendously.  We  all  know  that.  Without  the  research  funding 
keeping  up  with  that.  And  yet  appropriate  research  funding  can 
save  health  care  dollars  and  I  urge  your  consideration  of  this. 

I  again  appreciate  the  opportunity  to  come  before  you.  I  did  four 
years  ago,  and  I  thank  you  again. 

Mr.  Stokes.  Dr.  Rosenow,  it  is  a  pleasure  to  have  you  appear 
back  before  us  again.  I  have  to  say  that  any  man  who  is  married 
to  a  woman  from  Cleveland,  can't  be  too  bad. 

Thank  you. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  members  of  the  Subcommittee: 


I  am  Edward  C.  Rosenow,  m,  M.D.,  FCCP,  a  Past  President  of  the  American 
College  of  Chest  Physicians  ("ACCP").   I  am  also  the  Arthur  M.  and  Gladys  D.  Gray 
Professor  of  Medicine  and  the  Chairman  of  Thoracic  Diseases  at  the  Mayo  Clinic  in 
Rochester,  Minnesota.    You  may  recall,  Mr.  Chairman,  that  I  appeared  before  you  and  your 
subcommittee  nearly  four  years  ago  as  the  ACCP's  President  to  present  the  College's 
testimony  to  support  increased  funding  for  the  National  Institutes  of  Health. 

Thank  you  for  providing  me  the  opportunity  to  appear  before  you  again  to  present 
testimony  on  behalf  of  the  American  College  of  Chest  Physicians.   The  College  is  a 
professional  society  of  medical  subspecialists.    We  comprise  more  than  14,000  physicians, 
scientists  and  medical  educators  who  specialize  in  diseases  of  the  heart,  lungs  and  circulatory 
system.   The  College  appreciates  this  opportunity  to  offer  its  views  to  this  subcommittee  on 
Fiscal  Year  1995  appropriations  supporting  the  National  Institutes  of  Health,  with  a  particular 
focus  on  the  National  Heart,  Lung  and  Blood  Institute  and  the  National  Institute  of  Allergy 
and  Infectious  Diseases. 

The  American  College  of  Chest  Physicians  enthusiastically  supports  the  important 
work  of  the  National  Institutes  of  Health  and  therefore  endorses  the  recommendation  of  the 
Ad  Hoc  Group  for  Medical  Research  Funding  for  an  appropriation  level  of  $1 1.95  billion  for 
the  NIH  for  Fiscal  Year  1995,  which  represents  a  $1  billion  increase  for  all  of  the  NTH  over 
its  current  appropriation.   This  recommended  level  of  funding  provides  for  an  appropriate, 
sound,  and  progressive  level  of  basic  and  applied  research  activity  for  the  National  Institutes 
of  Health,  which  reflects  one  of  its  vital  mandates,  and  which  the  ACCP  unequivocally 
supports. 

The  American  College  of  Chest  Physicians  also  enthusiastically  supports  the  activities 
of  the  NIH's  National  Heart,  Lung  and  Blood  Institute  ("NHLBI").   I  would  like  to  take  this 
opportunity  to  commend  the  excellent  work  of  its  outstanding  leadership:  the  Director  of  the 
NHLBI,  Dr.  Claude  Lenfant,  the  Deputy  Director,  Dr.  Peter  Frommer,  the  Director  of  the 
Institute's  Lung  Disease  Division,  Dr.  Suzanne  Hurd,  and  the  Director  of  the  Institute's 
Heart  and  Vascular  Diseases  Division,  Dr.  Michael  Horan. 

The  American  College  of  Chest  Physicians  strongly  recommends  a  budget  of  $1.4 
billion  for  the  National  Heart,  Lung  and  Blood  Institute  in  Fiscal  Year  1995.   The  American 
College  of  Chest  Physicians  believes  that  this  funding  level  is  crucial  to  our  national 
biomedical  research  effort.   The  total  1994  National  Institutes  of  Health  budget  of  $10,956 
billion  represents  only  1.0%  of  the  $900  billion  spent  each  year  on  health  care.    The  current 
overall  budget  for  the  National  Institutes  of  Health  is  too  low  in  the  ACCP's  judgment.   And 
please  note,  Mr.  Chairman,  that  in  the  four  years  since  I  last  appeared  before  you,  our 
Nation's  annual  health  care  costs  have  risen  approximately  50%,  yet  I  am  still  urging  you 
and  you  colleagues  to  fund  the  NHLBI  at  the  same  level  I  did  in  1990:  $1.4  billion! 
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The  ACCP  also  strongly  supports  the  excellent  work  of  the  National  Institute  of 
Allergy  and  Infectious  Diseases  ("MAID")  and  its  Director,  Dr.  Anthony  S.  Fauci.    We 
urge  this  subcommittee  to  adopt  Dr.  Fauci's  professional  judgment  budget  of  $1.54  billion 
for  Fiscal  Year  1995. 

There  is  a  multitude  of  vital  research  going  on  at  both  the  NHLBI  and  NIAID  that 
must  be  continued  and  expanded  if  we  as  a  Nation  are  going  to  gain  control  of  our  health 
care  costs.    An  investment  of  research  dollars  at  the  NIH  has  consistently  yielded  cost 
savings  over  time  by  focusing  on  the  prevention,  diagnosis,  treatment,  and  ultimately,  the 
cure  of  disease.    I  would  like  to  direct  the  subcommittee's  attention  to  three  diseases  which 
members  of  the  American  College  of  Chest  Physicians  treat  daily  with  important  support 
from  the  NHLBI  and  NIAID:  asthma,  Adult  Respiratory  Distress  Syndrome,  and  multi-drug 
resistant  tuberculosis. 

Asthma  is  a  very  serious  chronic  lung  disease  which  affects  more  than  12  million 
Americans,  3  million  of  whom  are  children  under  the  age  of  eighteen.   Each  year,  asthmatics 
experience  well  over  100  million  days  of  restricted  activity.   Health  care  for  asthma  exceed 
$6  billion  a  year,  approaching  1  %  of  total  health  care  dollars  spent.    With  the  prevalence, 
severity,  and  mortality  from  asthma  on  the  increase  over  the  last  decade,  additional  research 
must  be  conducted  to  better  understand  the  mechanisms  involved  in  its  pathogenesis, 
treatment  and  prevention.    In  1989  alone,  asthma  was  responsible  for  more  than  5,000 
deaths. 

Despite  these  severe  numbers,  there  is  progress  being  made  by  the  NHLBI  to  care  for 
and  manage  asthma  sufferers,  through  its  National  Asthma  Education  and  Prevention 
Program.    As  a  participant  in  this  program,  I  can  say  that  we  have  successfully  developed 
and  distributed  a  kit  for  the  management  of  asthma  in  emergency  department  situations  and 
there  is  significant  work  being  done  in  the  area  of  educating  physicians,  other  health  care 
providers,  patients  and  their  families  about  asthma.    More  research  needs  to  be  done 
however  to  understand  the  causes  of  asthma  which  are  still  largely  unknown.    Additional 
funding  in  this  area  is  crucial. 

Adult  Respiratory  Distress  Syndrome  ("ARDS")  is  another  disease  of  great  concern  to 
the  American  College  of  Chest  Physicians,  and  the  NHLBI,  which  deserves  greater  financial 
support  from  the  Congress.    ARDS  affects  approximately  150,000  Americans  each  year  and 
has  a  mortality  rate  of  more  than  50%.   The  syndrome  is  characterized  by  the  acute 
development  of  pulmonary  edema  (water  in  the  lungs)  while  an  individual  is  suffering  from 
other  severe  diseases  or  after  trauma.    Many  of  these  patients  are  young  and  often  healthy 
prior  to,  for  instance,  a  car  accident.    Even  when  the  lung  is  not  directly  affected,  they 
develop  severe  shortness  of  breath  which  rapidly  progresses  until  the  patient  requires 
mechanical  ventilation.   When  this  occurs,  the  result  is  an  average  stay  in  the  intensive  care 
unit  of  two  weeks,  which  is  of  course  very  costly  both  in  terms  of  resource  utilization  and 
lost  life. 
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The  NHLBI  currently  supports  about  $25  million  of  research  focused  on  the 
pathophysiology  and  treatment  of  ARDS.    A  significant  portion  of  this  effort  is  devoted  to 
basic  science  studies  to  unravel  the  process  whereby  injury  to  one  part  of  the  body  can  cause 
damage  to  other  organs,  how  the  inflammatory  cells  interact  with  each  other,  with  the  organ 
tissues,  and  the  chemicals  that  are  released  during  inflammation.   There  is  much  yet  to  be 
learned  about  ARDS  which  can  only  be  done  by  continued  and  increased  funding  from  the 
Congress.    The  public  benefits  of  increased  funding  for  ARDS  research  would  be  numerous. 
An  effective  therapy,  which  does  not  yet  exist,  would  save  over  50,000  lives  each  year. 
Second,  continuing  improvements  in  therapy  should  decrease  hospitalization  and 
rehabilitation  costs.    Third,  understanding  ARDS  can  help  to  develop  therapies  for  many 
other  inflammatory  diseases. 

Tuberculosis  and  the  rise  of  multi-drug  resistant  tuberculosis  ("MDR-TB")  is  also  of 
great  concern  to  the  American  College  of  Chest  Physicians.    As  the  lead  institute  at  the  NIH 
to  combat  TB  and  MDR-TB,  the  National  Institute  of  Allergy  and  Infectious  Diseases  is 
spending  more  than  $27.9  million  this  year  to  eradicate  a  disease  that  currently  takes  the 
lives  of  3  million  people  around  the  world  each  year.    Many  people  believe  that  TB  is  a 
disease  of  the  past  because  it  can  be  cured.   This  is  true,  but  only  when  it  is  treated 
properly,  including  the  TB  patient  following  the  therapy  necessary  over  an  extended  period 
of  time,  usually  six  to  twelve  months.    MDR-TB  is  a  much  more  dangerous  and  recent  strain 
of  TB  which  is  deadly  in  40  to  60%  of  people  who  become  infected.   This  alarmingly  high 
statistic  is  equivalent  to  TB  patients  who  receive  no  treatment  at  all.   When  treated  properly, 
TB  can  be  cured  more  than  90%  of  the  time.    A  continued  effort  is  needed  to  reach  out  to 
those  most  susceptible  to  MDR-TB:  the  homeless,  drug  addicts  and  others  caught  in  the  cycle 
of  poverty.    It  is  critical  that  while  NIAID-sponsored  researchers  seek  to  discover  an 
effective  treatment  for  MDR-TB,  the  educational  effort  is  stepped-up  to  enhance  the 
preventive  measures  necessary  to  curb  MDR-TB. 

The  fiscal  strains  that  asthma,  ARDS  and  MDR-TB  place  on  the  health  care  system 
are  exacerbated  by  the  declining  ability  of  new  investigators  to  obtain  funds  for  research  and 
the  ability  of  established  investigators  to  maintain  research  grants.    This  results  in  a 
noticeable  reduction  of  the  national  pool  of  scientists.    Young  people  are  not  being  attracted 
to  research.    Established  investigators  are  being  forced  out  of  research.    Once  the  critical 
mass  of  biomedical  researchers  is  reduced,  it  will  require  decades  to  replace  the  losses.    This 
will  be  reflected  in  a  loss  of  world  leadership.    Ultimately,  it  will  result  in  a  reduced  quality 
of  health  care  for  the  American  people. 

We  urge  Congress  to  insure  that  the  National  Institutes  of  Health  has  the  funds  to 
support  the  best  in  biomedical  research,  by  funding,  at  a  minimum,  30%  of  its  new  and 
competing  renewal  research  project  grants  it  approves  for  funding  in  Fiscal  Year  1995. 
Unfortunately,  in  recent  years,  the  National  Institutes  of  Health,  on  average,  has  not  been 
able  to  fund  between  20  and  25%  of  the  competing  grant  applications  it  approves.    As  a 
result,       important  research  proposals  are  being  unfunded  and  investigators  and  their 
support  staffs  are  being  forced  to  leave  the  field  of  research. 
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Funding  of  biomedical  research  at  the  levels  that  the  American  College  of  Chest 
Physicians  advocates  is  a  minuscule  investment  when  compared  to  the  billions  of  dollars 
which  will  be  saved  in  future  health  care  costs  because  of  new  research  advances.   The  long 
term  financial  savings  that  result  from  biomedical  research  cannot  be  overestimated. 
Biomedical  research  has  improved  our  Nation's  quality  of  life  and  saved  billions  of  dollars  in 
related  health  care  costs.    For  example,  the  National  Heart,  Lung  and  Blood  Institute  has 
sponsored  clinical  trials  of  a  class  of  drugs  for  the  treatment  of  congestive  heart  failure 
known  as  angiotensin  converting  enzyme  inhibitors.    Results  indicate  that  the  routine  use  of 
such  drugs  could  prevent  between  10,000  and  20,000  deaths  each  year  and  about  100,000 
hospitalizations.   This  would  save  approximately  $1  billion  each  year  in  hospital  and  related 
costs. 

Research  sponsored  by  the  National  Heart,  Lung,  and  Blood  Institute  has  led  to 
tremendous  strides  in  combatting  cardiovascular  and  pulmonary  diseases  as  well  as 
hematological  disorders.    Recommended  levels  of  funding  are  required  to  continue  such 
advances.   We  recognize  the  strains  that  have  been  placed  upon  the  federal  budget  in  recent 
years.    Nevertheless,  diseases  of  the  heart  and  lungs  continue  to  pose  the  most  serious  threat 
to  our  Nation's  health.   The  desirability  of  exercising  fiscal  austerity  should  not  cause  us  to 
lose  money  in  the  long  run,  due  to  an  inability  to  optimally  treat  heart  and  lung  diseases. 

In  1991,  1,125,000  deaths  (52%  percent  of  all  deaths  in  the  United  States)  fell  within 
the  disease  categories  that  are  the  mission  of  the  National  Heart,  Lung  and  Blood  Institute  to 
combat.  Cardiovascular  and  lung  diseases  represent  three  of  the  ten  leading  causes  of  death 
in  the  United  States.  Despite  this  fact,  the  NHLBI  receives  only  1 1  %  of  the  funds  allocated 
to  the  National  Institutes  of  Health. 

Research  supported  by  the  National  Heart,  Lung  and  Blood  Institute  has  contributed 
to  a  significant  decline  in  the  death  rate  from  pulmonary  and  cardiovascular  diseases  over  the 
past  twenty  years.    Even  so,  the  incidence  of  these  diseases  and  their  costs,  in  terms  of 
human  suffering,  death,  and  economic  loss  remains  staggering.    When  one  considers  the 
costs  that  would  have  been  incurred  in  health  care  had  it  not  been  for  the  research  supported 
by  the  National  Heart,  Lung  and  Blood  Institute,  it  becomes  clear  that  money  spent  on 
research  is  money  well  spent.    In  a  recent  report  published  by  the  NIH  (Cost  Savings 
Resulting  From  NIH  Research  Support.  Second  Edition),  citing  34  examples  of  research,  it 
estimated  that  approximately  $4.3  billion  invested  by  the  NIH  in  clinical  and  applied  research 
had  the  potential  to  realize  annual  savings  of  between  $9.3  billion  and  $13.6  billion,  a  200  to 
300%  annual  return  on  the  investment  in  research.    This  is  a  strong  investment  when  we  are 
looking  for  ways  to  reduce  overall  expenditures.    It  is  therefore  imperative  that  the  National 
Heart,  Lung  and  Blood  Institute  be  afforded  sufficient  resources  to  continue  its  efforts  to 
combat  the  full  array  of  pulmonary  and  cardiovascular  diseases. 

Tangible  advances  have  been  made  available  to  the  American  public  through  research 
sponsored  by  the  National  Heart,  Lung  and  Blood  Institute.   The  important  goals  and  the 
essential  mandate  of  the  NHLBI  can  be  achieved  only  with  adequate  funding.    A  level  of 
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funding  is  needed  which  will  continue  to  allow  the  types  of  advances  already  shown  to  be 


On  behalf  of  the  American  College  of  Chest  Physicians  and  its  14,000  members  I 
thank  you  for  affording  us  this  opportunity  to  present  our  views.    I  would  be  pleased  to' 
answer  any  questions  you  may  have. 
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Friday,  February  4,  1994. 

WITNESS 
MARY  E.  HAZZARD,  Ph.D,  RN,  TRI-COUNCEL  FOR  NURSING 

Mr.  Stokes.  Our  next  witness  will  be  Dr.  Mary  E.  Hazzard. 

Dr.  Hazzard.  Thank  you. 

Good  morning,  Mr.  Chairman,  and  Members  of  this  distinguished 
subcommittee.  I  am  Mary  Hazzard,  Head  of  the  Department  of 
Nursing  at  Western  Kentucky  University  in  Bowling  Green,  Ken- 
tucky. I  am  here  today  on  behalf  of  the  Tri-Council  for  Nursing,  a 
body  comprised  of  four  major  national  nursing  organizations,  the 
American  Association  of  Colleges  of  Nursing,  the  American  Nurses 
Association,  the  National  League  for  Nursing,  and  the  American 
Organization  for  Nurse  Executives. 

We  are  committed  to  ensuring  a  strong  federal  role  for  nursing 
education  and  research.  We  see  a  growing  demand  for  nursing  pro- 
fessionals as  a  health  care  system  moves  toward  reform.  The  Tri- 
Council  has  long  supported  changes  in  the  present  delivery  system 
and  we  are  excited  by  the  beginning  dialogue  and  prospects  for  the 
future.  Based  on  the  past  support  this  committee  has  shown  for 
nursing  education  and  research,  I  feel  among  friends  here. 

Today  the  Tri-Council  offers  its  professional  recommendation  on 
funding  for  all  key  federal  programs  for  nursing  students  and 
schools,  which  can  be  found  at  the  end  of  this  statement.  I  ask  that 
my  complete  statement  be  included  in  the  hearing  record. 

Evolution  in  health  care  delivery  toward  community-based  care 
is  causing  a  reassessment  of  the  types  of  numbers  of  providers  that 
are  needed.  Changes  in  the  role  of  nurses  in  the  delivery  system, 
as  well  as  an  expanding  array  of  sites  for  delivery,  means  a  strong- 
er need  for  adequate  federal  funding  for  nursing  education  and  re- 
search. 

These  changes  will  require  the  Nurse  Education  Act  support  for 
modifications  in  how  these  nursing  professionals  are  trained. 
Nurses  are  among  the  most  efficient  providers  in  health  care  and 
will  be  critically  needed  to  meet  this  country's  demands  for  health 
care  in  the  future. 

For  example,  the  growing  interest  in  health  promotion  and  dis- 
ease prevention,  the  presence  of  chronic  disease,  and  an  aging  pop- 
ulation will  produce  a  greater  role  for  nursing  professionals.  Stabil- 
ity in  nursing  education  funding  and  increases  for  those  types  of 
nurses  in  greatest  demand  would  be  the  ideal  support  strategy  for 
sensible  balances  in  these  programs.  This  is  particularly  true  dur- 
ing times  of  major  change  in  the  system,  since  nursing  care  will  al- 
ways be  a  central  element  of  our  health  care  needs. 

In  fiscal  year  1994,  nurse  education  programs  that  support  nurse 
practitioner  and  nurse  midwife  programs  and  students  were  in- 
creased. That  money  will  provide  funds  for  about  71  programs,  edu- 
cating an  estimated  1,207  nurse  practitioners  and  certified  nurse 
midwife  students,  plus  stipends  for  approximately  7,546  master's 
and  doctoral  nursing  students  training  to  become  MPs,  CNMs,  edu- 
cators, public  health  nurses  and  other  clinical  specialists. 

Advanced-practice  nurses  are  precisely  the  kind  of  cost-effective, 
high-quality  primary  care  providers  needed  to  move  our  health  care 
delivery  system  to  a  more  rational  operation.  The  Tri-Council  rec- 
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ommends  increases  for  Sections  822  and  830,  to  $20  million  each. 
These  small  increases  will  help  APN  programs  with  waiting  lists 
of  potential  students  to  expand  their  enrollments. 

With  greater  individual  support,  graduate  students  will  be  able 
to  move  more  quickly  through  their  studies  into  practice  where 
they  are  in  great  demand.  Overall,  the  NEA  helps  thousands  of 
nursing  students  at  all  levels  to  obtain  their  education.  Loan  repay- 
ments served  as  incentives  to  bring  nursing  graduates  into  nurse 
service  shortage  areas. 

The  Tri-Council  fiscal  year  1995  recommendation  for  all  NEA 
funding  is  $71.1  million.  We  will  support  the  NEA's  reauthorization 
this  year.  Nursing  research  is  an  integral  part  of  the  effectiveness 
of  nursing  care,  because  the  advances  arising  from  sound  research 
will  improve  the  quality  of  patient  care,  while  lowering  its  cost. 

The  National  Institute  of  Nursing  Research  focuses  on  the  young, 
the  chronically  ill,  including  those  with  HIV  and  those  with  Alz- 
heimer's disease,  the  elderly,  other  special  concerns,  and  is  moving 
into  community-based  health  care  models.  I  have  directed  an 
NINR-funded  project  studying  the  needs  of  AIDS  patients  in  rural 
settings.  Tri-Council  recommends  funding  for  the  NINR  of  $74.8 
million. 

The  Tri-Council  recommends  $17.1  million  for  the  Disadvantaged 
Minority  Health  Scholarships  Program.  Nursing  receives  30  per- 
cent of  the  funds  and  NMHIA  scholarships.  We  also  support  its 
pending  reauthorization. 

Rural  Health  Outreach  Grants  encourage  innovative  collabora- 
tions between  various  types  of  health  care  systems  and  providers 
to  deliver  care  in  areas  not  adequately  served  by  traditional  provid- 
ers. Nursing  professionals  and  schools  are  among  the  providers 
who  can  participate  in  these  efforts.  This  program  helps  to  fund 
Community  Health  Care  Plus  in  Brownsville  and  Caneyville,  Ken- 
tucky. Using  advanced  practice  nurse  practitioners  and  registered 
nurses,  these  clinics  share  personnel  between  sites  and  deliver  pri- 
mary care  to  all  age  and  income  groups  in  a  severely  underserved 
area.  Patients  are  charged  on  sliding  scale  but  are  not  turned  away 
for  lack  of  money. 

These  new  facilities  already  see  almost  50  patients  a  day.  In  ad- 
dition, the  Brownsville  facility  serves  as  a  training  site  for  under- 
graduate nursing  students  from  my  school. 

For  Rural  Health  Outreach,  the  Tri-Council  recommends  funding 
for  fiscal  year  1995  of  $27  million.  Tri-Council  also  strongly  sup- 
ports fiscal  year  1995  funding  as  indicated  for  the  National  Health 
Services  Corps,  substance  abuse  and  mental  health  clinical  train- 
ing, and  interdisciplinary  training  for  rural  health. 

Tri-Council  appreciates  being  given  the  opportunity  to  share  its 
views  with  the  subcommittee.  Thank  you  for  your  attention  and  I 
would  be  happy  to  respond  to  any  questions. 

[The  prepared  statement  follows:] 
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Before  the  House  Appropriations  Committee 

Subcommittee  on  Labor,  Health  And  Human  Services,  Education  and  Related  Agencies 

Testimony  of  the  Tri-Council  for  Nursing 

on 

Appropriations  for  Nursing  Education  and  Research 

for  Fiscal  Year  1995 

Presented  by  Mary  Hazzard,  PhD,  RN 

February  4,  1994 

Good  morning,  Mr.  Chairman  and  Members  of  this  distinguished  Subcommittee.  I  am  Mary  Hazzard,  PhD, 
RN,  Head  of  the  Department  of  Nursing  at  Western  Kentucky  University  in  Bowling  Green.  I  am  here  today 
on  behalf  of  the  Tri-Council  for  Nursing,  a  body  comprised  of  4  major  national  nursing  organizations: 

*  The  American  Association  of  Colleges  of  Nursing  representing  456  senior  colleges  and  universities 
with  baccalaureate,  master's,  and  doctoral  nursing  education  programs  across  the  United  States; 

*  The  American  Nurses  Association  with  200,000  registered  nurse  members  in  53  constituent  state 
and  territorial  nurses's  associations; 

*  The  National  League  for  Nursing  including  1,620  accredited  nursing  schools,  17  constituent  state 
leagues,  104  health  care  institutes,  and  15,000  individual  members;  and 

*  The  American  Organization  of  Nurse  Executives  representing  6,000  nurse  executives  and  managers 
in  120  chapters  nationwide. 

These  organizations  are  committed  to  ensuring  a  strong  federal  role  for  nursing  education  and  research.  We 
see  an  growing  demand  for  nursing  professionals  as  the  health  care  system,  prodded  by  Congressional  and 
Administration  attention,  moves  toward  reform.  Legislative  proposals  currently  under  consideration  could 
push  this  reform  even  faster.  We  appreciate  the  past  support  this  subcommittee  has  shown  for  nursing 
education  and  research.  The  Tri-Council  has  long  supported  changes  in  the  present  delivery  system,  and  is 
excited  by  the  beginning  dialogue  and  prospects  for  the  future.  Today,  the  Tri-Council  offers  its  professional 
recommendation  on  funding  for  key  federal  programs  for  nursing  students  and  schools.  The  Tri-Council  *s 
recommendations  for  all  programs  are  at  the  end  of  this  statement. 

Nurse  Education  Act   Nursing  was  very  pleased  to  receive  increases  in  funding  for  FY94  for  Nurse 
Education  Act  (NEA,  Title  VII  of  the  Public  Health  Service  Act  [PHSA])  sections  that  support  nurse 
practitioner  and  nurse  midwife  programs  (Sec.822)  and  provide  stipends  for  graduate  nursing  students 
(Sec.830).  In  FY94,  Sec.822  will  provide  funds  for  about  71  programs,  educating  an  estimated  1207 
NP/CNM  students.  Also  for  that  fiscal  year,  Sec.830  will  provide  stipends  for  approximately  7564  master's 
and  doctoral  nursing  students  training  to  become  NPs,  CNMs,  educators,  public  health  nurses,  and  other 
clinical  specialists.  Those  increases  were  right  on  target:  these  advanced  practice  nurses  (APNs)  are 
precisely  the  land  of  cost  effective,  high  quality  primary  care  providers  needed  to  move  our  health  delivery 
system  to  more  rational  operation.  The  Tri-Council   this  year  recommends  increases  for  Sections  822  and 
830  to  $20  million  each,  while  accepting  level  funding  for  all  other  NEA  programs  in  recognition  of  budget 
constraints.  These  small  increases  will  help  APN  programs  with  waiting  lists  of  potential  students  expand 
their  enrollments.  With  greater  individual  support,  graduate  students  will  be  able  to  move  more  quickly 
through  their  studies  into  practice  where  they  are  in  great  demand. 
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That  is  not  to  say  that  there  is  no  need  for  more  money  for  those  other  sections;  on  the  contrary,  any 
additional  funding  would  be  put  to  very  good  public  health  use.  For  example,  NEA  funds  for  FY94  also  will 
support 

Special  Projects  (Sec.820):  68  awards  (continuing  education,  primary  care  training,  etc.); 

Advanced  Nurse  Education  (Sec.821):  (65  grants  to  prepare  1040  master's  and  doctoral  students  for  clinical, 
faculty  and  public  health  roles); 

Disadvantaged  Students  (Sec.827):  (25  awards  assisting  420  individuals); 

Nurse  Anesthetist  programs  (Sec.831):  (92  awards  for  students,  programs,  and  faculty  education);  and 

Loan  Repayment  for  service  in  nursing  shortage  areas  (Sec.  846). 

Overall,  the  NEA  helps  thousands  of  nursing  students  at  all  levels  to  obtain  their  education.  Loan 
repayments  served  as  incentives  to  bring  nursing  graduates  into  nurse  service  shortage  areas. 

The  NEA  is  scheduled  for  reauthorization  for  FY95.  The  Tri-Council  supports  its  reauthorization  and  will  be 
working  toward  changes  reflecting  the  needs  of  the  public  health  system,  nursing  students,  and  schools. 
While  changes  may  be  made,  the  NEA's  primary  focus  will  continue  to  support  nursing  education, 
particularly  at  the  graduate  level.  The  Tri-Council  FY95  recommendation  for  NEA  funding  is  $71.1  million. 

National  Institute  of  Nursing  Research  (NINR)   Nursing  research  is  an  integral  part  of  the  effectiveness  of 
nursing  care.  Advances  in  nursing  care  arising  from  sound  research  will  improve  the  quality  of  patient  care 
while  lowering  its  cost.  Major  studies  funded  by  NINR  have  confirmed  that  prenatal  care  is  much  cheaper 
and  better  than  paying  for  extended  hospital  stays  for  low  birth  weight  babies.  NINR  focuses  on  the  young, 
the  chronically  ill  including  those  with  HIV  and  those  with  Alzheimer's  Disease,  the  elderly,  other  special 
concerns,  and  is  moving  into  community  based  health  care  models.  I  am  directing  an  NINR  funded  project 
studying  the  needs  of  AIDs  patients  in  rural  settings. 

Due  to  its  small  funding  base,  the  NINR  is  projected  to  fall  behind  the  NIH  average  success  rate  of  24.6% 
to  10.5%  for  FY94.  The  Tri-Council  recommends  funding  for  the  National  Institute  of  Nursing  Research  of 
$74.8  million  (FY94=  $51.0  million).  This  amount  of  funding  would  boost  research  projects  from  154  to 
199,  research  training  awards  from  225  to  250,  and  would  increase  post  doctoral  and  research  center 
activities. 

Disadvantaged  Minority  Health  Scholarships  (PHSA  Sec. 737)   This  scholarship  program  helps 
disadvantaged  and  minority  health  professions  students  complete  their  education  with  money  going  directly 
to  students.  It  requires  schools  to  make  special  efforts  to  recruit  and  work  with  these  students  and  to  train 
their  faculties  to  facilitate  diversity.  Nursing  receives  30%  of  the  funds  in  DMHIA  scholarships.  The  Tri- 
Council  supports  DMHIA  which  is  scheduled  for  reauthorization  in  1994.  The  Tri-Council  recommends 
FY95  funding  of  $17.1  million  (FY94=$17.1  million). 

National  Health  Service  Corps  (NHSC)(PHSA  Sec.338)   Trying  to  meet  the  health  care  needs  of 
underserved  areas,  both  rural  and  urban,  the  NHSC  uses  an  array  of  scholarships  and  loan  repayments  to 
direct  health  professional  into  Health  Professions  Shortage  Areas.  Nurse  practitioners,  nurse  midwives  and 
physician  assistants  are  by  law  entitled  to  10%  of  the  scholarship  monies  and  are  eligible  for  the  loan 
repayment  program  as  well.  In  FY93,  36  nurse  practitioners  and  19  nurse  midwives  received  NHSC 
scholarships,  and  33  nurse  practitioners  and  9  nurse  midwives  began  service  under  NHSC's  loan  repayment 
program.  Similar  numbers  are  anticipated  for  FY94.  The  Tri-Council  recommends  FY95  funding  of  $85 
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million  (FY94  at  $82  million  +  inflation  of  $3  million)  or  the  President's  number,  whichever  is  higher. 

Rural  Health  Outreach  Grants   This  small  program  encourages  innovative  collaborations  between  various 
♦ypes  of  health  care  systems  and  providers  to  deliver  care  in  areas  not  adequately  served  by  traditional 
providers.  Nursing  professionals  and  schools  are  among  the  providers  who  can  participate  in  these  efforts.  A 
grant  from  this  program  helps  to  is  fund  Community  Health  Care  Plus  in  Brownsville  and  Caneyville, 
Kentucky.  Using  advanced  practice  nurse  practitioners  and  registered  nurses,  these  clinics  share  personnel 
between  sites  and  deliver  primary  care  to  all  age  and  income  groups  in  a  severely  under-served  area.  In  fact, 
one  of  the  physical  facilities  was  built  by  a  community  in  hopes  of  attracting  a  physician,  but  none  would 
go  there.  Patients  are  charged  on  a  sliding  scale,  but  are  not  turned  away  for  lack  of  money.  These  facilities 
have  been  in  operation  only  a  few  months,  but  are  already  seeing  almost  50  patients  per  day.  In  addition, 
the  Brownsville  facility  serves  as  a  training  site  for  undergraduate  nursing  students  from  my  school,  Western 
Kentucky  University.  The  Tri-Council  recommends  FY95  funding  of  $27  million  (FY94=$26.3  million). 

Substance  Abuse  and  Mental  Health  Services  Clinical  Training  (SAMHSA)   The  SAMHSA  clinical 
training  program  helps  to  prepare  nurses  and  other  health  professionals  to  address  the  complex  prevention, 
treatment,  social,  and  physical  aspects  of  substance  abuse  and  mental  health.  This  program  also  includes  a 
special  Minority  Fellowship  Program  to  help  these  professionals,  including  nurses,  increase  diversity  in 
practice.  For  FY95  and  in  recognition  of  the  growing  pervasiveness  of  substance  abuse,  the  Tri-Council 
recommends  doubling  the  funding  for  this  program  to  $5.0  million  (FY94=  $2.5  million). 

Interdisciplinary  Training  for  Rural  Health  (PHSA  Sec.778)  This  program  uses  a  mix  of  program 
support  and  individual  assistance  for  interdisciplinary  training  of  professionals  for  rural  health  needs.  The 
Tri-Council  recommends  funding  of  $6.0  million  for  this  program  (FY94=$4.0  million). 

Federal  role  to  facilitate  changing  nursing  education,  practice  and  research 

Evolution  in  health  care  delivery  toward  community  based  care  is  causing  a  reassessment  of  the  types  and 
numbers  of  providers  needed.  Changes  in  the  role  of  nurses  in  the  delivery  system,  as  well  as  an  expanding 
array  of  sites  for  delivery,  means  a  stronger  need  for  adequate  federal  funding  for  nursing  education  and 
research. 

First,  the  NEA  programs  for  which  we  seek  funding  this  year  are  primarily  for  APN  education  or  special 
needs  such  as  continuing  education,  primary  care  training,  etc.  Second,  the  shift  in  the  setting  in  which 
professional  nurses  may  be  used  will  require  NEA  support  for  modifications  in  how  these  providers  are 
trained.  Nurses  are  among  the  most  efficient  providers  in  health  care  and  more  will  be  needed  to  meet  this 
country's  demands  for  health  care  in  the  future.  For  example,  the  growing  awareness  of  the  value  of  health 
promotion  and  disease  prevention  will  produce  a  greater  role  for  nursing  professionals  who  have  focussed  on 
this  area  for  years.  Third,  in  the  past  there  has  been  an  accordion-like  cycle  caused  by  rising  and  falling 
federal  support  for  nursing  education:  a  notion  surfaces  that  there  are  enough  nurses,  nursing  education 
funds  are  reduced,  the  supply  of  nurses  falls  off,  and  then  a  nursing  shortage  is  discovered.  To  prevent  this, 
we  urge  stability  in  nursing  education  funding  and  increases  for  those  types  of  nurses  in  greatest  demand  as 
a  strategy  for  sensible  balances  in  these  programs.  This  is  particularly  true  during  times  of  major  change  in 
the  system,  since  nursing  care  will  always  be  a  central  element  of  our  health  care  needs.  Thus,  the  Tri- 
Council  suggests  that  appropriate  funding  levels  be  maintained  for  the  NEA,  NINR  and  other  nursing 
education  and  research  programs.  The  Tri-Council  appreciates  being  given  the  opportunity  to  share  its  views 
with  the  Subcommittee.  Thank  you  for  your  attention.  I  would  be  happy  to  respond  to  your  questions. 


500 


Tri-Council  for  Nursing  FY95  Appropriations  Recommendations 

(in  millions) 


Nurse  Education  Act 


FY94  actual     FY95  Tri-C  Rec. 


Nurse  Practitioner/Midwife 
Profess.  Nurse  Traineeships 
Advanced  Nurse  Education 
Special  Projects 
Nurse  Anesthetists 
Disadvantaged  Backgrounds 
Loan  Repayment 
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Mr.  Stokes.  Thank  you,  Dr.  Hazzard. 

Mr.  Bon  ill  a  had  a  few  questions  that  he  wanted  to  pose  to  you, 
but  he  had  to  leave.  And  as  a  consequence  of  that,  he  will  submit 
those  questions  to  you  for  the  record  and  if  you  will  answer  them, 
we  would  appreciate  it. 

Dr.  Hazzard.  Thank  you.  We  sure  will. 

Mr.  Stokes.  Thank  you  very  much  for  your  appearance. 

[The  following  questions  were  submitted  to  be  answered  for  the 
record:] 

Mr.  Bonilla.  I  am  particularly  interested  in  how  well  nursing  is  performing  in 
attracting  disadvantaged  and  minority  students,  and  whether  the  funds  we  furnish 
help  to  increase  the  diversity  of  the  nursing  profession.  Please  tell  us  what  you  see 
in  this  regard. 

Dr.  Hazzard.  As  to  the  first  part  of  your  question,  nursing  has  done  well  in  en- 
rolling minorities  as  about  16%  of  students  in  baccalaureate  programs,  10.7%  in 
Master's  programs,  and  9.9%  in  doctoral  programs.  But  these  students  are  slightly 
less  likely  to  complete  their  programs  with  minority  graduation  rates  of  the  three 
levels  at  13.4%,  9.5%  and  8.5%  respectively.  So  federal  assistance  to  help  these  stu- 
dents to  completion  is  still  a  good  investment.  Nurses  in  practice  are  about  9%  mi- 
nority. As  to  the  second  part  of  your  question,  the  DMHIA  scholarships  for  dis- 
advantaged students  have  helped  about  2700  undergraduate  nursing  students  and 
NEA  Section  827  helps  not  only  disadvantaged  students  but  trains  faculty  to  mentor 
these  students. 

Mr.  Bonilla.  What  impact  would  you  expect  health  care  reform  to  have  on  the 
need  for  appropriations  for  nursing  education? 

Dr.  Hazzard.  Even  without  federal  legislation,  nurses  are  being  called  upon  to 
bear  more  of  the  responsibility  for  services,  particularly  as  to  primary  care,  in  a  va- 
riety of  settings.  There  is  an  increased  focus  on  ambulatory  care,  outpatient  and 
community  settings.  With  reform,  the  demand  for  nurses  could  be  much  greater.  To 
produce  these  nurses,  more  federal  assistance  will  be  needed  since  most  schools  and 
students  cannot  carry  the  financial  burden  themselves.  But  even  though  more  ap- 
propriations will  be  needed,  the  use  of  more  cost-effective,  high  quality  providers 
such  as  nurses  could  actually  lower  overall  health  system  costs. 

Mr.  Bonilla.  You  mentioned  the  Rural  Health  Outreach  Grants.  It  is  hard  to  get 
a  handle  on  this  program.  There  are  grants  for  medical  services,  nursing  services, 
mental  health  services,  telecommunication,  education  and  transportation.  What  is 
the  core  of  this  program?  How  do  these  grants  relate  to  each  other? 

Dr.  Hazzard.  As  I  understand  it,  the  impetus  for  this  program  was  the  fact  that 
in  some  rural  locations,  no  single  provider  is  able  to  meet  community  health  needs. 
For  example,  in  Plainview  Texas,  4  RNs  will  be  trained  as  nurse  practitioners  at 
West  Texas  State  University  and  will  practice  in  rural  areas  upon  completion.  Other 
nursing  students  will  have  rotations  in  community  and  migrant  health  centers.  An- 
other grant  is  funding  a  rural  health  clinic  in  Presidio,  Texas  to  address  health 
needs  of  underserved  and  low  income  groups  in  the  Big  Bend  area.  These  grants 
attempt,  and  I  believe  successfully,  to  encourage  providers  to  join  together  to  ad- 
dress those  needs  by  thinking  and  acting  more  creatively  with  regard  to  delivery 
systems. 

Mr.  Bonilla.  The  National  Health  Service  Corps  is  a  vital  link  for  the  delivery 
of  health  care  in  underserved  areas.  We  have  been  funding  this  program  much  more 
strongly  than  we  used  to,  and  I  would  like  to  hear  how  you  view  these  scholarships 
and  loan  repayments  as  far  as  nursing  professionals  are  concerned? 

Dr.  Hazzard.  With  the  appropriations  set  aside  of  10%  for  scholarships  for  nurse 
practitioners,  nurse  midwives  and  physician  assistants,  the  NHSC  has  been  seeking 
these  providers  much  more  than  it  used  to.  Nursing  professionals  are  also  eligible 
for  NHSC's  loan  repayment  program.  There  have  been  some  problems  with  state  re- 
strictions on  nursing  practice  and  availability  of  appropriate  clinical  sites.  Nursing 
groups  are  working  to  solve  these  problems.  In  Texas,  nurse  practitioners  have  lim- 
ited prescriptive  authority  and  only  in  medically  underserved  areas,  and  they  re- 
ceive 85%  of  the  applicable  physician  payment  for  services  rendered  to  Medicaid  pa- 
tients. 

I  would  like  to  point  out  that  while  NHSC  scholarships  may  work  well  for  stu- 
dents who  are  willing  to  go  wherever  the  need  is,  NHSC  loan  repayments  may  work 
better  for  students  with  family  responsibilities  who  want  to  have  more  control  over 
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where  they  serve.  Thus,  it  is  worthwhile  to  offer,  and  to  fund,  both  options.  And 
the  more  generous  funding  has,  I  think,  helped  revitalize  the  Corps. 


Friday,  February  4,  1994. 

WITNESS 

ELAINE  LARSON,  Ph.D.,  AMERICAN  ASSOCIATION  OF  COLLEGES  OF 
NURSING 

Mr.  Stokes.  Our  next  witness  will  be  Dr.  Elaine  Larson. 

Dr.  Larson.  I  have  friends  in  Cleveland.  That  is  the  best  I  can 
do,  sorry. 

Mr.  Stokes.  That  helps,  that  helps. 

Dr.  Larson.  My  name  is  Elaine  Larson,  Dean  of  the  School  of 
Nursing  at  Georgetown  University,  testifying  on  behalf  of  the 
American  Association  of  Colleges  of  Nursing,  representing  over  450 
colleges  and  universities  with  baccalaureate  and  graduate  pro- 
grams in  nursing. 

Nursing  is  the  largest  health  care  profession  in  this  country,  as 
you  know,  and  almost  20  percent  of  the  schools  represented  by 
AACN  receive  grants  from  a  variety  of  institutes  and  centers  at  the 
NIH,  including  the  National  Institute  for  Nursing  Research. 

NINR  is  an  international  leader  in  the  generation  of  patient  care 
research  and  nurse  scientists.  And  it  engages  in  a  unique  kind  of 
health  care  research  at  the  NIH.  The  institutes'  initiatives  are  de- 
signed to  respond  to  the  health  needs  of  the  American  people  and 
the  needs  of  nursing  practice  for  a  strong  scientific  base. 

NINR's  agenda  focuses  on  improving  the  quality  of  life  for  people 
with  chronic  disease,  promoting  healthy  life-styles  for  the  young 
and  old,  and  examining  innovative  practice  models  which  drive 
health  care  costs  down  and  make  the  health  care  system  more  effi- 
cient. New  priorities  for  the  next  five  years  include  the  develop- 
ment and  testing  of  community-based  health  care  models,  assess- 
ment of  the  effectiveness  of  nursing  practice,  testing  of  interven- 
tions to  strengthen  patients'  personal  resources  for  dealing  with 
chronic  illness,  and  health  promotion  and  behavioral  change  in 
younger  children. 

I  got  a  call  yesterday  from  a  Mrs.  Odoni,  who  achieved  some 
fame  along  with  her  son  Lorenzo  in  the  movie  called  "Lorenzo's 
Oil."  She  called  me  because  she  has  been  unable,  despite  unlimited 
financial  resources,  in  obtaining  adequate  health  care  for  her 
chronically  ill  son.  We  desperately  need  research  in  the  area  of  how 
to  provide  health  care,  what  the  needs  are,  for  the  chronically  ill, 
who  more  and  more  frequently  are  living  at  home. 

I  would  like  to  give  you  a  couple  of  other  examples  of  some  of 
the  research  that  NINR  is  funding.  Dr.  Brooten  at  the  University 
of  Pennsylvania  School  of  Nursing  is  examining  the  effects  of  home 
follow-up  care  on  three  groups  of  women  discharged  from  the  hos- 
pital early;  mothers  who  delivered  babies  by  unplanned  cesarean 
birth,  mothers  with  diabetes  and  their  infants,  and  women  with  ab- 
dominal hysterectomies.  The  study  found  that  when  compared  to 
control  groups,  the  cesarean  group  reported  greater  satisfaction 
with  their  care  at  a  cost  savings  of  20  percent. 

And  as  you  know,  the  largest  proportion  of  our  health  care  costs 
are  for  hospitalization.  The  diabetes  group  delivered  three  times 
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fewer  low-birth-weight  infants  and  had  fewer  re-hospitalizations  at 
a  cost  savings  of  38  percent.  The  group  with  hysterectomies,  the 
Nation's  second  most  frequently  performed  surgery,  also  expressed 
greater  satisfaction  with  their  care,  shorter  hospitalization  at  a  cost 
saving  of  6  percent. 

As  a  coinvestigator  here  in  the  District  of  Columbia  and  in  Mary- 
land and  Virginia,  I  am  working  on  a  clinical  trial  that  evaluates 
AIDS  patients  and  the  effects  of  exercise  on  physical  endurance, 
quality  of  life  and  immune  status.  It  is  a  nurse-run,  home-based 
intervention  that  can  be  readily  completed  by  HIV-seropositive  peo- 
ple in  a  variety  of  living  situations  with  limited  resources  and  it 
keeps  them  out  of  the  hospital. 

High  priorities  areas  targeted  for  increased  funding  are  the  pre- 
vention of  disease  and  disability,  and  the  assessment  and  manage- 
ment of  symptoms  secondary  to  disease.  Treatment  of  disease  spe- 
cifically targeting  vulnerable  populations. 

Our  association  appreciates  the  congressional  support  of  the  Na- 
tional Institute  for  Nursing  Research,  but  NINR  estimates  that 
this  year  it  will  have  to  decrease  its  funding  rate  to  only  10  per- 
cent, down  from  14  percent  last  year,  reducing  the  number  of 
grants  and  the  number  of  training  opportunities  significantly. 
NINR  needs  a  substantial  boost  in  funding  to  come  close  to  the 
NIH  funding  rate  of  25  percent.  To  halt  these  downward  trends 
and  move  forward,  AACN  respectfully  requests  $74.8  million  for 
fiscal  year  1995  appropriations  for  the  National  Institute  for  Nurs- 
ing Research. 

As  a  member  of  the  Ad  Hoc  Group  for  Medical  Research  funding, 
AACN  supports  the  proposed  $11.9  billion  for  NIH  in  fiscal  year 
1995.  This  9  percent  increase  promotes  vital  activities  in  the  areas 
of  basic  and  clinical  research  and  research  training.  We  are  not 
talking  about  a  special  interest  group  here.  We  are  talking  about 
the  health  care  backbone  of  our  Nation  in  nursing.  And,  in  fact, 
Mrs.  Odoni  said  to  me,  the  crisis  in  health  care  in  this  country  is 
the  crisis  in  American  nursing. 

AACN  appreciates  the  support  of  the  Chairman  and  the  sub- 
committee for  NINR  since  its  establishment  in  1986,  and  asks  for 
your  continued  interest  and  support. 

Thank  you  and  I  would  be  happy  to  answer  questions. 

Mr.  STOKES.  Thank  you  very  much,  Dr.  Larson. 

We  appreciate  very  much  your  appearance  and  your  testimony. 

[The  prepared  statement  follows:] 
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Before  the  Subcommittee  on  Labor,  Health  and  Human  Services, 
Education,  and  Related  Agencies 

Testimony  of  the  American  Association  of  Colleges  of  Nursing 

on 
Appropriations  for  the  National  Institute  of  Nursing  Research 

Presented  by  Elaine  Larson,  PhD,  RN 
February  4,  1994 

j 

I  am  Elaine  Larson,  PhD,  RN,  Dean  of  the  School  of  Nursing,  Georgetown  University, 
testifying  on  behalf  of  the  American  Association  of  Colleges  of  Nursing,  (AACN), 
representing  over  450  senior  colleges  and  universities  with  baccalaureate  and  graduate  nursing 
education  programs.  The  primary  mission  of  AACN  is  to  serve  the  public  through  the 
promotion  and  improvement  of  higher  education  for  professional  nursing.  One  method  of 
doing  this  is  to  promote  the  nursing  science,  leading  to  research  for  improved  delivery  of 
care. 

Nursing  is  the  largest  health  care  profession  in  this  country  and  almost  20  percent  of 
the  institutions  represented  by  AACN  receive  grants  from  a  variety  of  Institutes  and  Centers 
at  the  National  Institutes  of  Health  (NIH),  including  the  National  Institute  of  Nursing 
Research  (NINR).  Mr.  Chairman,  we  appreciate  the  subcommittee's  past  support  for  NINR 
and  recommend  a  FY  1995  appropriation  of  $74.8  million  which  will  continue  the  expanded 
growth  in  nursing  science. 

NINR,  as  an  international  leader  in  the  generation  of  patient  care  oriented  research  and 
nurse  scientists,  engages  in  unique  health  care  research  at  NIH.  The  Institute's  initiatives  are 
designed  to  respond  to  the  health  needs  of  the  American  people  and  the  needs  of  nursing 
practice  for  a  strong  scientific  base.  NINR's  agenda  focuses  on  improving  the  quality  of  life 
for  people  with  chronic  disease,  promoting  healthy  lifestyles  for  the  young  and  the  old,  and 
examining  innovative  practice  models  which  drive  health  care  costs  down  and  make  the 
health  care  system  more  efficient.  A  major  tenet  of  health  care  reform  is  disease  prevention 
and  health  care  promotion;  NINR  maintains  at  least  45  percent  of  its  research  portfolio  in 
these  areas. 

AACN  supports  NINR's  focus  on  basic  and  applied  research  and  research  training  in 
the  science  of  nursing  care.  We  believe  that  NINR  is  vital  to  nursing's  overall  objective  to 
encourage  good  health  practices  and  to  provide  cost  effective  quality  care  to  patients. 

In  the  eight  years  since  its  establishment,  NINR  has  funded  research  generating 
breakthrough  findings  and  suggesting  future  opportunities  in  the  priority  health  care  areas  of 
low  birthweight,  HTV  infection,  frailty  in  older  adults,  and  symptom  management.  New 
priorities  which  will  be  implemented  in  1995-1999  include  the  development  and  testing  of 
community-based  health  care  models  designed  to  promote  access  to,  and  use  of,  services  by 
rural  and  other  special  populations;  assessment  of  the  effectiveness  of  nursing  interventions  to 
modify  the  health  behavior  of  women  of  different  cultural  backgrounds  who  are  at  high  risk 
for  HTV/ AIDS;   testing  of  interventions  to  strengthen  patients'  personal  resources  for  dealing 
with  chronic  illness;  and  health  promotion  and  behavioral  changes  in  younger  children. 
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Cost  Savings 

Low  Birthweight  Infants:  This  country  is  spending  $2  billion  to  care  for  low 
birthweight  infants,  but  if  those  children  were  of  normal  birthweight  we  might  be  spending 
just  one  tenth  of  that!  Children  born  weighing  less  than  5.5  pounds  incur  medical  cost 
averaging  $21,000  a  year,  in  contrast  to  the  costs  for  a  normal  weight  child  averaging  $2,842. 
Low  birthweight  infants  represent  7  percent  of  all  US  births,  and  7  percent  in  Kentucky,  as 
well,  but  nationwide  expenditures  for  their  care  eat  up  57  percent  of  the  costs  incurred  for  all 
newborns.  ■> 

Women's  Health:  Dr.  Dorothy  Brooten  of  the  University  of  Pennsylvania  School  of 
Nursing  is  examining  the  effects  of  transitional  home  follow-up  care  on  three  groups  of 
women  who  were  discharged  from  the  hospital  early— mothers  who  delivered  babies  by 
unplanned  cesarean  birth,  mothers  with  diabetes  and  their  infants,  and  women  with  abdominal 
hysterectomies.  The  study  found  that  when  compared  with  the  control  groups,  the  cesarean 
group  reported  greater  satisfaction  with  their  care.  This  group  had  a  cost  savings  of  20%.  The 
diabetes  group  delivered  three  times  fewer  low  birthwieght  infants  and  had  fewer  re- 
hospitalizations,  at  a  cost  savings  of  38%.  The  group  with  hysterectomies,  the  nation's  second 
most  frequently  performed  surgery,  also  expressed  greater  satisfaction  with  their  care  at  a  cost 
savings  of  6  %. 

HTV  and  AIDS  -  Helping  Patients  Achieve  a  Better  Quality  of  Life 

As  the  AIDS  epidemic  worsens,  NINR  seeks  to  ensure  a  better  quality  of  life  by 
emphasizing  clinical  research  on  keeping  people  with  AIDS  healthier  and  out  of  the  hospital, 
helping  patients  prevent  debilitating  complications  from  this  virus,  and  finding  ways  to  better 
deliver  care  to  these  people  who  must  be  hospitalized.  NINR  supports  several  studies  that 
address  these  concerns  of  AIDS  patients. 

As  a  co-investigator,  I  am  working  on  a  clinical  trial  that  evaluates  AIDS  patients  and 
the  effects  of  exercise  on  physical  endurance,  quality  of  life,  and  immune  status.  It  is  a  nurse- 
run  home  based  intervention  that  can  be  readily  completed  by  HIV  seropositive  people  in  a 
variety  of  living  situations  with  limited  resources.  Preliminary  findings  indicate  that  minor 
symptoms  related  to  AIDs  are  reduced  and  that  patients  require  fewer  hospitalizations  than  the 
control  group,  thus  reducing  health  care  costs  for  this  vulnerable  group. 

Also,  scientifically  based  intervention  strategies  and  health  care  models  targeted  to 
specific  vulnerable  rural  populations  are  being  developed  by  NINR  funded  projects.  One  of 
these  projects  "Nursing  Needs  of  AIDS  Patients  Across  Settings"  has  a  rural  component 
which  is  directed  by  Dr.  Mary  Hazzard,  head  of  the  Department  of  Nursing  at  Western 
Kentucky  University.  With  4.7  AIDS  cases  per  100,000  population  in  Kentucky,  the  team  is 
working  to  find  common  links  confronting  the  problems  of  HTV  infection  between  rural  and 
urban  settings. 
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Improving  and  Promoting  Health  in  Minority  Women  and  Children 

Minority  women  who  live  in  poverty  face  problems  that  affect  their  health.  These 
problems  include  teenage  pregnancies,  increased  rate  of  low  birthweight  babies,  stress,  and 
lack  of  financial  and  psychosocial  support.  A  variety  of  NINTC  funded  studies  support  research 
and  training  to  improve  the  health  of  minorities. 

A  study  focusing  on  low  income  black  mothers  who  must  care  for  their  babies  with 
little  support,  is  testing  social  strategies  that  enhance  a  pregnant  woman's  self  image  so  that 
she  does  not  engage  in  unhealthy  activities,  such  as  drug  and  alcohol  use,  that  can  endanger 
fetal  development.  A  nurse  scientist  at  Virginia  Commonwealth  University  studying  black 
mothers  between  the  ages  of  14  and  18  who  have  delivered  healthy  babies,  is  examining  ways 
to  promote  better  parenting  and  health  practices.  This  study  has  resulted  in  discovery  of 
methods  to  improve  parent  and  baby  interaction,  but  there  are  other  problems  in  the  home 
environment  that  still  need  to  be  explored. 

These  and  other  studies  have  potential  for  shaping  nursing  practice  to  reduce  the 
seemingly  overwhelming  problems  of  low  income  black  mothers  and  their  babies. 

Health  Maintenance  for  Older  Americans 

By  the  year  2030  people  65  years  and  older  will  constitute  22  percent  of  this  country's 
population,  with  the  greatest  growth  in  numbers  of  those  over  85  years  of  age.  One  problem 
often  facing  older  people  is  confusion.  It  exists  in  over  half  of  hospitalized  older  patients  and 
contributes  to  the  likelihood  of  accidents  and  drug  toxicity.  A  nurse  scientist  at  the  University 
of  North  Carolina,  Chapel  Hill,  has  developed  a  scale  to  evaluate  mental  status  that  is  more 
accurate  than  other  evaluation  methods.  The  procedure,  which  is  minimally  stressful,  can  be 
scored  by  nurses  at  the  patient's  bedside.  Nurses  use  the  results  to  intervene  before  physical 
or  chemical  restraint  of  the  patient  becomes  necessary.  The  results  of  this  study  can  help 
nurses  to  reduce  the  confusion  that  threatens  the  quality  of  life  of  many  hospitalized  older 
patients. 

The  research  team  from  the  University  of  Pennsylvania  has  also  applied  a  quality  cost 
mode  to  the  hospitalized  elderly  population.  Discharge  planning  involving  teaching, 
counseling,  telephone  outreach,  and  daily  telephone  availability  of  nurse  specialists  was 
compared  to  the  hospital's  routine  discharge  plan.  Results  showed  that  a  comprehensive 
discharge  plan  implemented  by  nurse  specialists  decreased  the  total  number  of  hospital 
readmissions  by  20.5%. 

Health  Concerns  in  Rural  Populations 

America's  shrinking  rural  population  faces  growing  vulnerability  to  illness,  disability, 
and  poor  pregnancy  outcomes.  The  declining  availability  of  nearby  health  care  and  long 
distances  between  residents  and  health  care  services  in  most  rural  settings,  puts  rural  residents 
increasingly  at  risk  for  health  problems.  NINR  studies  address  the  concerns  of  this  vulnerable 
population. 

One  study  is  examining  rural  and  urban  children  to  compare  cardiovascular  risk 
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factors,  including  high  blood  pressure,  high  cholesterol  and  poor  physical  fitness.  Findings 
indicate  that  black  rural  children  had  higher  blood  pressure  than  urban  blacks  or  rural  or 
urban  whites.  Although  both  black  and  white  rural  children  were  overweight,  the  highest 
weight  was  in  black  children.  The  study  is  testing  several  interventions,  including  classroom 
instruction  by  teachers  and  nurses  who  work  together  to  improve  the  health  care  of  our 
nations 's  children. 

NINR  has  also  funded  studies  in  rural  areas  that  address  home  health  care  for  older 
people  and  risk  taking  behaviors  of  adolescents.  These  studies  will  help  nurses  and  other 
health  care  professionals  intervene  to  promote  health  across  population  groups  in  rural 
settings. 

Missed  Opportunities 

Health  promotion  for  children  and  adolescents  continues  to  be  an  area  of  concern, 
because  risky  behaviors  are  developed  at  an  accelerated  rate  during  these  development 
periods.   Although  expert  study  panels  recommend  research  on  health  promoting  and  health 
damaging  behaviors,  funds  were  only  available  for  four  projects. 

Another  area  of  concern,  pain  management,  continues  to  have  meritorious  projects  go 
unfunded.  Over  a  million  Americans  are  diagnosed  with  cancer  annually,  most  of  whom 
experience  moderate  to  severe  pain.  At  current  funding  levels,  the  NINR  cannot  fund  an 
intervention  study  that  will  examine  patient-related  barriers  to  pain  management,  such  as  fear 
of  side  effects  of  drugs  and  not  wanting  to  complain  about  pain. 

Rationale  for  Funding  Requests 

To  take  full  advantage  of  the  growth  of  scientific  capabilities  and  opportunities  for 
nursing  research,  NINR  requires  $74.8  million  for  fiscal  year  1995. 

High  priority  areas  targeted  for  increased  funding  are  the  prevention  of  disease  and 
disability,  and  the  assessment  and  management  of  symptoms  secondary  to  disease  and 
treatment  of  disease.  Specifically,  the  NINR  will  target  vulnerable  populations,  such  as 
minorities,  children  and  adolescents,  and  ill  older  adults. 

Nurses  are  often  the  front  line  providers  of  highly  technical  therapies  and  the  teachers 
for  health  promotion  behaviors.  We  are  in  an  optimal  position  to  observe  and  report  on  the 
effects  of  such  therapies,  and  decrease  health  care  costs.  Nursing  research  could  improve  the 
outcomes  of  patient  care,  using  advanced  procedures  and  promoting  healthy  lifestyles. 

Primary  Care.  Cost  Effectiveness,  and  Nursing  Research 

Nursing  recognizes  the  need  to  control  health  care  costs  while  assuring  access  to 
health  care  services.  With  the  national  focus  on  changing  the  health  care  delivery  system  and 
increasing  emphasis  on  primary  care,  there  is  a  major  gap  in  research  on  the  effectiveness  of 
primary  care.  Primary  care,  a  community  based,  comprehensive  health  care  that  is  provided 
by  a  variety  of  disciplines,  is  frequently  provided  by  nurses.  In  rural,  urban  and  inner  city 
communities,  nurses  provide  screening  for  health  problems;  conduct  physical  examinations 
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and  health  assessments;  administer  vaccinations;  deliver  care  when  needed  in  homes,  clinics, 
work  settings,  and  schools;  teach  and  counsel  those  at  risk  for  health  problems  and  those  who 
have  or  are  in  danger  of  disability  from  chronic  illnesses,  and  encourage  work  promoting 
behavior.  Resources  are  needed  to  research  the  effectiveness  and  clinical  outcomes  of 
screening  and  treatment  strategies  for  infectious  and  chronic  diseases,  such  as  drug  resistant 
tuberculosis,  and  to  examine  the  effectiveness  and  clinical  outcomes  in  community  based 
nurse  managed  clinics  for  prenatal  care  and  chronic  illness  prevention. 

AACN  appreciates  the  Congressional  support  of  NINR  in  the  past  that  has  improved 
health  care  and  increased  the  nursing  research  base.  But  NINR  estimates  that  in  FY  1994  it 
will  have  a  success  rate  (percentage  of  applications  funded)  of  only  10.5%,  down  from  13.9 
%  in  FY  1993,  reducing  the  number  of  grants  from  195  to  188.  In  addition,  the  number  of 
training  grants  will  drop  from  233  to  225  in  that  same  time  period.  NINR  needs  a  substantial 
boost  in  funding  to  come  close  to  the  NIH  success  rate  of  25  %.  For  these  reasons,  AACN 
respectfully  requests  $74.8  million  for  FY  1995  appropriations  for  NINR. 

An  FY95  appropriation  of  $74.8  million  for  NINR  could: 

*  Increase  NINR's  success  rate  to  25%,  more  closely  approaching  the  NIH  success  rate, 
and  boost  the  number  of  grants  to  266  from  188.  This  would  allow  continuation  of 
efforts  in  the  priority  areas  and  new  initiatives  in  the  areas  of  direct  care  outcomes  and 
primary  care  effectiveness. 

*  Boost  NINR's  training  positions  to  250  from  225.  Funds  would  not  only  allow 
expansion  of  successful  research  training  programs,  but  also  provide  more  research 
training  opportunities  for  minority  investigators,  a  major  NINR  objective. 

*  Allow  for  the  initiation  of  a  Nurse  Scientist  Award  program  for  postdoctoral  research 
support  for  clinically  expert  nurses  who  wish  to  become  independent  researchers.  This 
award  is  unique  because  it  provides  sufficient  financial  support  to  train  a  nurse  who  is 
too  far  advanced  in  his/her  career  to  engage  in  traditional  early  career  postdoctoral 
training  at  the  lower  level  of  support  for  such  awards. 

*  Increase  the  number  of  research  centers  by  6,  from  7  to  13.  This  gives  23  AACN 
member  schools  an  increased  opportunity 

to  participate  in  cutting  edge  research  directed  at  improved  patient  care  outcomes. 

NINR's  focus  on  more  cost  effective  methods  to  handle  diseases  and  disabilities  that 
plague  the  American  public  corresponds  with  concerns  voiced  by  lawmakers  and  health  care 
consumers  across  this  country.  Investment  in  NINR  will  ensure  that  nursing  research  will 
continue  its  unique  contribution  to  the  health  of  the  nation.  With  reforms  looking  to  expand 
utilization  of  nurse  providers,  the  time  is  right  for  an  increased  commitment  to  nursing 
research. 

As  a  member  of  the  Ad  Hoc  Group  for  Medical  Research  Funding,  AACN  supports 
the  proposed  $11,950  billion  for  the  National  Institutes  of  Health  in  FY  1995.  This  9% 
increase  promotes  vital  activities  in  the  areas  of  basic  and  clinical  research,  research  training, 
and  research  infrastructure. 

AACN  appreciates  the  support  of  the  Chairman  and  the  subcommittee  for  NINR  since 
its  establishment  in  1986,  and  asks  for  your  continued  interest  and  support.  Thank  you,  and  I 
would  be  pleased  to  respond  to  questions.  NINRTEST.95 
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and  health  assessments;  administer  vaccinations;  deliver  care  when  needed  in  homes,  clinics, 
work  settings,  and  schools;  teach  and  counsel  those  at  risk  for  health  problems  and  those  who 
have  or  are  in  danger  of  disability  from  chronic  illnesses,  and  encourage  work  promoting 
behavior.  Resources  are  needed  to  research  the  effectiveness  and  clinical  outcomes  of 
screening  and  treatment  strategies  for  infectious  and  chronic  diseases,  such  as  drug  resistant 
tuberculosis,  and  to  examine  the  effectiveness  and  clinical  outcomes  in  community  based 
nurse  managed  clinics  for  prenatal  care  and  chronic  illness  prevention. 

AACN  appreciates  the  Congressional  support  of  NINR  in  the  past  that  has  improved 
health  care  and  increased  the  nursing  research  base,  But  NINR  estimates  that  in  FY  1994  it 
will  have  a  success  rate  (percentage  of  applications  funded)  of  only  IQ.5%,  down  from  13.9 
%  in  FY  1993,  reducing  the  number  of  grants  from  195  to  188.  In  addition,  the  number  of 
training  grants  will  drop  from  233  to  225  in  that  same  time  period.  NINR  needs  a  substantial 
boost  in  funding  to  come  close  to  the  NIH  success  rate  of  25  %.  For  these  reasons,  AACN 
respectfully  requests  $74.8  million  for  FY  1995  appropriations  for  NINR. 
An  FY95  appropriation  of  $74.8  million  for  NINR  could: 

Increase  NINR's  success  rate  to  25%,  more  closely  approaching  the  NIH  success  rate, 
and  boost  the  number  of  grants  to  266  from  188.  This  would  allow  continuation  of 
efforts  in  the  priority  areas  and  new  initiatives  in  the  areas  of  direct  care  outcomes  and 
primary  care  effectiveness. 

Boost  NINR's  training  positions  to  250  from  225.  Funds  would  not  only  allow 
expansion  of  successful  research  training  programs,  but  also  provide  more  research 
training  opportunities  for  minority  investigators,  a  major  NINR  objective. 
Allow  for  the  initiation  of  a  Nurse  Scientist  Award  program  for  postdoctoral  research 
support  for  clinically  expert  nurses  who  wish  to  become  independent  researchers.  This 
award  is  unique  because  it  provides  sufficient  financial  support  to  train  a  nurse  who  is 
too  far  advanced  in  his/her  career  to  engage  in  traditional  early  career  postdoctoral 
training  at  the  lower  level  of  support  for  such  awards. 

Increase  the  number  of  research  centers  by  6,  from  7  to  13.  This  gives  23  AACN 
member  schools  an  increased  opportunity 
to  participate  in  cutting  edge  research  directed  at  improved  patient  care  outcomes. 

NINR's  focus  on  more  cost  effective  methods  to  handle  diseases  and  disabilities  that 
plague  the  American  public  corresponds  with  concerns  voiced  by  lawmakers  and  health  care 
consumers  across  this  country.  Investment  in  NINR  will  ensure  that  nursing  research  will 
continue  its  unique  contribution  to  the  health  of  the  nation.  With  reforms  looking  to  expand 
utilization  of  nurse  providers,  the  time  is  right  for  an  increased  commitment  to  nursing 
research. 

As  a  member  of  the  Ad  Hoc  Group  for  Medical  Research  Funding,  AACN  supports 
the  proposed  $1 1.950  billion  for  the  National  Institutes  of  Health  in  FY  1995.  This  9% 
increase   promotes  vital  activities  in  the  areas  of  basic  and  clinical  research,  research  training, 
and  research  infrastructure. 

AACN  appreciates  the  support  of  the  Chairman  and  the  subcommittee  for  NINR  since 
its  establishment  in  1986,  and  asks  for  your  continued  interest  and  support.  Thank  you,  and  I 
would  be  pleased  to  respond  to  questions.  NINRTEST.95 
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and  health  assessments;  administer  vaccinations;  deliver  care  when  needed  in  homes,  clinics, 
work  settings,  and  schools;  teach  and  counsel  those  at  risk  for  health  problems  and  those  who 
have  or  are  in  danger  of  disability  from  chronic  illnesses,  and  encourage  work  promoting 
behavior.  Resources  are  needed  to  research  the  effectiveness  and  clinical  outcomes  of 
screening  and  treatment  strategies  for  infectious  and  chronic  diseases,  such  as  drug  resistant 
tuberculosis,  and  to  examine  the  effectiveness  and  clinical  outcomes  in  community  based 
nurse  managed  climes  for  prenatal  care  and  chronic  illness  prevention. 

AACN  appreciates  the  Congressional  support  of  NINR  in  the  past  that  has  improved 
health  care  and  increased  the  nursing  research  base.  But  NINR  estimates  that  in  FY  1994  it 
will  have  a  success  rate  (percentage  of  applications  funded)  of  only  I0l5%,  down  from  13.9 
%  in  FY  1993,  reducing  the  number  of  grants  from  195  to  188.  In  addition,  the  number  of 
training  grants  will  drop  from  233  to  225  in  that  same  time  period.  NINR  needs  a  substantial 
boost  in  funding  to  come  close  to  the  NIH  success  rate  of  25  %.  For  these  reasons,  AACN 
respectfully  requests  $74.8  million  for  FY  1995  appropriations  for  NINR. 

An  FY95  appropriation  of  $74.8  million  for  NINR  could: 

*  Increase  NINR's  success  rate  to  25%,  more  closely  approaching  the  NIH  success  rate, 
and  boost  the  number  of  grants  to  266  from  188.  This  would  allow  continuation  of 
efforts  in  the  priority  areas  and  new  initiatives  in  the  areas  of  direct  care  outcomes  and 
primary  care  effectiveness. 

*  Boost  NINR's  training  positions  to  250  from  225.  Funds  would  not  only  allow 
expansion  of  successful  research  training  programs,  but  also  provide  more  research 
training  opportunities  for  minority  investigators,  a  major  NINR  objective. 

Allow  for  the  initiation  of  a  Nurse  Scientist  Award  program  for  postdoctoral  research 

support  for  clinically  expert  nurses  who  wish  to  become  independent  researchers.  This 

award  is  unique  because  it  provides  sufficient  financial  support  to  train  a  nurse  who  is 

too  far  advanced  in  his/her  career  to  engage  in  traditional  early  career  postdoctoral 

training  at  the  lower  level  of  support  for  such  awards. 

Increase  the  number  of  research  centers  by  6,  from  7  to  13.  This  gives  23  AACN 

member  schools  an  increased  opportunity 

to  participate  in  cutting  edge  research  directed  at  improved  patient  care  outcomes. 

NINR's  focus  on  more  cost  effective  methods  to  handle  diseases  and  disabilities  that 
plague  the  American  public  corresponds  with  concerns  voiced  by  lawmakers  and  health  care 
consumers  across  this  country.  Investment  in  NINR  will  ensure  that  nursing  research  will 
continue  its  unique  contribution  to  the  health  of  the  nation.  With  reforms  looking  to  expand 
utilization  of  nurse  providers,  the  time  is  right  for  an  increased  commitment  to  nursing 
research. 

As  a  member  of  the  Ad  Hoc  Group  for  Medical  Research  Funding,  AACN  supports 
the  proposed  $11,950  billion  for  the  National  Institutes  of  Health  in  FY  1995.  This  9% 
increase  promotes  vital  activities  in  the  areas  of  basic  and  clinical  research,  research  training, 
and  research  infrastructure. 

AACN  appreciates  the  support  of  the  Chairman  and  the  subcommittee  for  NINR  since 
its  establishment  in  1986,  and  asks  for  your  continued  interest  and  support  Thank  you,  and  I 
would  be  pleased  to  respond  to  questions.  NINRTEST.95 
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Friday,  February  4,  1994. 

WITNESS 
J.  DENNIS  KELLEY,  NATIONAL  FUEL  FUNDS  NETWORK 

Mr.  Stokes.  Our  last  witness  this  morning  will  be  Mr.  J.  Dennis 
Kelley.  Mr.  Kelley,  we  are  pleased  to  have  you  appear  here  this 
morning. 

Mr.  Kelley.  Thank  you,  Mr.  Stokes.  I  want  to  thank  the  Chair- 
man and  the  committee  for  the  opportunity  to  present  this  testi- 
mony. 

The  National  Fuel  Funds  Network,  which  I  represent  as  Chair- 
person, supports  funding  for  the  Low-Income  Home  Energy  Assist- 
ance Program  at  no  less  than  the  advance  appropriation  of  $1,475 
billion  for  the  1994-1995  program  year.  The  National  Fuel  Funds 
Network  has  over  180  members  in  40  States  and  the  District  of  Co- 
lumbia, who  represent  private  fuel  and  energy  assistance  funds 
and  others  who  are  gravely  concerned  about  the  ongoing  energy  cri- 
sis of  America's  poor. 

Together,  the  over  370  fuel  and  energy  assistance  funds  that 
have  developed  in  the  last  15  years  raise  private  monies  to  make 
heating  and  cooling  bill  assistance  payments  of  over  $44  million 
each  year  on  behalf  of  some  300  thousand  families  who  rank  among 
the  poorest  of  the  poor  in  America.  LIHEAP  remains  the  largest 
source  of  energy  assistance  for  low-income  Americans.  Over  5  mil- 
lion American  families  rely  on  LIHEAP  to  help  them  make  it 
through  the  cold  of  winter  or  the  heat  of  summer. 

LIHEAP,  however,  is  an  underfunded  program.  LIHEAP  has  con- 
tributed more  than  its  share  to  deficit  reduction  during  the  past 
eight  years,  suffering  a  loss  of  $4  billion  in  funding  and  almost  4 
million  households  served  since  1985. 

In  1993,  LIHEAP  served  only  20  percent  of  the  25  million 
LIHEAP-eligible  households.  For  this  and  other  reasons,  the  NFFM 
is  alarmed  after  hearing  reports  that  the  administration's  1995 
budget  proposal  will  rescind  30  to  50  percent  of  the  1995,  1994, 
1995  advance  appropriation.  It  is  estimated  that  cuts  of  this  size 
will  result  in  4  to  7  million  needy  individuals  being  left  literally  out 
in  the  cold  next  winter. 

In  fiscal  year  1991,  over  70  percent  of  LIHEAP  recipient  house- 
holds had  incomes  below  $8  thousand.  We  can  better  understand 
the  difficult  decisions  facing  the  poor  if  we  imagine  how  hard  it 
would  be  just  to  feed  ourselves  with  this  amount,  which  is  less 
than  $8.00  per  day,  per  household  member.  And  also  pay  for  hous- 
ing, heat,  and  other  essentials. 

Further  cuts  to  an  already  underfunded  program  will  have  a  dev- 
astating effect  on  the  poor.  Increased  instances  of  hunger,  home- 
lessness  and  house  fires  sparked  by  the  use  of  candles  and  uncon- 
ventional heating  devices  are  outcomes  faced  by  families  who  find 
themselves  without  heat  or  light  in  winter. 

A  1992  study  by  Boston  City  Hospital,  for  example,  showed  that 
the  number  of  emergency  room  visits  by  underweight  children  in- 
creased by  30  percent  after  the  coldest  months  of  the  year.  Re- 
searchers related  this  fact  to  high  heating  costs.  A  1993  study  re- 
vealed that  between  2  and  5  million  elderly  Americans  suffer  from 
what  is  termed  as  "food  insecurity."  That  is,  they  had  to  skip  meals 
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or  go  without  food  altogether  to  buy  medicines,  pay  rent  and  pay 
utilities. 

Research  in  Philadelphia  found  that  termination  of  electric  or 
gas  service  contributed  to  home  abandonment.  Forty-nine  percent 
of  Philadelphia  emergency  housing  providers  cited  loss  of  utility 
service  as  a  factor  in  homelessness.  An  analysis  of  fire  deaths  by 
the  Philadelphia  Fire  Marshal  linked  house  fire  fatalities  to  en- 
ergy-related causes.  The  Washington  Post  recently  reported  that 
every  winter  hundreds  of  children  are  killed  nationwide  in  fires 
caused  by  desperate  efforts  to  keep  warm  or  to  provide  light. 

While  the  energy  crisis  of  the  late  1970s  is  over  for  most  Ameri- 
cans, the  energy  crisis  continues  and  grows  for  low-income  Ameri- 
cans. Americans  living  in  poverty  increased  for  the  third  consecu- 
tive year  in  1992,  to  nearly  37  million.  The  poor  comprise  14.5  per- 
cent of  the  population,  the  highest  percentage  in  the  past  30  years. 
Children  living  in  poverty  reached  14  million.  One  in  four  children 
under  the  age  of  six  years  lived  in  poverty  in  1992. 

In  response  to  a  letter  from  Senator  Harris  Wofford  who  wrote 
in  support  of  adequate  funding  for  LIHEAP  in  the  President's  1995 
budget,  President  Clinton  stated:  "Today  the  percentage  of  earn- 
ings that  low-income  families  spend  on  heating  their  homes  is 
about  half  what  it  was  in  the  late  1970s." 

We  feel  that  the  President  is  mistaken.  Energy  costs  have  not 
gone  down,  but  increased.  LIHEAP  households  have  the  same  in- 
comes as  they  did  over  10  years  ago,  and  still  spend  the  same  per- 
centage of  their  incomes  for  heating  as  they  did  then,  3  to  4  times 
the  percent  spent  by  middle-income  families. 

In  1981,  for  example,  85  percent  of  LIHEAP  households  had  in- 
comes below  $10  thousand.  In  1991,  a  similar  amount,  82  percent, 
had  incomes  below  10  thousand.  Moreover,  the  National  Associa- 
tion of  Regulatory  Utility  Commissioners  reports  that  heating  costs 
for  a  typical  natural  gas  customer  in  Little  Rock,  Arkansas,  in  the 
three-month  period  of  December,  1980,  through  February,  1981, 
was  $73.00.  By  comparison,  the  heating  bill  for  the  same  period  in 
1992-1993,  was  $197.00,  an  increase  of  over  two-and-one-half 
times. 

Heating  bills  also  increased  in  cities  such  as  Washington,  D.C., 
Chicago,  St.  Louis,  and  Boston.  It  is  also  likely  that  winter  natural 
gas  bills  will  skyrocket  in  the  future  with  the  full  effects  of  FERC 
Order  636,  and  as  a  result  of  this  winter's  severe  cold.  Potential  in- 
creases to  natural  gas  prices  are  important. 

Over  50  percent  of  low-income  households  heat  with  natural  gas, 
while  only  13  percent  use  fuel  oil.  Some  may  suggest  that  private 
fuel  funds  will  make  up  for  a  cut  in  LIHEAP  funding,  but,  in  fact, 
all  of  the  monies  raised  and  distributed  by  fuel  funds  since  their 
inception  fall  short  of  even  a  single  year's  LIHEAP  appropriation. 
Privately  raised  energy  assistance  dollars  can  only  supplement 
LIHEAP  and  can  never  take  its  place. 

While  we  who  work  daily  with  the  needy  of  America  are  thankful 
that  $1,475  billion  dollars  were  reserved  for  the  upcoming  year  by 
a  forward-thinking  Congress,  we  now  ask  you  to  preserve  that  ad- 
vance appropriation  for  the  1994-1995  year. 

We  respectfully  but  urgently  request  as  you  make  difficult  fund- 
ing decisions,  to  keep  in  mind  the  irreplaceable  role  LIHEAP  plays 
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as  a  safety  net  for  millions  of  our  Nation's  poor.  Your  actions  today 
will  greatly  assist  those  who  struggle  to  protect  themselves,  their 
elderly  parents  and  their  children  from  the  extremes  of  weather. 

Thank  you,  sir. 

[The  prepared  statement  follows:] 
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TESTIMONY  ON  THE  FY  1995  APPROPRIATIONS  FOR  THE 
LOW  INCOME  HOME  ENERGY  ASSISTANCE  PROGRAM 


SUBMITTED  TO  THE  U.S.  HOUSE  OF  REPRESENTATIVES 

COMMITTEE  ON  APPROPRIATIONS 

SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES, 

EDUCATION  AND  RELATED  AGENCIES 

FEBRUARY  4,  1994 

10:00  A.M. 


BY:   J.  DENNIS  KELLEY,  CHAIRPERSON 

NATIONAL  FUEL  FUNDS  NETWORK 

P.O.  BOX  13812 

SILVER  SPRING,  MARYLAND  20911 

AND 

PRESIDENT ,  ENERGYCARE/DOLLAR-HELP 

2758  WYOMING 

ST.  LOUIS,  MISSOURI  63118 
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I  want  to  thank  the  Chairman  and  the  members  of  the  committee  for 
the  opportunity  to  submit  this  testimony.  The  National  Fuel  Funds  Network 
(NFFN),  which  I  represent  as  Chairperson,  supports  adequate  funding  for 
the  Low  Income  Home  Energy  Assistance  Program  (LIHEAP)  at  no  less  than 
the  advance  appropriation  of  $  1.47  billion  for  the  1994/1995  program 
year. 

The  National  Fuel  Funds  Network  is  a  membership  organization 
comprised  of  over  180  representatives  of  private  fuel  and  energy 
assistance  funds,  community  action  agencies,  social  service 
organizations,  utility  companies,  trade  associations  and  private 
citizens.  Our  member  organizations  are  located  in  40  states  and  the 
District  of  Columbia.  The  NFFN  is  concerned  with  the  ongoing  energy 
crisis  that  is  being  experienced  by  the  poor  of  America. 

Fuel  funds  are  organizations  that  raise  private  money  in  the  local 
community  to  help  low-income  households  pay  their  home  energy  bills.  Fuel 
funds  come  in  many  different  shapes  and  sizes.  They  range  from  small 
church  groups  which  distribute  hundreds  of  dollars  in  a  single 
neighborhood  to  large,  independent  organizations  which  distribute 
millions  of  dollars  across  a  state.  Fuel  funds  can  be  a  division  of  a 
large,  social  service  agency  or  they  can  be  operated  by  an  energy 
company.  Whatever  their  form,  fuel  funds  were  developed  to  address  the 
needs  of  the  poor  who  are  unable  to  pay  their  home  energy  bills.  They  all 
raise  and  distribute  private  sector  monies  and  they  all,  inevitably, 
discover  that  the  resources  they  command  and  the  resources  provided  by 
LIHEAP,  are  inadequate.  As  a  consequence,  fuel  funds  become  involved  in 
attempting  to  increase  the  resources  available  to  help  the  poor  meet 
their  energy  needs. 

Together  the  three  hundred  and  seventy  plus  fuel  and  energy 
assistance  funds  that  have  developed  in  the  last  fifteen  years  raise 
private  energy  assistance  dollars  at  the  local  level  to  supplement 
inadequate  LIHEAP  funding.  Nationally  fuel  funds  make  heating  and  cooling 
bill  assistance  payments  of  over  $  44  million  dollars  each  year  on  behalf 
of  some  300,000  families.  These  families  rank  among  the  "poorest  of  the 
poor"  in  America.  Our  goal  is  simple:  to  keep  the  families  we  serve 
healthy,  warm  or  cool  and  in  their  own  homes  during  the  extreme 
temperatures  of  winter  and  summer. 

LIHEAP  remains  the  largest  source  of  energy  assistance  for  low- 
income  Americans.  In  1993,  5.2  million  American  families  relied  on  LIHEAP 
to  help  them  make  it  through  the  cold  of  winter  or,  while  Energy  Crisis 
monies  were  available,  to  help  them  through  the  heat  of  summer.  LIHEAP, 
however,  is  an  under-funded  program.  LIHEAP  has  contributed  more  than  its 
share  to  deficit  reduction  during  the  past  eight  years,  suffering  a 
cumulative  loss  of  over  $  4  billion  in  funding  and  almost  4  million 
households  served,  from  FY  1985  to  FY  1993.  In  1993,  LIHEAP  served  only 
about  20%  of  the  25.4  million  households  estimated  to  have  incomes  under 
the  LIHEAP  statute's  eligibility  standard  and  only  about  31%  of  the  16.6 
million  households  estimated  to  be  eligible  under  the  stricter 
eligibility  criteria  used  by  most  states. 
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It  is  for  this  reason  that  the  NFFN  is  alarmed  and  appalled  after 
hearing  reports  that  the  Administration's  1995  budget  proposal  will 
rescind  30%-50%  of  the  1994/1995  "advance  appropriation"  for  LIHEAP.  It 
is  estimated  that  cuts  of  this  magnitude  will  result  in  1.5  to  2.6 
million  households,  roughly  4  to  7  million  needy  individuals,  being  left 
literally  "out  in  the  cold"  next  winter. 

Further  cuts  to  an  already  underfunded  program  will  have  a 
devastating  effect  on  the  poor  of  our  country.  In  FY  91,  the  last  year 
for  which  national  information  is  available,  nearly  50%  of  LIHEAP 
recipient  households  had  average  annual  incomes  of  less  than  $  6,000. 
Over  70%  of  LIHEAP  recipient  households  had  average  annual  incomes  at  or 
below  $  8,000  --  slightly  more  than  $  2,800  per  household  member.  We  can 
better  understand  the  difficult  decisions  facing  LIHEAP  recipients  if  we 
imagine  how  hard  it  would  be  just  to  feed  oneself  with  this  amount-- 
which  is  less  than  $  8  per  day  --  and  also  pay  for  housing,  heat  and 
other  essentials. 

Increased  instances  of  hunger,  homelessness  and  house  fires,  sparked 
by  the  use  of  candles  and  unconventional  heating  devices,  are  some  of  the 
possible  outcomes  faced  by  families  who  find  themselves  without  heat  or 
lights  in  winter. 

A  1992  study  by  Boston  City  Hospital  showed  that  the  number  of 
emergency  room  visits  by  underweight  children  increased  by  30%  after  the 
coldest  months  of  the  year,  further  demonstrating  the  "Heat  or  Eat" 
dilemma  many  families  face  each  winter.  After  chronic  disease  was  ruled 
out  as  a  cause  for  the  low  weights,  researchers  postulated  that  "  the 
population  reflected  increased  caloric  demand  because  of  cold  stress  and 
illness  and  decreased  caloric  (i.e.  food)  availability  because  of 
economic  stress  imposed  by  high  heating  costs."  The  study  further  pointed 
out  that  the  effects  of  malnutrition  immediately  threaten  the  immune 
defenses  of  a  child  causing  increased  infection  and  illness.  The  long 
term  effects  of  malnutrition  can  be  much  more  devastating  when  a  child's 
growth  and  learning  capabilities  are  permanently  diminished. 

A  1993  study  revealed  that  2.5  million  to  4.9  million  elderly 
Americans  suffered  from  what  is  termed  as  "food  insecurity"--  that  is, 
the  person  had  no  food  in  the  house  and  no  money  to  buy  it.  They  had  to 
"skip  meals"  or  had  to  forgo  food  altogether  in  order  to  buy  medicine, 
pay  the  rent  or  pay  the  utilities. 

Research  in  Philadelphia  found  that  after  termination  of  electric 
service,  an  average  of  32%  of  the  homes  were  abandoned  within  one  year; 
22%  after  the  termination  of  gas  service.  Forty-nine  percent  of 
Philadelphia  emergency  housing  providers  who  were  surveyed  in  a  1991 
Temple  University  study  cited  loss  of  utility  service  as  a  factor  in 
homelessness. 

An  analysis  of  fire  deaths  by  the  Philadelphia  Fire  Marshall  linked 
house  fire  fatalities  to  energy-related  causes.  Additional  studies 
disclosed  that  fatal  fires  disproportionately  take  the  lives  of  children. 
The  Washington  Post  recently  reported  that  every  winter,  hundreds  of 
children  are  killed  nationwide  in  fires  caused  by  desperate  efforts  to 
keep  warm  or  to  light  darkened  dwellings.  On  December  7th,  1993,  two 
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Washington,  D.C.  children  died  in  a  blaze  that,  according  to  D.C.  fire 
officials,  had  been  caused  by  candles.  In  Philadelphia,  a  few  days  before 
Christmas,  two  children  were  severely  burned  when  a  candle  used  to 
provide  light  toppled  over  and  ignited  their  apartment.  A  few  weeks 
before  that,  in  Tempe,  Arizona,  three  children  were  badly  burned  when  a 
faulty  kerosene  heater  ignited  their  home. 

While  the  energy  crisis  of  the  late  1970' s  is  over  for  most 
Americans,  the  energy  crisis  continues  for  low  income  Americans  and  has 
actually  grown  in  impact.  The  number  of  Americans  living  in  poverty 
increased  for  the  third  consecutive  year  in  a  row  in  1992  to  more  than 
36.9  million  individuals.  The  number  of  poor  people  represents  14.5%  of 
the  total  population  and  is  a  higher  number  than  at  any  time  in  the  past 
thirty  years.  Children  living  in  poverty  reached  14.6  million  in  1992, 
accounting  for  nearly  22%  of  all  children.  The  United  States  has  the 
highest  level  of  child  poverty  among  the  leading  industrial  nations.  One 
in  four  children  under  the  age  of  six  years  lived  in  poverty  in  1992. 

In  response  to  a  letter  from  Senator  Harris  Wofford,  who  wrote  in 
support  of  adequate  funding  for  the  LIHEAP  in  the  President's  1995 
budget.  President  Clinton  stated,  "  Today,  the  percentage  of  earnings 
that  low-income  families  spend  on  heating  their  homes  is  about  half  what 
it  was  in  the  late  1970 's."  We  feel  strongly  that  President  Clinton  is 
wrong  and  energy  costs  have  not  gone  down,  but  increased.  LIHEAP 
recipient  households  have  the  same  incomes  as  they  did  over  ten  years 
ago;  these  households  must  still  spend  the  same  percentage  of  their 
income  for  heating  as  they  did  then. 

In  1981,  for  example,  approximately  85%  of  LIHEAP  recipient 
households  had  incomes  below  $  10,000  a  year.  In  1991,  a  similar  amount 
of  LIHEAP  recipient  households,  approximately  82%,  had  incomes  below 
$  10,000  a  year.  Moreover,  information  provided  by  the  National 
Association  of  Regulatory  Utility  Commissioners  (NARUC)  disclosed  that 
the  heating  bill  for  a  typical  natural  gas  customer  in  Little  Rock, 
Arkansas,  in  the  three  month  period  of  December,  1980,  through  February, 
1981,  totalled  $  73.22.  By  comparison,  the  three  month  heating  bill  for 
December,  1992  through  February,  1993,  totalled  $  197.23 —  an  increase  of 
over  two  and  one  half  times.  For  the  comparable  periods  of  1980-81  and 
1992-93,  a  Washington,  D.C.  gas  customer's  bill  averaged  $  277.20  and 
$  436.24  respectively.  In  fact,  the  actual  amount  paid  during  the  same 
winter  months  also  increased  in  cities  such  as  Chicago,  St.  Louis  and 
Boston.  Thus,  it  is  quite  clear  that  without  LIHEAP  these  families  would 
not  have  winter  heating  service. 

It  should  also  be  emphasized  that  low-income  families  pay  about 
15.8%  of  their  incomes  for  energy--  over  four  times  the  percent  spent  by 
the  typical  middle-income  American  family.  In  addition,  it  is  quite 
likely  that  winter  natural  gas  bills  will  skyrocket  in  the  future  with 
the  full  effects  of  FERC  Order  636  and  the  depletion  of  whatever  is  left 
of  the  natural  gas  surplus  as  a  result  of  the  severe  cold  weather 
experienced  this  winter  in  most  parts  of  the  country.  Potential  increases 
to  the  price  of  natural  gas  is  of  particular  importance  because  over  50% 
of  low-income  households  heat  with  natural  gas,  while  only  13%  use  fuel 
oil  as  their  main  heating  source. 
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In  my  home  state  of  Missouri,  it  is  estimated  that  a  30%-50% 
reduction  in  the  1994/1995  LIHEAP  program  year  advance  appropriation  will 
result  in  the  elimination  of  approximately  57,000  to  84,000  households- 
households  with  estimated  average  annual  incomes  of  only  $  6,600.  These 
households  will  go  unserved  by  the  LIHEAP  program  to  maintain  a 
reasonable  grant  size  for  the  remaining  Missouri  LIHEAP  recipients. 

To  further  illustrate  the  crucial  safety  net  aspect  of  LIHEAP,  it 
should  be  noted  that  in  1986,  when  Missouri  lowered  its  income 
eligibility  level  from  150%  to  125%  of  poverty  due  to  LIHEAP 
funding  cuts,  only  about  3,000  recipient  households  out  of  a  total  of 
over  120,000  households  became  ineligible  for  assistance.  Current 
computer  analysis  provided  by  the  Missouri  Department  of  Social  Services 
indicates  that  if  a  further  tightening  of  income  eligibility  standards  to 
110%  of  poverty  becomes  necessary  as  a  result  of  a  30%-50%  reduction  in 
LIHEAP  funding,  only  2,500  recipients  households  will  become  ineligible. 
These  projected  figures  show  that  the  Missouri  LIHEAP  program,  like  many 
other  states,  is  serving  the  poorest  and  most  vulnerable  of  its  citizens 
with  an  efficient  program  targeted  to  a  precise  recipient  population. 

Some  may  suggest  that  private  fuel  funds  and  other  charitable 
contributions  will  make  up  the  deficit  resulting  from  a  cut  in  LIHEAP 
funding.  Others  will  point  to  fuel  funds  as  an  example  of  the  kinds  of 
help  that  could  potentially  take  the  place  of  LIHEAP.  As  thankful  as  we 
are  for  the  continued  generous  response  from  our  private  donors  across 
the  country,  we  are  painfully  aware  that  our  efforts  still  fall  far  short 
of  the  need.  According  to  the  1992  National  Fuel  Funds  Network  Survey  of 
Nonfederal  Energy  Assistance,  the  money  raised  in  1991  was  slightly  over 
$  44  million.  In  fact,  all  of  the  monies  raised  and  distributed  by  fuel 
funds  since  their  inception,  over  $  412  million,  fall  far  short  of  even  a 
single  year's  LIHEAP  appropriation.  Privately  raised  energy  assistance 
dollars  can  only  supplement  LIHEAP  dollars  and  can  never  take  the  place 
of  federal  energy  assistance  funds.  As  Sr.  Pat  Kelley,  NFFN ' s  founder, 
stated  several  years  ago,  the  monies  raised  each  year  by  private  fuel 
funds  are  "a  drop  in  the  bucket"  compared  to  the  funds  appropriated  for 
LIHEAP  and  the  funds  needed. 

While  we  who  work  daily  with  the  needy  of  America  are  thankful  that 
$  1.475  billion  were  reserved  through  the  "advance  appropriation"  for  the 
upcoming  program  year  by  a  forward  thinking  Congress,  we  must  also  point 
out  that  the  amount  is  still  not  sufficient  to  meet  the  need.  When  LIHEAP 
is  funded  near  the  $  1.5  billion  level,  it  only  serves  one-third  of  those 
who  qualify,  leaving  an  unserved  population  of  over  ten  million 
households.  While  the  NFFN  appreciates  all  that  has  been  done  in  the 
House  of  Representatives  in  support  of  LIHEAP  last  year,  we  must  again 
ask  for  your  help.  We  look  to  you  to  maintain  the  "advance  appropriation" 
for  the  1994/1995  program  year  at  the  $  1.475  billion  level.   We 
respectfully,  but  urgently  request  you,  as  you  consider  funding  for  the 
1994/1995  program  year,  to  keep  in  mind  the  important  role  that  LIHEAP 
plays  as  a  safety  net  for  millions  of  our  nation's  poor.  Your  actions 
today  will  greatly  assist  those  who  daily  struggle  to  protect  themselves, 
their  elderly  parents  and  their  children  from  the  extremes  of  weather. 

Thank  you  for  your  careful  consideration  of  this  testimony. 
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Mr.  Stokes.  Thank  you,  Mr.  Kelley. 

I  might  say  to  you  that  LIHEAP  is  certainly  an  area  that  this 
subcommittee  is  very  much  aware  of.  Of  course,  it  is  an  area  that 
we  have  now  funded  for  a  number  of  years  since  that  legislation 
was  enacted.  So  we  appreciate  very  much  the  testimony  you  have 
given  us. 

Mr.  Kelley.  Thank  you,  sir.  We  appreciate  your  continued  sup- 
port. 

Mr.  Stokes.  Thank  you. 

This  hearing  is  now  concluded  until  10  a.m.,  Wednesday  morn- 
ing. 

Thank  you. 


Wednesday,  February  9,  1994. 

Mr.  Serrano  [presiding].  The  committee  will  come  to  order. 

I  would  like  to  welcome  all  of  our  guests  today.  Chairman  Natch- 
er  is  tied  up  working  on  the  earthquake  relief  conference  report 
and  that  appropriation  and  will  not  be  able  to  join  us  today. 

We  would  like  once  again  to  thank  all  the  folks  that  are  here 
with  us  today  for  this  hearing  and  to  remind  you  to  stay  very  much 
on  the  shorter  side  of  the  five-minute  presentation  so  that  the  folks 
at  the  end  of  the  list  of  witnesses  can  get  as  much  time  as  the  peo- 
ple up  front. 

I  would  like  to  acknowledge  the  presence  of  the  gentleman  from 
Texas,  Mr.  Bonilla,  who  has  just  joined  us  and  Mr.  Porter,  who  is 
walking  into  the  room  now. 

Our  first  witness  will  be  Michael  A.  Green  from  the  American  Di- 
abetes Association. 

WITNESS 

MICHAEL  A.  GREENE,  AMERICAN  DIABETES  ASSOCIATION 

Mr.  Green.  Good  morning. 

Mr.  Serrano.  As  the  chairman  would  say,  come  on  around,  Mr. 
Green. 

Mr.  Green.  Good  morning,  Mr.  Chairman,  gentlemen.  My  name 
is  Michael  Green  and  I  am  here  today  in  two  capacities,  Mr.  Chair- 
man. I  am  the  current  Chair  of  the  American  Diabetes  Association 
and  I  am  also  a  person  with  insulin-dependent  diabetes  and  I  am 
here  to  represent  14,000,000  Americans  who  have  diabetes  and 
members  of  their  families  who  are  affected  by  that  disease. 

Mr.  Chairman,  diabetes  is  a  common,  devastating  and  costly  dis- 
ease, and  I  would  like  to  put  my  comments  in  framework  for  you, 
briefly,  if  I  could.  Today  in  the  United  States,  there  are  over 
14,000,000  Americans  who  have  diabetes.  Seven  million  of  those 
people  are  diagnosed  with  the  disease,  and  dnly  3.5  million  of  those 
people  get  medical  treatment.  Saying  it  another  way,  Mr.  Chair- 
man, 25  percent  of  the  people  who  have  diabetes  do  not  get  medical 
care  for  their  diabetes. 

Diabetes  costs  this  country  over  $92  billion  a  year  in  direct  and 
indirect  costs.  Let  me  be  even  more  specific  with  you,  if  I  might. 
In  the  2  hours  that  you  will  take  testimony  today  on  the  research 
budgets  for  the  NIH  and  the  CDC,  from  10  o'clock  today  until  noon 
today,  in  the  United  States,  there  will  be  292,000  insulin  injections 
given,  or  taken;  there  will  be  333,000  blood  tests  given;  639  people 
will  enter  the  hospital  in  the  next  2  hours  as  a  result  of  diabetes. 

In  the  next  2  hours,  Mr.  Chairman,  37  people  will  die  as  a  result 
of  diabetes;  12  people  will  lose  their  legs  because  of  diabetes;  6  peo- 
ple will  go  blind  in  these  next  2  hours;  and  3  people  will  go  on  end- 
stage  renal  disease  requiring  dialysis. 
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In  these  next  2  hours,  while  we  are  talking  about  these  budgets, 
this  country  will  spend  $21  million  in  direct  and  indirect  costs  re- 
lated to  diabetes.  And,  Mr.  Chairman,  this  is  every  day.  This  hap- 
pens with  no  days  off.  People  who  have  diabetes  get  no  vacation. 
This  toll  occurs  every  two  hours  of  every  day  of  every  week  of  every 
year  in  this  country.  The  misery  index  for  diabetes  is  very  high. 

The  American  Diabetes  Association  and  the  NIH  and  the  Center 
for  Disease  Control  wage  war  against  diabetes,  and  research  is  the 
most  important  weapon  in  that  struggle.  Without  research  today, 
we  would  have  over  700,000  deaths  every  year  as  a  result  of  diabe- 
tes. Without  research  today,  no  one  could  live  well  with  diabetes 
and  have  any  kind  of  normal  life.  Without  diabetes  research,  Mr. 
Chairman,  I  would  be  dead. 

The  life  expectancy  of  a  person  with  insulin-dependent  diabetes 
like  myself,  without  the  benefit  of  medical  research,  is  less  than 
two  weeks.  I  would  not  be  here,  and  the  fact  that  I  am  here  and 
I  have  had  insulin-dependent  diabetes  for  14  years  is  a  direct  re- 
sult of  the  research  that  this  committee  funds  through  the  NIH 
and  the  CDC. 

The  NIH  and  the  CDC  and  the  American  Diabetes  Association 
have  committed  themselves  to  do  research,  not  only  to  find  a  cure 
for  diabetes,  but  to  make  our  lives  better;  those  of  us  affected  by 
diabetes.  We  know  that  a  dollar  today  spent  in  preventive  research 
will  save  $10  tomorrow.  The  results  of  the  DCCT  test  show  the  pre- 
vention of  diabetes  is  a  realistic,  achievable  goal,  a  dramatic  testa- 
ment, and  that,  of  course,  was  an  NIH-funded  project. 

Let  me  speak  specifically  now,  if  I  may,  about  the  NIH,  which 
is  America's  primary  research  agency  dealing  with  diabetes  re- 
search. It  funds  more  research  for  diabetes  than  any  other  agency 
or  organization  in  the  world  and  in  the  last  year,  this  last  past 
year  of  1993,  has  had  four  major  research  projects  that  have  sup- 
plied breakthrough  information  for  diabetes. 

I  mentioned  the  DCCT,  which  you  are  familiar  with,  some  people 
say  has  the  most  dramatic  results  in  diabetes  research  since  the 
discovery  of  insulin.  Other  research  projects,  like  the  GAD  project 
and  the  Captopril  project,  have  shown  us  the  way  to  be  closer  to 
finding  the  cause  of  insulin-dependent  and  noninsulin-dependent 
diabetes. 

There  is  tremendous  momentum,  tremendous  progress  in  these 
last  couple  of  years  from  diabetes  research.  And  what  I  will  share 
with  you  as  a  person  with  diabetes  is  that  this  kind  of  research  is 
the  hope  that  we  have.  When  you  live  with  a  chronic  disease,  when 
you  take  insulin  every  day,  when  you  know  the  complications  are 
going  to  be  there  for  you  in  the  future,  the  only  hope  we  really 
have  is  in  this  research.  So  for  14,000,000  Americans  who  have  this 
disease  and  the  many  millions  of  family  members,  friends,  cowork- 
ers, employers  that  deal  with  people  with  diabetes,  this  is  a  big 
part  of  what  allows  them  to  live  each  day  and  is  the  hope  for  them. 

Obviously,  and  you  know  this  all  too  well,  much  good  research 
goes  unfunded  for  lack  of  money.  Our  specific  recommendations  for 
the  NIH  for  this  year,  1994,  are  as  follows:  $11.95  billion  for  the 
NIH,  and  in  particular  $798  million  for  the  NIDDK. 

The  other  comment  I  would  like  to  share  with  you,  Mr.  Chair- 
man, is  that  we  do  not  believe  that  targeted  initiatives  is  the  most 
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effective  way.  We  believe  that  a  rising  tide  lifts  all  boats,  and  that 
additional  funding  for  NIH  that  is  not  directed  and  is  focused  to- 
wards the  general  research  pool  is  the  most  effective  way  for  chron- 
ic disease  to  get  the  benefits  of  biomedical  research. 

If  I  can  share  with  you  a  couple  of  thoughts  about  the  CDC.  The 
CDC  as  you  know,  Mr.  Chairman,  is  America's  public  health  agen- 
cy. It  is  where  the  rubber  hits  the  road  in  terms  of  delivery.  For 
people  with  diabetes,  the  world  of  science  and  the  world  of  reality 
are  really  not  together,  and  it  is  the  CDC  translation  efforts  that 
put  the  bridge  between  the  science  and  the  real  world. 

For  that  reason,  we  strongly  support  and  advocate  that  the  CDC 
be  given  the  resources  to  make  the  research  happen  for  people  with 
diabetes  and  people  with  all  chronic  disease.  It  is  the  CDC  that 
takes  the  NIH  research,  tests  it  in  the  field,  and  makes  it  usable 
in  a  clinical  setting. 

We  believe,  Mr.  Chairman,  that  the  big  payoff  for  the  NIH  re- 
search is  this  CDC  bridge  to  the  real  world.  It  is  the  CDC  bridge 
that  takes  this  research  and  shows  that  it  can  really  create  direct 
benefits  for  people  affected  with  chronic  disease,  and,  in  particular, 
people  with  diabetes.  It  also  is  the  portion  of  the  research  pie,  if 
you  will,  that  directly  affects  and  benefits  Americans.  So  much  is 
said  about  the  black  pool  or  the  black  hole  of  research.  It  is  the 
CDC  that  makes  it  come  alive  for  us. 

Our  specific  recommendation,  Mr.  Chairman,  for  the  division  of 
diabetes  translation  at  the  CDC  is  $69.5  million.  That  is  the  divi- 
sion that  is  focused  on  developing  programs  for  prevention  and  con- 
trol of  diabetes. 

In  conclusion,  I  would  like  to  share  with  you,  Mr.  Chairman,  the 
heartfelt  thanks  of  those  millions  of  people  affected  by  diabetes  for 
the  commitment  of  this  committee  to  research.  As  I  indicated  to 
you,  without  your  support,  many  of  us  would  not  be  here  and  I 
would  not  be  testifying  today.  Please  do  not  forget  that  research  for 
chronic  disease,  and  in  particular  diabetes,  is  the  hope  that  keeps 
many  of  us  alive.  Only  you  can  really  make  an  impact  on  the  mis- 
ery index  of  diabetes  in  this  country. 

I  appreciate  the  time  you  have  given  me  to  testify  this  morning. 

Thank  you. 

[The  prepared  statement  follows:] 
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The  American  Diabetes  Association  is  the  nation's  leading  voluntary  health  agency 
serving  the  more  than  14  million  Americans  with  diabetes.  The  association  is  comprised  of 
more  than  275,000  lay  and  professional  members  and  has  affiliate  associations  and  more  than 
800  chapters  in  all  50  states.  The  association  has  a  particular  interest  in  the  diabetes-related 
research  supported  by  the  National  Institutes  of  Health  and  the  prevention  and  control  activities 
supported  by  the  Centers  for  Disease  Control  and  Prevention.  We  appreciate  the  opportunity 
to  present  testimony  before  the  subcommittee  on  the  Fiscal  Year  1995  funding  of  these  vital 
health  care  programs. 

Diabetes  is  a  metabolic  disorder  that  affects  the  body's  ability  to  produce  or  effectively 
use  insulin,  a  hormone  that  helps  convert  blood  sugar  into  energy.  There  are  two  forms  of 
diabetes,  type  I  (insulin-dependent)  and  type  II  (non-insulin  dependent).  Type  I  diabetes  is 
characterized  by  the  body's  inability  to  produce  insulin,  usually  strikes  before  the  age  of  20  and 
requires  daily  injections  of  insulin.  Type  II  diabetes  is  characterized  by  the  body's  inability  to 
effectively  use  the  insulin  it  produces.  Individuals  diagnosed  with  type  II  diabetes  can  initially 
regulate  their  blood  sugar  levels  through  diet,  exercise  and  oral  medication.  Daily  injections  of 
insulin  may  eventually  be  required. 

Individuals  with  both  type  I  and  type  II  diabetes  are  at  great  risk  for  developing  the 
disease's  life-threatening  complications:  blindness,  end-stage  kidney  disease,  damage  of  the 
nervous  system,  cardiovascular  disease  and  leg,  toe  and  foot  amputations.  These  complications 
result  in  the  deaths  of  more  than  160,000  Americans  each  year,  thereby  making  diabetes  the 
seventh  leading  cause  of  death  in  America.  It  is  estimated  that  diabetes  will  cost  our  nation  over 
$92  billion  in  direct  and  indirect  medical  costs  in  1994. 

The  support  of  federally-funded  diabetes  research,  aimed  at  finding  a  cure  for  the  disease, 
is  one  of  the  American  Diabetes  Association's  primary  interests.  The  association  is  also  very 
supportive  of  federally-funded  prevention  and  control  programs  that  greatly  improve  the  lives 
of  people  with  diabetes. 

RESEARCH 

For  years,  political  leaders  have  recognized  the  importance  of  improving  the  lives  of  their 
constituents  through  advances  in  biomedical  research.  It  is  also  clear  that  a  majority  of 
Americans  support  federal  funding  of  biomedical  research.  A  recently  conducted  Harris  Poll 
found  that  91  %  of  Americans  support  increased  federal  funding  of  medical  research.  More  than 
75%  of  the  people  surveyed  indicated  that  they  would  be  willing  to  pay  higher  taxes,  insurance 
premiums  or  prescription  drug  fees  if  the  money  was  to  be  spent  on  medical  research. 

Much  of  this  support  stems  from  advances  in  modem  medicine  that  have  greatly 
improved  the  lives  of  Americans  Diabetes-related  research  has  yielded  tremendous  advances 
and  has  greatly  improved  the  lives  of  Americans  afflicted  with  the  disease.  Prior  to  the 
discovery  of  insulin  in  the  1920's,  type  I  diabetes  was  fatal.  Prior  to  the  development  of  kidney 
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dialysis  machines  and  lasers  for  eye  surgery,  the  complications  of  type  II  diabetes  were  far  more 
pervasive  and  severe.  But  insulin  is  not  a  cure  for  diabetes.  And  the  complications  of  diabetes 
still  claim  over  150,000  lives  each  year.  It  is  readily  apparent  that  biomedical  research  must 
continue  to  search  for  a  cure  for  diabetes  and  for  more  effective  ways  to  limit  the  disease's 
complications. 

Research  supported  by  the  federal  government  is  coming  ever  closer  to  attaining  these 
goals.  The  following  initiatives  exemplify  the  diabetes-related  biomedical  research  currently 
supported  by  the  federal  government.  Major  support  for  these  initiatives  has  been  provided  by 
the  National  Institutes  of  Health,  particularly  the  National  Institute  of  Diabetes  and  Digestive  and 
Kidney  Diseases. 

The  Diabetes  Control  and  Complications  Trial  —  This  ten-year  study  focused  on 
the  relationship  between  the  effect  of  blood  glucose  control  on  reducing  diabetes- 
related  complications.  Researchers  found  that  intensive  treatment  (an  effort  to 
stabilize  blood  glucose  levels  at  normal  levels)  reduced  the  risk  of  developing  the 
disease's  life-threatening  complications.  The  risk  to  patients  following  an 
intensive  treatment  of  developing  blindness  decreased  by  76  percent,  nerve 
damage  decreased  by  60  percent  and  kidney  disease  decreased  by  54  percent. 
The  study  is  the  first  to  prove  that  intensive  therapy  effectively  delays  the  onset 
and  slows  the  progression  of  these  life-threatening  complications.  Originally 
published  in  the  New  England  Journal  of  Medicine.  September  30,  1993. 

Diabetes  Prevention  in  Laboratory  Animals  —  Scientists  in  two  independent 
studies  discovered  a  cause  of  type  I  diabetes  in  mice  and  a  way  to  prevent  the 
disease  in  the  animals.  Investigators  found  that  injections  of  glutamic  acid 
decarboxylase  (GAD),  a  naturally  occurring  pancreatic  enzyme,  prevented  onset 
of  type  I  diabetes  in  mice.  Mice  genetically  prone  to  diabetes  were  injected  with 
GAD  when  three  weeks  old,  prior  to  the  attack  on  their  pancreas.  All  of  the 
treated  mice  escaped  the  onset  of  type  I  diabetes,  suggesting  that  such  treatments 
might  one  day  be  useful  for  humans  prone  towards  acquiring  the  disease. 
Originally  published  in  Nature,  November  4,  1993. 

Diabetes  and  End-stage  Kidney  Disease  -  This  study  demonstrated  that  a 
particular  ACE  inhibitor,  Captopril,  can  slow  or  halt  the  progression  of  diabetic 
kidney  disease  (nephropathy)  by  50%  in  some  people  with  insulin-dependent 
diabetes  who  had  signs  of  kidney  disease.  The  study  found  that  people  treated 
with  Captopril,  originally  developed  as  an  antihypertensive  medication,  could  cut 
in  half  their  risk  of  dying  or  needing  dialysis  or  a  kidney  transplant  to  stay  alive. 
As  diabetes  is  the  single  leading  cause  of  new  cases  of  end-stage  renal  disease, 
the  research  offers  hope  for  a  longer  and  better  quality  of  life  for  those  suffering 
from  diabetes-related  kidney  complications.  Originally  published  in  the  Journal 
of  the  American  Medical  Association.  November  11,  1993. 

Diabetes  and  Eve  Examinations  -  This  survey  found  that  only  49%  of  all  adults 
with  diagnosed  diabetes  in  the  United  States  had  a  dilated  eye  examination  in  the 
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past  year,  as  recommended.  Of  patients  who  had  a  dilated  eye  exam  within  the 
last  year.  57%  had  type  I  diabetes,  55%  had  insulin-treated  type  II  diabetes  and 
44%  had  type  II  diabetes  not  treated  with  insulin.  The  survey  also  found  that  the 
probability  of  having  a  dilated  eye  examination  among  individuals  with  type  II 
increased  with  older  age,  higher  socioeconomic  status  and  having  attended  a 
diabetes  education  class.  The  survey  concluded  that  widespread  interventions, 
including  patient  and  professional  education,  are  needed  to  ensure  that  people 
with  diabetes  receive  a  dilated  eye  examination  annually  to  detect  retinopathy  in 
order  to  prevent  vision  loss.  Originally  published  in  the  Journal  of  the  American 
Medical  Association.  October  13,  1993. 

The  ramifications  of  these  groundbreaking  studies  are  staggering.  Medical  professionals 
now  have  conclusive  evidence  that  intensive  treatment  diminishes  diabetes-related  complications. 
People  with  diabetes  have  access  to  a  new  drug  which  curtails  the  progression  of  kidney  disease. 
And  researchers  searching  for  a  cure  for  diabetes  can  prevent  the  disease  in  laboratory  animals. 

In  addition  to  these  groundbreaking  initiatives,  hundreds  of  investigators  in  all  50  states 
are  making  progress  in  the  fight  against  diabetes.  Diabetes-related  research  is  currently  being 
supported  by  more  than  10  institutes  of  the  NIH.  This  research  has  focused  on  many  aspects 
of  the  disease.  Researchers  supported  by  the  National  Cancer  Institute  (NCI)  have  examined  the 
regulation  of  cell  growth  and  metabolism  and  how  it  affects  the  development  of  diabetes.  The 
National  Heart  Lung  and  Blood  Institute  (NHLBI)  has  focused  on  diabetes'  role  as  a  risk  factor 
for  cardiovascular  disease  and  its  effects  on  the  cardiovascular  system.  And  the  National 
Institute  of  Neurological  Disorders  and  Stroke  (NINDS)  has  supported  a  long-term  study  to 
probe  the  frequency,  severity  and  symptoms  of  diabetes-related  nerve  damage  over  time.  It  is 
critical  that  these  efforts  also  continue  to  be  supported  by  the  federal  government. 

The  American  Diabetes  Association  recognizes,  however,  that  the  federal  government 
cannot  bear  sole  responsibility  for  our  nation's  biomedical  research.  As  pan  of  its  mission  to 
prevent  and  cure  diabetes  and  improve  the  lives  of  all  people  affected  by  diabetes,  the 
association  makes  a  significant  contribution  to  diabetes  research  efforts.  In  1993,  the  association 
provided  almost  $9  million  in  funding  for  diabetes  research  projects  nationwide.  We  plan  to 
increase  this  amount  in  1994.  This  funding  provides  critical  support  to  young  diabetes 
investigators  and  allows  for  the  development  of  innovative  research  projects.  Major  research 
projects  planned  by  the  association  include  the  GENNID  Project,  which  will  investigate  the 
genetic  causes  of  type  II  or  non-insulin  dependent  diabetes,  and  a  joint  type  I  prevention  project 
with  the  NIDDK. 

Unfortunately,  despite  the  commitment  of  all  parties  involved,  hundreds  of  meritorious 
research  proposals  are  being  rejected  due  to  funding  limitations  at  the  NIH,  particularly  at  the 
NIDDK.  In  Fiscal  Year  1993,  the  NIDDK  received  a  3  percent  increase  over  the  previous 
year's  appropriation.  Given  a  biomedical  research  inflation  rate  of  5.2  percent  that  year,  the 
Institute  actually  lost  money  in  real  terms.  The  NIDDK  did  not  fare  much  better  in  Fiscal  Year 
1994.  President  Clinton's  budget  included  a  reduction  in  funding.  But  Congress,  recognizing 
the  importance  of  the  NIDDK's  mission,  added  a  much  appreciated  increase  of  4.7  percent. 
However,  more  aggressive  support  for  the  NIH,  and  the  NIDDK  in  particular,  is  required  if  a 
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cure  is  to  be  found  for  diabetes  and  if  the  negative  impact  of  the  disease's  complications  are  to 
be  minimized. 

The  American  Diabetes  Association  recommends  a  Fiscal  Year  1995  appropriation 
of  $798  million  for  the  NIDDK.  This  will  allow  researchers  to  fully  explore  a  substantial 
portion  of  promising  new  and  ongoing  diabetes  research  opportunities  while  taking  budgetary 
constraints  into  consideration.  The  American  Diabetes  Association  also  recommends  a  Fiscal 
Year  1995  appropriation  of  $11.95  billion  for  the  NIH.  This  will  allow  researchers  supported 
by  other  NIH  Institutes  to  continue  their  valuable  cross-cutting  and  primary  research  into 
diabetes. 


PREVENTION  AND  CONTROL 

The  Centers  for  Disease  Control's  (CDC)  Division  of  Diabetes  Translation  (DDT)  is  the 
lead  federal  agency  concerned  with  preventing  and  controlling  the  complications  of  diabetes. 
The  CDC's  diabetes  program  was  initiated  in  1977  and  in  1988  was  directed  by  Congress  to  be 
responsible  for  coordinating  the  efforts  of  federal  health  agencies  and  other  entities  to  translate 
diabetes  research  into  widespread  clinical  and  public  health  practice. 

The  national  measures  formulated  by  the  CDC  to  reduce  the  burden  of  diabetes  in  the 
United  States  have  included  1)  defining  the  nature,  extent,  causes  and  distribution  of  the  burden 
of  diabetes;  2)  developing  creative,  effective  programs  and  policies  that  reduce  the  burden  of 
diabetes;  3)  ensuring  implementation  of  these  programs  and  policies,  particularly  through  CDC's 
partnership  with  state  health  departments;  and  4)  coordinating  these  efforts  with  other 
governmental,  voluntary,  professional  and  academic  institutions.  In  each  of  these  areas, 
emphasis  has  been  placed  on  communities  and  populations  at  particular  risk  for  diabetes  and  its 
life-threatening  complications. 

These  preventive  health  measures  have  been  carried  out  primarily  through  the  state-based 
Diabetes  Control  Programs.  Technical  and  financial  assistance  have  been  provided  to  the 
various  states  health  departments  to  conduct  a  wide  range  of  preventive  services.  These 
programs  have  provided  eye  and  foot  examinations,  education  on  the  importance  of  diet  and 
exercise  and  prenatal  care  to  prevent  diabetes-related  infant  deaths.  These  programs  have  been 
very  successful  in  lessening  the  impact  of  diabetes  in  the  communities  in  which  they  operate. 

The  changing  face  of  health  care  in  America  is  necessitating  changes  in  the  way  the  CDC 
provides  these  diabetes-related  prevention  services.  Emphasis  on  quality  assurance,  public 
information  and  education,  social  marketing,  assuring  appropriate  utilization  of  available  care, 
assessment  of  health  outcomes,  community  based  interventions  and  development  of  effective 
public  policy  will  characterize  public  health  activities  in  the  coming  years.  The  Division  of 
Diabetes  Translation  plans  to  incorporate  these  aggressive  new  strategies  in  their  prevention  and 
control  efforts. 

The  state-based  Diabetes  Control  Programs  will  reflect  this  changing  nature  of  public 
health  in  America.  These  programs  will  begin  to  move  away  from  the  highly  localized  care  and 
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the  direct  delivery  of  services  which  currently  characterize  the  program.  Instead,  they  will 
provide  leadership  and  coordination  of  the  diabetes-related  preventive  services  of  a  state's  health 
department.  By  assuming  this  greater  role  in  coordinating  diabetes-related  prevention  activities, 
the  CDC  can  expand  its  services  to  reduce  the  impact  of  diabetes  in  America  without 
compromising  quality  of  care. 

Recognizing  the  prevalence  of  diabetes  and  the  effectiveness  of  the  Division  of  Diabetes 
Translation,  Congress  provided  for  a  generous  increase  in  funding  for  the  program's  Fiscal  Year 
1994  operation.  This  increase  in  funding  will  allow  the  Division  of  Diabetes  Translation  to 
expand  their  prevention  and  control  efforts  into  35-40  states,  up  from  the  twenty-six  it  funded 
in  Fiscal  Year  1993. 

It  is  the  goal  of  the  American  Diabetes  Association  to  see  the  Division  of  Diabetes 
Translation  operate  on  a  national  level.  It  is  critical  that  this  program  operate  in  all  states  and 
territories  at  a  funding  level  that  will  allow  each  state  health  department  to  adequately  tackle  the 
problem  of  diabetes  in  its  communities  Current  grants  to  the  states  for  these  critical  prevention 
and  control  programs  average  approximately  $200,000  each.  It  has  been  estimated  that  in  order 
for  most  states  to  adequately  address  the  problem  of  diabetes,  funds  approximating  $500,000  will 
be  required.    For  larger  states,  funds  approximating  $1,000,000  will  be  required. 

The  American  Diabetes  Association  recommends  an  FY  1995  appropriation  of  $69.5 
million  for  the  CDC's  Division  of  Diabetes  Translation,  an  increase  of  $51.6  million.  This 
will  allow  to  Division  of  Diabetes  Translation  to  fully  fund  diabetes  prevention  and  control 
programs  in  all  states  and  territories  In  addition  to  the  American  Diabetes  Association,  this 
level  of  funding  has  been  endorsed  by  the  Juvenile  Diabetes  Foundation  and  the  American  Public 
Health  Association's  CDC  Coalition. 

The  American  Diabetes  Association  appreciates  the  opportunity  to  present  testimony  to 
the  subcommittee.  We  owe  much  of  this  country's  progress  in  diabetes  research  and  treatment 
to  this  subcommittee  which  has  recognized  the  benefits,  in  human  and  economic  terms,  of  a 
strong  federal  investment  in  diabetes  research  and  prevention  programs. 
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Mr.  Serrano.  Thank  you,  Mr.  Green.  Thank  you  for  your  testi- 
mony. 

I  would  like  to  recognize  Mr.  Bonilla  for  questions. 

Mr.  Bonilla.  Thank  you,  Mr.  Chairman. 

Mr.  Green,  first  of  all,  thank  you  for  your  excellent  presentation. 
I  have  taken  a  special  interest  in  diabetes  research  because,  as  you 
know,  I  represent  one  of  the  areas  that  has  an  extremely  high  con- 
centration of  diabetics  in  the  Hispanic  population,  and  my  area 
spans  600  miles  of  the  Texas-Mexico  border. 

I  would  also  like  to  take  a  moment  to  compliment  you  on  orga- 
nizing the  Hispanic  and  Diabetes  National  Partnership  Summit 
just  earlier  this  week.  The  reports  of  that  were  glowing  and  it 
draws  more  attention  to  this  need,  which  frankly  has,  in  some 
cases  in  prior  years,  gone  unnoticed,  or  has  not  been  noticed  as 
much  as  it  should  be  by  this  committee. 

I  was  particularly  interested  in  the  DDT  program  and  I  have  a 
rough  idea  of  what  is  currently  spent  on  that  in  the  last  budget. 
Tell  me  about  that  and  why  you  need — you  mentioned,  I  think,  $60 
million. 

Mr.  Green.  Sixty-nine  million. 

Mr.  Bonilla.  Versus  what  we  have  now. 

Mr.  Green.  That  is  the  principal  program  that  develops  edu- 
cational programs  at  the  State  level.  The  American  Diabetes  Asso- 
ciation spends  more  than  the  federal  government  in  this  area,  Mr. 
Bonilla. 

We  spent  $25  million  last  year,  and  the  federal  government  spent 
17-plus  million  dollars  in  this  area.  And  for  particularly  people  of 
Hispanic  descent  and  people  who  are  affected  by  this  disease,  this 
is  critical  funding.  This  is  what  takes  the  abstract  science  and  ap- 
plies it  so  that  a  physician  in  south  Texas  can  take  it  and  use  it 
to  serve  people.  It  is  absolutely  critical  we  make  and  keep  that 
linkage. 

Mr.  Bonilla.  This,  again,  hits  home  in  so  many  ways  because  it 
is  right  in  my  back  yard.  It  is  in  my  home.  Yesterday  one  of  my 
staffers  found  out  that  his  mother  has  a  300  sugar  count  with  dia- 
betes, and  it  was  just  discovered  in  the  last  few  days.  So  I  com- 
pliment you  on  your  work  and  together  we  will  keep  fighting  for 
more  attention,  as  much  as  we  possibly  can. 

Thank  you,  Mr.  Green. 

Thank  you,  Mr.  Chairman. 

Mr.  SERRANO.  We  thank  you,  Mr.  Green,  for  your  testimony. 
Thank  you  for  coming  before  us  today. 

Mr.  Green.  Thank  you,  Mr.  Chairman. 


Wednesday,  February  9,  1994. 

WITNESS 
C.  RONALD  TILLEY,  UNITED  DISTRIBUTION  COMPANffiS 

Mr.  Serrano.  Our  next  witness  will  be  C.  Ronald  Tilley,  United 
Distribution  Companies. 

Mr.  Tilley,  we  look  forward  to  your  testimony. 

Mr.  Tilley.  Thank  you,  Mr.  Chairman,  and  Members  of  the  com- 
mittee. I  am  Ron  Tilley,  Chairman  and  Chief  Executive  Officer  of 
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the  Columbia  Gas  Distribution  Companies,  which  consists  of  five 
gas  utilities  serving  nearly  2,000,000  customers  in  Kentucky, 
Maryland,  Ohio,  Pennsylvania  and  Virginia.  Today  I  am  represent- 
ing the  United  Gas  Distribution  Companies,  which  are  a  group  of 
40  natural  gas  companies  in  18  Midwest  and  Northeast  States. 

Today,  I  urge  the  subcommittee  to,  one,  at  a  very  minimum,  sus- 
tain LIHEAP  funding  for  the  1994-95  program  year  at  the  $1,475 
billion  level  approved  by  this  committee,  the  Congress  and  the 
President  last  fall.  Two,  to  provide  advanced  appropriations  for 
LIHEAP  for  program  year  1995-96  at  no  less  than  the  current 
services.  And,  three,  to  reject  any  proposal  to  delay  or  to  defer  re- 
leasing critical  LIHEAP  fiscal  year  1995  dollars. 

The  concerns  I  have  echo  a  letter  to  President  Clinton  from  51 
Senators  as  well  as  letters  from  many  House  Members,  governors, 
utilities,  utility  regulators,  and  State  legislators. 

The  administration's  proposal  to  cut  LIHEAP  funding  in  half 
would  have  a  devastating  impact  on  millions  of  low-income  elderly 
and  working  poor  families.  Nearly  3,000,000  of  the  5.5,000,000 
households  currently  receiving  LIHEAP  could  lose  assistance  or 
their  benefits  could  be  severely  reduced. 

In  Ohio,  for  example,  more  than  200,000  households  would  be  cut 
from  the  program,  including  many  senior  citizens  and  families  with 
small  children. 

Secretary  Shalala  has  characterized  her  Department's  budget  as 
a  comprehensive  vision,  emphasizing  prevention  and  children.  Mr. 
Chairman,  that  is  what  LIHEAP  is  all  about.  The  program  is  tar- 
geted at  our  society's  most  vulnerable.  Nearly  three  quarters  of 
LIHEAP  recipients  have  incomes  under  $8,000;  over  half  have  chil- 
dren. 

Cuts  to  the  LIHEAP  program  are  inconsistent  with  the  adminis- 
tration's philosophy.  Utilities  do  not  count  on  LIHEAP  alone  to  as- 
sist low-income  families.  United  Distribution  Companies  dedicate 
substantial  resources  to  this  very  critical  need. 

At  Columbia  Gas,  if  you  add  all  of  our  programs  targeted  to  ben- 
efit low-income  families,  we  match  nearly  50  cents  for  every  one 
dollar  in  LIHEAP  funds  our  low-income  customers  receive. 

As  substantial  as  these  efforts  are,  however,  a  strong  federally 
funded  LIHEAP  is  the  crucial  centerpiece  for  these  supplemental 
efforts.  Some  administration  officials  state  that  the  need  for 
LIHEAP  has  diminished.  This  opinion  does  not  stand  up  to  the 
facts.  The  theory  that  low-income  persons  need  less  energy  assist- 
ance today  reflects  a  belief  that  poor  people  are  better  off  now  than 
in  the  past.  In  fact,  the  Census  Bureau  figures  show  that  the  Unit- 
ed States  today  has  the  highest  number  of  people  living  in  poverty 
since  1962. 

Columbia's  own  experience  is  that  we  continue  to  have  thousands 
of  customers  whose  low  income  makes  home  energy  unaffordable, 
even  though  our  prices  today  are  approximately  the  same  as  they 
were  in  1984. 

The  inadequacy  of  LIHEAP  funding,  even  at  today's  level,  is  evi- 
dent in  States  like  New  York,  where  the  regular  LIHEAP  funds  are 
about  to  run  out.  Just  to  keep  pace  with  inflation,  LIHEAP  would 
require  today  about  $2.7  billion.  Additionally,  other  factors  that 
cause  LIHEAP  dollars  to  be  needed  have  not  diminished. 
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Because  of  their  low  incomes,  poor  customers  spend  some  three 
times  more  on  energy  costs  than  the  average  household.  In  Ohio, 
the  last  census  showed  that  roughly  200,000  low-income  house- 
holds paid  some  25  percent  of  their  income,  or  more,  for  energy 
bills;  while  the  national  average  household  pays  approximately  3  to 
4  percent. 

Because  low-income  customers  often  live  in  poorly  insulated 
homes,  they  use  about  15  percent  more  energy.  This  is,  in  spite  of 
many  utility  and  government-funded  weatherization  programs, 
which  are  not  directed  at  a  long-term  solution  to  energy  costs. 

Social  Security  providers  support  LIHEAP  because  it  is  income 
based.  LIHEAP  helps  the  working  poor  by  providing  those  trying 
to  get  off  of  other  forms  of  assistance  with  the  needed  transition 
for  achieving  greater  financial  self-sufficiency. 

Mr.  Chairman,  the  administration's  request  for  a  reduction  in 
LIHEAP  should  be  unacceptable  to  those  who  have  the  responsibil- 
ity of  assuring  that  our  disadvantaged  citizens  have  the  necessities 
of  life.  The  truth  is  simple.  LIHEAP  is  a  public-private  partnership 
program  that  works.  Low-income  citizens  of  our  country  cannot  af- 
ford to  pay  the  total  cost  of  the  energy  they  use.  LIHEAP  does  help 
make  energy  service  available  and  more  affordable  to  those  citi- 
zens. 

Thank  you,  sir. 

Mr.  Serrano.  Thank  you,  Mr.  Tilley,  for  a  fine  presentation. 

[The  prepared  statement  follows:] 
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The  people  of  Kentucky  and  many  of  the  other  states  represented  on  this  subcommittee, 
experienced  severe  winter  weather  in  January.  The  weather  was  life  threatening  to  those  who 
did  not  have  enough  money  to  heat  their  homes.  It  is  a  reminder  of  the  hardships  that  families 
in  some  parts  of  the  country  regularly  face  for  many  winter  months. 

Mr.  Chairman  and  Members  of  the  Subcommittee,  I  am  Ron  Tilley,  Chairman  and  Chief 
Executive  Officer  of  Columbia  Gas  Distribution  Companies,  which  consists  of  five  gas  utilities 
serving  nearly  two  million  customers  in  Kentucky,  Maryland,  Ohio,  Pennsylvania  and  Virginia. 

Today,  I  am  pleased  to  testify  on  behalf  of  United  Distribution  Companies  (UDC),  a  group 
of  40  natural  gas  companies  serving  18  states  whose  names  and  locations  are  set  forth  in 
Appendix  A.  UDC  member  companies  provide  natural  gas  distribution  service  to  customers 
primarily  in  the  Midwestern  and  Northeastern  sections  of  the  nation  (Appendix  B). 

Columbia  Gas  Distribution  Companies  and  all  UDC  member  companies  are  deeply 
committed  to  meeting  the  energy  needs  of  all  our  customers,  and  in  particular,  those  of  our  low 
and  fixed  income  consumers.  We  are  strong  advocates  for  the  Low  Income  Home  Energy 
Assistance  Program  (LIHEAP)  and  the  Department  of  Energy's  Weatherization  Assistance 
Program  (WAP).  In  addition  to  supporting  these  Federal  programs,  UDC's  member  companies 
participate  in  a  variety  of  efforts  designed  to  augment  energy  assistance  to  low  income 
households  at  the  local  level. 

Our  companies  are  an  integral  part  of  the  communities  we  serve.  On  behalf  of  the  low 
income  customers  who  live  in  our  communities,  I  urge  you  to  maintain  critical  funding  for 
LIHEAP.  The  concerns  I  am  expressing  today  echo  a  letter  sent  to  President  Clinton  from  51 
Senators,  as  well  as,  many  Members  of  the  House  of  Representatives,  Governors,  utilities,  utility 
regulators  and  state  legislators. 


LIHEAP  Funding  Recommendation 

Mr.  Chairman,  I  ask  for  your  continued  support  for  the  Low  Income  Home  Energy 
Assistance  Program,  and  urge  that  this  Subcommittee  and  the  Congress  adopt  the  following: 

1 .  At  the  minimum,  sustain  LIHEAP  funding  for  the  94-95  program  year  at  the  $1,475 
billion  level  approved  by  this  Committee,  the  Congress,  and  the  President  last  fall; 

2.  Provide  "advance  appropriations"  for  LIHEAP  for  Program  Year  95-96  at  no  less 
than  "current  services"; 

3.  Reject  any  proposal  to  delay  or  defer  releasing  critical  FY  95  LIHEAP  dollars;  and 

4.  Ensure  that  any  leveraging  monies  "supplement"  and  not  "supplant"  necessary 
federal  monies  for  LIHEAP. 

Thus,  I  strongly  urge  you  to  reject  the  Administration's  proposal  to  slash  LIHEAP  funding. 
This  proposal,  which  would  cut  LIHEAP  by  $745  million,  would  have  a  devastating  impact  on 
millions  of  low  income  elderly  and  working  poor  families.  Under  this  plan,  nearly  half  of  the 
5.5  million  households  currently  receiving  LIHEAP  could  lose  assistance,  or  their  benefits  could 
be  severely  reduced.  In  my  own  state  of  Ohio,  more  than  200,000  households  could  be  cut  from 
the  program-including  many  senior  citizens  and  families  with  small  children.  This  is 
unacceptable. 
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Why  LMEAP  is  Essential 

We  recognize  that  tight  fiscal  constraints  in  discretionary  spending  sets  the  stage  for 
particularly  difficult  choices  for  Members  of  Congress  in  the  months  ahead.  However,  a 
reduction  in  LIHEAP  funding  to  help  fund  other  programs,  can  only  mean  that  we  resolve 
one  crisis  for  the  low  income  families  and  replace  it  with  another  —   an  energy  crisis.   It 

is  an  accepted  fact  that  low  income  people  suffer  with  a  "heat-or-eat  dilemma"  in  the  winter. 
If  LIHEAP  funding  is  cut,  many  of  our  customers  might  find  a  way  to  pay  their  heating  bills; 
however,  they  might  do  so  at  the  expense  of  food,  or  other  basic  necessities  like  medicine.  With 
record  numbers  of  Americans  living  in  poverty,  and  many  families  across  this  country  hit  hard 
with  long-term  unemployment,  it  seems  a  cruel  choice  to  force  them  to  make. 

Administration  officials  claim  that  the  need  for  LIHEAP  has  diminished;  this  opinion  does 
not  stand  up  to  the  facts. 

First,  the  theory  that  low  income  persons  need  less  energy  assistance  today  reflects  a  belief 
that  poor  people  are  better  off  now  than  they  have  been  in  the  past.  In  fact,  Census  Bureau 
figures  show  that  the  United  States  today  has  the  highest  number  of  people  living  in  poverty 
since  1962.  Columbia's  own  experience  is  that  we  continue  to  have  thousands  of  customers 
whose  low  income  status  makes  home  energy  unaffordable-though  our  prices  are  approximately 
the  same  as  in  1984. 

Further,  the  inadequacy  of  LIHEAP  funding  is  evident  in  states  like  Kentucky,  where  the 
regular  LIHEAP  funds  ran  out  in  December,  and  crisis  monies  have  run  out  in  half  the  state's 
120  counties.  Mr.  Chairman,  your  hometown,  Bowling  Green,  is  operating  on  crisis  money 
only—which  requires  the  household  to  be  without  heat  or  have  received  an  imminent  disconnect 
notice  in  order  to  get  aid.   Due  to  lack  of  funds,  the  crisis  program  will  close  this  week. 

Second,  low  income  families  pay  16  percent  of  their  incomes  on  home  energy  costs.  In 
Ohio,  the  last  census  showed  that  roughly  200,000  low  income  households  paid  25  percent  of 
their  income  or  more  for  energy  bills,  while  the  national  average  household  pays  three  to  four 
percent  of  its  income.  Because  low  income  customers  often  live  in  poorly  insulated  homes,  they 
use  about  15  percent  more  energy.  This  is  in  spite  of  many  utility-  and  government-funded 
weatherization  programs  which  are  directed  at  a  long-term  solution  to  energy  costs. 

The  National  Energy  Assistance  Directors'  Association  (NEADA)  tells  us  that  numerous 
state  directors  are  experiencing  difficulties  in  running  their  programs  due  to  the  lack  of  adequate 
LIHEAP  funding;  the  increased  demand  for  energy  assistance  due  to  the  severe  winter  weather, 
as  well  as,  increased  unemployment  through  out  the  country;  and  higher  heating  costs.  NEADA 
reports  that  these  conditions  will  cause  many  of  them  to  close  their  programs  early  and  turn 
away  people  in  need. 
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LfflEAP  Helps  Families 

Low  income  families  struggle  to  stay  together.  They  face  daily  challenges  to  pay  for 
necessities.  If  you  take  away  their  energy  assistance,  that  is  one  more  push  toward  the  road  to 
homelessness.  Social  service  providers  tell  us  that  a  major  problem  of  low  income  families  is 
frequent  moves.  These  "moves"  can  be  triggered  by  eviction  due  to  nonpayment  of  utility  bills. 
These  occur  despite  our  best  efforts  to  assist  low  income  customers.  Frequent  moves  are 
particularly  burdensome  for  children  who  are  moved  from  school-to-school  in  the  process;  50 
percent  of  LIHEAP  recipients  have  at  least  one  child.  Cuts  to  LIHEAP  will  contribute  to  the 
problem  of  homelessness. 

Further,  social  service  providers  particularly  support  LIHEAP  because  it  is  income  based. 
LIHEAP  helps  the  working  poor  by  providing  limited  strategic  assistance  to  help  them  stay  self- 
sufficient. 


Leveraging  Incentive  Program 

While  UDC  believes  that  the  goal  of  the  leveraging  program  is  laudable,  we  are  concerned 
that  critical  dollars  for  the  regular  LIHEAP  program  to  maintain  benefits  to  low  income 
households  have  been  reduced  to  fund  the  Leveraging  Incentive  Program.  In  fact,  LIHEAP  has 
experienced  sizable  cuts  in  the  past  three  years,  resulting  in  cuts  to  benefits  and  in  a  reduced 
case  load  throughout  the  country.  The  further  reduction  in  LIHEAP  program  dollars  for 
leveraging  has  exacerbated  the  strains  on  many  states'  LIHEAP  programs.  The  Clinton 
Administration's  proposal  to  increase  leveraging  to  $50  million  next  year  is  inappropriate,  and 
would  unfairly  penalize  low  income  families  in  states  that  do  not  fully  participate  in  leveraging. 

UDC  strongly  advocates  that  leveraging  dollars  be  used  to  augment  or  supplement 
more  adequate  Federal  funding  for  LIHEAP,  and  not  be  used  as  a  reason  to  further  erode 
the  program.  Without  the  underpinning  of  a  sizable,  dependable  Federal  LIHEAP  program, 
meaningful  leveraging  efforts  could  recede,  or  indeed,  evaporate.  Therefore,  UDC  recommends 
that  any  leveraging  incentive  monies  be  in  addition  to  the  $1,475  billion  for  Program  Year  (PY) 
94-95,  and  be  over  and  above  the  "current  services"  level  for  PY  95-96. 


LIHEAP  is  the  Foundation  for  Private  Efforts 

Of  course,  the  burden  of  low-income  households'  needs  does  not  rest  solely  on  the  Federal 
Government.  Our  member  companies  are  involved  in  and  concerned  about  the  well-being  of  our 
communities-both  in  economic  and  human  terms.  The  states  and  the  private  sector  also  have 
a  responsibility  to  contribute  to  the  needs  of  these  consumers.  UDC  member  companies  have 
developed  a  host  of  innovative  and  effective  programs  to  assist  their  low-income  consumers 
which  include  the  following:  operating  and/or  contributing  to  fuel  funds,  providing  discounts 
and  credits  to  low-income  consumers,  providing  partial  or  full  waivers  of  home  energy 
connection  and  reconnection  fees  and  late  payment  charges,  partial  or  full  waiver  of  home 
energy  security  deposits,  and  partial  forgiveness  of  home  energy  bills.  Moreover,  many  of  our 
companies  are  involved  in  various  energy  conservation  activities,  such  as  weatherization  of  low- 
income  households,  budget  counseling  and  energy-use  education. 
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At  Columbia  Gas,  if  you  add  all  our  programs  targeted  to  help  families,  we  match  nearly 
50  cents  for  every  $1  in  LIHEAP  funds  our  low  income  customers  receive.  We  have  become 
increasingly  involved  in  many  company-sponsored  and  community-based  programs  for  people 
in  need.  These  programs  provide  food,  clothing,  blankets,  energy  assistance,  and  home 
weatherization  to  our  customers  who  live  on  low  incomes. 

Our  Columbia  CARES  program  in  Pennsylvania  staffs  professional  social  workers  who 
provide  personalized  assistance  to  customers  who  have  demonstrated  a  special  need  or  a  problem 
paying  their  bills.  Our  staff  visits  customers  in  their  homes,  and  works  with  community  groups 
to  get  the  family  back  on  its  feet.  The  people  we  assist  can  be  described  as  "workers  who  earn 
low  wages,"  "people  with  disabilities,"  "the  medically  uninsured,"  and  "single  parents  and  their 
children." 

We  are  not  alone  in  the  development  of  creative  approaches  to  better  assist  low  income 
households;  such  a  commitment  is  representative  of  all  of  UDC  member  companies. 


Conclusion 

The  recent  bitter  weather  was  a  reminder  of  how  important  LIHEAP  is.  Kentucky  saw 
temperatures  below  zero,  and  record  low  temperatures  were  set  across  the  nation.  We 
appreciate  this  Committee's  efforts  just  last  week  to  release  additional  funds  to  help  meet  the 
emergency.  However,  adequate  LIHEAP  funding  extends  beyond  record  cold  weather;  it  is  a 
ongoing  need  for  our  less  fortunate  citizens. 

Mr.  Chairman,  the  Administration's  request  for  a  reduction  in  LIHEAP  should  be 
unacceptable  to  you  who  have  the  responsibility  of  assuring  that  our  disadvantaged  citizens 
have  the  necessities  of  life.  The  truth  is  simple.  LIHEAP  is  a  public-private  partnership 
program  that  works.  The  low  income  cannot  afford  to  pay  the  total  cost  of  the  energy  they 
use.   LIHEAP  helps  makes  energy  service  available  and  more  affordable  to  them. 

Mr.  Chairman,  and  Members  of  the  Subcommittee,  the  National  Energy  Assistance 
Directors'  Association  (NEADA)  joins  us  in  urging  you  to  retain  funding  for  LIHEAP  at  no  less 
than  the  $1,475  billion  advance  appropriated  level  for  FY  1995,  and  provide  "advance 
appropriations"  at  a  minimum  of  the  "current  services"  level  for  LIHEAP  Program  Year  1995- 
1996  (FY  1996). 
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Appendix  A 


MARKEY  AND  ASSOCIATES 

SUTTE400 

1155  FIFTEENTH  STREET,  N.W. 

WASHINGTON,  DC.  20005 

002)  822-9288 

FAX  (202)  659-5763 


MEMBERS  OF  UNITED  DISTRIBUTION  COMPANIES 

The  Member  Companies  serve  12,000,000 
residential,  commercial  and  industrial  gas  customers 


Company 

CENTRAL  ILLINOIS  LIGHT  COMPANY 

CENTRAL  ILLINOIS  PUBLIC  SERVICE  COMPANY 

CITIZENS  GAS  FUEL  COMPANY 

COLUMBIA  GAS  OF  KENTUCKY 

COLUMBIA  GAS  OF  MARYLAND 

COLUMBIA  GAS  OF  OHIO 

COLUMBIA  GAS  OF  PENNSYLVANIA 

COMMONWEALTH  GAS  SERVICES  INC. 

THE  EAST  OHIO  GAS  COMPANY 

EQUITABLE  GAS  COMPANY 

HOPE  GAS,  INC. 

IES  UTILITIES  INC. 

ILLINOIS  POWER  COMPANY 

INDIANA  GAS  COMPANY,  INC. 

IOWA-ILLINOIS  GAS  &  ELECTRIC  COMPANY 

KOKOMO  GAS  COMPANY 

MICHIGAN  GAS  COMPANY 

MICHIGAN  GAS  UTILITIES  COMPANY 

NATIONAL  FUEL  GAS  DISTRIBUTION  CORPORATION 

NIAGARA  MOHAWK  POWER  CORPORATION 

NORTH  SHORE  GAS  COMPANY 

NORTHERN  INDIANA  PUBLIC  SERVICE  CORPORATION 

NORTHERN  MINNESOTA  UTILITIES 

NORTHERN  STATES  POWER  CO.  (WISCONSIN) 

OHIO  GAS  COMPANY 

ORANGE  &  ROCKLAND  UTILITIES,  INC. 

THE  PEOPLES  GAS  LIGHT  &  COKE  COMPANY 

PEOPLES  NATURAL  GAS  COMPANY 

THE  PEOPLES  NATURAL  GAS  COMPANY 

PIKE  COUNTY  LIGHT  &  POWER  COMPANY 

THE  RIVER  GAS  COMPANY 

ROCHESTER  GAS  &  ELECTRIC  CO. 

SOUTHEASTERN  MICHIGAN  GAS  CO. 

UNION  ELECTRIC  COMPANY 

VIRGINIA  NATURAL  GAS,  INC. 

WEST  OHIO  GAS  COMPANY 

WISCONSIN  GAS  COMPANY 

WISCONSIN  NATURAL  GAS  COMPANY 

WISCONSIN  PUBLIC  SERVICE  CORP. 

WISCONSIN  SOUTHERN  GAS  COMPANY 


State 

Illinois 

Illinois 

Michigan 

Kentucky 

Maryland 

Ohio 

Pennsylvania 

Virginia 

Ohio 

Pennsylvania,  Kentucky  and  West  Virginia 

West  Virginia 

Iowa 

Illinois 

Indiana 

Iowa  and  Illinois 

Indiana 

Michigan 

Michigan 

New  York  and  Pennsylvania 

New  York 

Illinois 

Indiana 

Minnesota 

Wisconsin  and  Michigan 

Ohio 

New  York,  Pennsylvania  and  New  Jersey 

Illinois 

Nebraska,  Iowa,  Minnesota,  Colorado  and  Kansas 

Pennsylvania 

Pennsylvania 

Ohio 

New  York 

Michigan 

Missouri  and  Illinois 

Virginia 

Ohio 

Wisconsin 

Wisconsin 

Wisconsin  and  Michigan 

Wisconsin 
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Mr.  Serrano.  Certainly  in  my  home  State  of  New  York,  this  is 
an  issue  that  we  are  very  much  involved  in  and  that  we  will  be 
very  much  involved  in  as  we  reach  our  final  deliberations  and  cer- 
tainly your  testimony  will  provide  us  with  insight  that  we  need  in 
dealing  with  this  issue. 

I  would  like  to  recognize  Mr.  Porter  for  questions. 

Mr.  PORTER.  Thank  you,  Mr.  Chairman. 

Mr.  Tilley,  the  President  has  proposed  a  $707,000,000  cut  in 
LIHEAP  funds,  about  a  50  percent  cut.  If  that  is  carried  out  in  the 
final  appropriations,  does  that  mean  that  poor  people  are  going  to 
have  their  gas  supplies  cut  off  and  they  are  going  to  be  freezing 
in  their  homes? 

Mr.  Tilley.  Well,  we  would  certainly  hope  that  we  can  find  some 
remedies  to  that,  sir.  It  is  going  to  put  more  pressure  on  the  com- 
panies working  with  the  State  governments  to  look  for  ways  to  try 
to  serve  those  people.  But  the  gas  companies  themselves,  the  en- 
ergy providers,  are  businesses  that  have  to  get  paid  for  the  services 
they  provide. 

We  work  with  a  lot  of  the  community  organizations.  We  are  very 
involved  in  our  operating  territories  with  weatherization  programs, 
working  in  conjunction  with  a  lot  of  the  State  and  community  agen- 
cies, trying  to  look  for  long-term  solutions.  But  we  do  have  a  prob- 
lem out  there  that  has  to  be  addressed,  and  I  think  that  realisti- 
cally speaking,  some  customers  will  see  a  diminished  service  or 
maybe  no  service  in  the  energy  cycle. 

Mr.  Porter.  As  regulated  public  utilities,  are  you  not  subject  in 
most  States  to  laws  that  absolutely  prevent  you  from  cutting  off 
services  if  it  is  particularly  cold  to  people  who  cannot  pay? 

Mr.  Tilley.  Yes,  in  most  of  the  States  that  we  operate  in,  when 
it  gets  below  freezing,  we  do  not  turn  our  customers  off.  Yet,  when 
it  warms  up,  in  the  spring  and  the  summer,  we  will  go  out  and  ter- 
minate the  customers.  We  will  look  at  the  amount  of  arrearages 
they  have  and  then  when  the  customers  come  back  in  the  fall  and 
want  to  be  reconnected,  we  usually  require  something  in  the  way 
of  a  deposit  and  an  assurance.  But  you  are  absolutely  right.  Once 
they  are  on  the  system  and  it  gets  cold,  we  in  the  most  part  in  our 
territory  do  not. 

Mr.  Porter.  So  this  kind  of  cut  will  not  result  immediately  in 
people  freezing.  It  will  really  just  increase  your  bad  debts? 

Mr.  Tilley.  Well,  I  think  what  it  will  do,  is  it  will  make  it  more 
difficult  in  the  second  year  after  they  are  on.  It  will  make  it  more 
difficult  for  them  to  get  back  on  because  the  funds  will  not  be 
there.  We  are  not  mandated  in  a  lot  of  our  States  to  absolutely 
hook  everyone  up  that  walks  in  our  door. 

Mr.  Porter.  What  happened  before  LIHEAP?  We  did  not  have 
this  program  for  most  of  our  history.  We  have  only  had  it  for  the 
last  15  years  or  so.  Were  people  routinely  cut  off  and  freezing  to 
death? 

Mr.  Tilley.  I  would  not  say  they  were  freezing  to  death.  I  would 
say  a  lot  of  them  just  did  not  get  the  service  and  people,  I  suppose, 
got  along  with  supplemental  heat  and  with  a  little  family  help  or 
whatever.  We  have  found  that  with  the  LIHEAP,  and  with  the  pro- 
grams we  have  working  together,  that  we  have  been  able  to  do  a 
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much  better  job  for  our  customers  and  our  citizens  in  the  areas  we 
work  in. 

Mr.  Porter.  Am  I  correct  that  the  costs  of  heating  oil — and  I 
don't  know  about  gas — are,  on  an  inflation  adjusted  basis,  lower 
today  than  they  were  when  the  LIHEAP  program  was  instituted? 

Mr.  TlLLEY.  I  am  not  sure  about  the  oil,  sir.  We  can  provide  that 
kind  of  information.  Our  dollar  prices  in  our  territories  today  are 
about  the  same  they  were  in  1984.  If  your  gas  bill  from  Columbia 
Gas  Company  was  $50  in  1984,  it  would  be  about  that  today. 

Mr.  Porter.  And  inflation-adjusted,  it  is  actually  lower  because 
there  has  been  substantial  inflation  over  the  last  10  years? 

Mr.  Tilley.  Could  be;  yes,  sir. 

Mr.  Porter.  Thank  you  very  much. 

Mr.  Serrano.  Thank  you,  Mr.  Tilley,  for  your  testimony. 


Wednesday,  February  9,  1994. 

WITNESS 
SAMUEL  L.  KATZ,  M.D.,  INFECTIOUS  DISEASES  SOCIETY  OF  AMERICA 

Mr.  Serrano.  Next  we  will  hear  from  Dr.  Samuel  L.  Katz.  He 
is  a  Wilbert  C.  Davison  Professor  from  Duke  University  and  he  is 
testifying  on  behalf  of  the  Infectious  Diseases  Society  of  America. 

Dr.  Katz.  Thank  you  very  much,  Mr.  Serrano.  The  titles  do  not 
mean  much,  but  I  do  represent  a  group  of  over  4,000  physicians 
who  are  particularly  concerned  with  the  care  of  patients,  education, 
and  research  in  the  area  of  infectious  disease.  You  have  been  kind 
enough  to  let  us  appear  before  this  committee  in  the  past  and 
chairman  Natcher  and  you  and  your  colleague,  Mr.  Porter,  have  al- 
ways received  us  courteously,  attentively  and  thoughtfully  and  we 
hope  you  will  convey  our  greetings  to  Mr.  Natcher  for  his  good 
health. 

Mr.  Serrano.  Certainly. 

Dr.  Katz.  We  applaud  the  dedication  and  the  expertise  of  the 
chairman  and  the  Members  of  this  important  subcommittee,  be- 
cause you  have  contributed  so  much  in  the  past  to  the  health  of 
the  Nation. 

Even  though  the  budget  has  only  been  available  for  two  days,  we 
have  done  our  best  to  analyze  those  aspects  that  relate  to  the  Na- 
tional Institute  of  Allergy  and  Infectious  Diseases,  the  Centers  for 
Disease  Control,  and  the  National  Vaccine  Program.  We  under- 
stand fully  the  fiscal  constraints  that  face  Congress  and  the  Na- 
tion, but  we  urge  this  subcommittee  to  demonstrate  foresight  by 
appropriating  much-needed  funding  increases  for  those  programs 
in  recognition  of  the  lives  and  the  dollars  that  ultimately  will  be 
saved. 

The  areas  to  which  we  would  call  your  attention  are,  first  of  all, 
vaccine  research.  Here  is  a  program  at  the  National  Institute  of  Al- 
lergy and  Infectious  Diseases,  as  well  as  the  Centers  for  Disease 
Control,  that  is  clearly  cost  beneficial  and  cost  effective.  Any  time 
anyone  wants  to  show  a  health  maneuver  that  is  cost  effective, 
they  will  pick  vaccines. 

I  will  give  you  one  example.  A  disease  of  children,  infants  in  this 
country,  hemophilus  influenza  disease,  formerly  caused  15,000  to 
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20,000  cases  a  year,  killed  2,000  or  3,000  children,  left  5,000  to 
10,000  children  with  severe  lifelong  disabilities.  With  the  develop- 
ment of  a  vaccine  in  the  period  from  1985  through  1988,  this  is  a 
disease  which  is  almost  unheard  of  on  children's  hospital  wards 
these  days.  Our  young  physicians  are  no  more  familiar  with  this 
now  than  they  are  with  polio,  the  disease  that  30  years  ago  was 
eradicated  in  this  country  because  of  vaccine  research. 

The  second  area  which  concerns  us  all,  obviously,  is  that  of  AIDS 
research.  The  overall  budget  for  AIDS  research  at  the  NIAID  re- 
treats from  last  year's  welcome  increase  of  over  18  percent  from  the 
previous  year.  The  proposed  increase  may  be  approximately  6  per- 
cent, but  is  insufficient  even  to  sustain  those  programs  that  were 
begun  last  year  and  that  will  go  on  increasingly.  These  especially 
focus  on  clinical  trials  of  new  antiretroviral  drugs  and  new  vaccines 
to  try  to  help  persons  with  AIDS. 

Another  area  is  the  National  Vaccine  program.  In  contrast  to  the 
NIAID,  which  does  the  research  on  vaccines  and  the  CDC,  which 
does  the  surveillance  of  disease  and  application  of  vaccines  through 
State  and  municipal  outlets,  the  National  Vaccine  program  at- 
tempts to  coordinate  and  expand  total  public  access  to  vaccines. 
This  is  a  relatively  new  program  which  was  begun  or  authorized 
in  1986,  but  really  did  not  reach  full  operation  until  1988.  Last 
year,  $2.7  million  was  appropriated  for  that  program  in  concert 
with  an  additional  allotment  to  the  CDC.  The  funding  this  year  is 
again  insufficient. 

Health  care  reform  initiatives  have  put  prevention  at  the  top  of 
the  Nation's  list.  Secretary  Shalala,  President  Clinton,  and  other 
spokespersons  for  the  administration  have  highlighted  immuniza- 
tion and  there  will  be  additional  funds  through  HCFA,  but  the  Na- 
tional Vaccine  program  itself  badly  needs  support. 

A  couple  of  areas  that  I  would  call  to  your  attention  before  clos- 
ing are  tuberculosis.  If  you  are  from  New  York  State,  I  don't  have 
to  tell  you  what  has  been  happening  with  tuberculosis  in  this  coun- 
try. We  do  not  have  a  vaccine  for  tuberculosis.  The  one  we  use  is 
80  years  old  and  not  very  effective.  We  need  research  and  we  need 
the  underpinning  of  research  to  help  to  develop  new  strategies  for 
tuberculosis.  We  need  new  drugs  because  these  organisms  are  now 
resistant  to  the  conventional  drugs,  and  CDC  needs  enormous  sup- 
port for  tuberculosis  control  and  elimination  programs. 

In  one  of  my  counties  in  North  Carolina,  for  example,  when  I 
called  the  health  department  and  asked  about  assistance  in  inves- 
tigating some  cases  of  tuberculosis,  I  talked  to  one  nurse  who  cov- 
ers the  entire  county  where  there  previously  were  six  nurses  fund- 
ed through  State  and  county  grants  from  CDC.  This  needs  to  be 
remedied. 

You  read  in  the  newspaper  about  new  agents  that  we  never 
heard  of  before,  Hanta  virus  is  one  that  no  one  ever  talked  about 
before.  Hanta  is  a  river  outside  of  Seoul  in  Korea,  but  suddenly 
this  last  year,  as  many  of  you  know,  there  were  four  States  in  the 
southwestern  United  States  that  had  people  dying  of  a  form  of 
pneumonia  due  to  this  virus. 

Due  to  the  surveillance  of  CDC,  they  were  able  to  isolate  the 
virus,  to  identify  it  and  we  now  find  the  virus  is  present  in  14  dif- 
ferent States,  not  just  in  those  4  original  southwestern  States. 
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This  is  the  type  of  endeavor  that  we  urge  you  to  support  by  look- 
ing at  the  professional  judgment  budgets  of  these  agencies. 

There  are  other  emerging  infectious  diseases  that  you  read  about 
and  hear  about;  the  food  poisoning  outbreaks  with  E.  coli  that 
cause  kidney  failure  and  shutdown;  the  rampant  sexually  transmit- 
ted diseases  with  more  than  12  million  Americans  infected  each 
year.  These  are  all  covered  in  our  written  testimony  and  I  hope  you 
will  have  the  opportunity  to  read  them. 

I  would  point  out  that  hospital-acquired  infections,  again  a  prov- 
ince of  the  Centers  for  Disease  Control,  continue  to  increase,  and 
not  just  to  increase,  but  to  involve  organisms  that  are  resistant  to 
the  antibiotics  that  we  have  available.  These  have  now  moved  out 
into  the  community,  although  we  call  them  hospital-acquired  infec- 
tions, with  people  coming  to  us  who  have  never  been  in  the  hos- 
pital who  are  infected  with  these  organisms. 

In  conclusion,  we  very  much  hope  that  you  and  your  staff  will 
pay  particular  attention  to  the  professional  judgment  budgets  of 
the  NIAID,  the  CDC,  and  the  National  Vaccine  Program.  We  are 
confident  that  you  will  conclude,  as  do  we,  that  opportunities  be- 
yond those  in  the  President's  budget  will  pay  great  dividends  in  the 
health  of  our  citizens  in  the  future. 

Thank  you  very  much,  sir. 

Mr.  Serrano.  Thank  you,  Dr.  Katz. 

[The  prepared  statement  follows:] 
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The  Infectious  Diseases  Society  of  America  (the  "Society"),  representing  over  4,300 
physicians  and  scientists  devoted  to  patient  care,  education,  research,  and  community 
health  planning  in  infectious  diseases,  appreciates  this  opportunity  to  testify  before  the 
House  Appropriations  Subcommittee  on  Labor-HHS-Education  and  Related  Agencies 
concerning  FY  1995  funding  for  the  National  Institute  of  Allergy  and  Infectious  Diseases 
("NIAID"),  the  Centers  for  Disease  Control  and  Prevention  ("CDC"),  and  the  National 
Vaccine  Program.  We  applaud  the  dedication  and  expertise  of  the  Chairman  and 
Members  of  this  important  Subcommittee,  who  have  contributed  so  much  to  the  health 
of  the  nation. 


Recommendations  for  FY  1995  Appropriations 

The  Society  has  analyzed  the  President's  Budget  for  the  NIAID,  the  CDC,  and  the 
National  Vaccine  Program.  Frankly,  we  are  concerned  that  this  year's  budget  does  not 
reflect  the  commitment  to  research,  training,  and  prevention  activities  that  the  Society 
works  to  support.  The  fact  of  the  matter  is  that  an  investment  of  sufficient  dollars  now 
in  these  valuable  programs  will  pay  significant  dividends  in  the  future  to  the  American 
people  in  dramatically  reduced  health  care  costs  and  improved  quality  of  life  for  millions. 
While  the  Society  understands  the  fiscal  constraints  facing  this  Congress  and  the  nation, 
we  urge  this  Subcommittee  to  demonstrate  leadership  and  foresight  in  this  area  by 
appropriating  much  needed  funding  increases  for  these  programs  in  recognition  of  the 
lives  and  dollars  that  ultimately  will  be  saved. 

While,  as  you  know,  the  President's  budget  was  submitted  to  Congress  only  two 
days  ago,  thus  making  a  thorough  analysis  difficult,  we  request  that  this  Committee  pay 
particular  attention  to  the  following: 

Vaccine  Research.  For  FY  1994,  this  Committee  ensured  that  additional 
resources  for  vaccine  research  were  appropriated.  Yet,  the  1995  budget  appears  to 
include  no  new  monies  to  continue  this  effort.  As  the  Chairman  and  Members  of  this 
Subcommittee  are  well  aware,  recent  scientific  advances  have  enabled  the  development 
of  new  vaccines  and  significant  improvements  in  the  efficiency  and  safety  of  existing 
vaccines.  With  increased  funding,  the  NIAID  and  the  CDC  will  be  able  to  develop  cost- 
effective  vaccines  for  many  infectious  diseases,  including  sexually  transmitted  diseases 
and  tuberculosis.  Of  particular  concern  to  Society  members,  who  are  the  primary 
caregivers  for  persons  with  AIDS,  is  the  need  for  increased  funds  for  both  laboratory 
studies  and  clinical  trials  for  potential  AIDS  vaccines. 
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AIDS  Research.  The  1995  budget  for  AIDS  research  at  the  NIAID  retreats  from 
last  year's  welcome  increase  of  over  18  percent  for  AIDS  research  from  the  previous 
year.  The  proposed  increase  of  6  percent  over  the  fiscal  year  1994  appropriation  is 
probably  not  sufficient  even  to  sustain  out-year  obligations  made  last  year.  This  is 
particularly  true  for  research  involving  clinical  trials,  in  which  significantly  greater 
expenses  occur  in  second  and  subsequent  years  of  funding,  when  patient  care  is  involved. 

Training  and  Career  Grants.  In  areas  of  infectious  diseases  not  targeted  for 
AIDS,  the  NIAID  budget,  in  essence,  proposes  freezing  both  training  grants  and  research 
career  development  awards  (through  freezing  positions).  As  this  Committee  is  well 
aware,  the  biomedical  discoveries  being  made  today  had  their  origins  in  the  basic 
biomedical  research  training  conducted  in  the  past.  Rejecting  freezes  on  these  time- 
tested  (and  relatively  inexpensive)  programs  will  ensure  that  the  basic  biomedical 
research  being  conducted  today  will  yield  a  bounty  of  knowledge  to  be  capitalized  on 
tomorrow. 

The  National  Vaccine  Program.  Enacted  in  1986,  the  National  Vaccine 
Program  has  been  very  successful  in  facilitating  effective  collaboration  between 
government  and  private  programs  to  expand  the  public's  access  to  vaccines  and 
immunizations.  Last  year,  $2,737,000  was  appropriated  for  the  National  Vaccine 
Program  and  another  $6,000,000  for  the  CDC  immunization  program.  The  CDC  funds 
were  to  be  distributed  in  consultation  with  the  National  Vaccine  Program  and  the 
National  Vaccine  Advisory  Committee  to  coordinate  a  comprehensive  federal  response 
that  would  allow  children  to  be  immunized  in  a  timely  fashion.  These  funds  also  were  to 
be  used  as  seed  money  for  emerging  vaccine  initiatives  in  various  agencies  that  could  not 
be  developed  and  funded  during  the  normal  federal  budget  cycle.  While  the  Society 
applauds  the  action  of  the  Subcommittee  in  appropriating  funds  for  the  National  Vaccine 
Program,  funding  thus  far  for  this  program  has  been  insufficient  to  satisfactorily  meet 
the  goal  of  the  National  Vaccine  Program.  Health  care  reform  initiatives  properly  have 
placed  prevention  at  the  top  of  this  nation's  health  care  agenda.  However,  adequate 
funding  for  vaccine  development  and  dissemination  must  follow. 

Tuberculosis.  Society  members  continue  to  be  deeply  concerned  by  the  spread  of 
tuberculosis  ("TB"),  particularly  multi-drug  resistant  TB.  Infectious  diseases  physicians 
have  been  at  the  forefront  of  tuberculosis  clinica}  care,  with  the  infectious  diseases 
physician  becoming  the  primary  specialist  treating  TB  patients  in  many  communities. 
In  addition,  epidemiologists  at  many  hospitals  in  the  United  States,  are  infectious 
diseases  physicians.  With  the  care  of  TB  patients  having  moved  from  the  sanitorium  to 
the  general  hospital  setting,  the  prevention  of  nosocomial  spread  of  TB  is  a  major 
concern  of  Society  members.  Further,  infectious  diseases  physicians  often  act  as 
consultants  to  public  health  officials  in  developing  strategies  to  cope  with  the  TB  crisis. 
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More  funding  is  desperately  needed  for  both  the  NIAID  and  the  CDC  tuberculosis 
programs,  particularly  in  light  of  the  increase  in  HIV-  related  TB.  The  CDC  tuberculosis 
program  supports  grants  to  states  and  large  cities  to  strengthen  their  surveillance, 
control,  and  elimination  programs.  Funds  are  to  be  used  to  hire  more  outreach  workers, 
to  support  research  to  develop  new  prevention,  diagnostic,  and  treatment  technologies, 
to  upgrade  state  and  local  laboratories,  to  further  epidemiological  investigations,  and  to 
train  health  care  workers.  We  recommend  $484  million  for  the  CDC  tuberculosis 
elimination  program. 

Much  more  also  needs  to  be  provided  for  vaccine  development  for  TB.  TB, 
particularly  multi-drug  resistant  TB,  is  very  difficult  and  costly  to  treat.  Current 
treatments  can  require  from  six  to  12  months  and  involve  three  to  six  different  drugs, 
with  costs  approaching  $260,000  per  person.  We  urge  that  additional  funds  be  provided 
to  fund  TB  drug  research  and  development  at  the  NIAID. 

Hantavirus  Disease  Prevention.  Hantavirus  pulmonary  syndrome  ("HPS")  is 
a  viral  infection  that  is  spread  by  rodents.  It  is  fatal  in  60  percent  of  human  cases. 
Presently,  there  is  no  known  treatment  other  than  supportive,  intensive  medical 
management,  which  is  very  costly.  HPS  was  first  recognized  in  June  1993  in  an 
epidemic  in  the  southwestern  United  States.  Thus  far,  53  cases  have  been  identified  in 
14  different  states,  with  the  possibility  of  further  transmission  or  additional  related 
epidemics  remaining. 

Enhanced  nationwide  surveillance  of  human  cases  is  still  vitally  needed  to  define 
the  extent  of  this  outbreak.  In  addition,  rodents  from  all  parts  of  the  United  States 
should  be  examined  to  determine  the  distribution  of  virus.  Moreover,  the  rapid 
diagnostic  tests  that  have  been  developed  by  the  CDC  must  be  translated  for  use  by 
state  and  local  health  departments  and  laboratories.  Lastly,  the  antiviral  drug  ribavirin 
must  be  thoroughly  examined  to  determine  its  efficacy  in  treating  the  disease.  For  FY 
1995,  we  request  that  $25  million  should  be  appropriated  to  the  CDC  for  HPS 
prevention.  v 

Emerging  Infectious  Diseases.  Unfortunately,  as  the  environment  changes 
and  pathogens  evolve,  new  infectious  diseases  are  bound  to  emerge.  For  example,  new 
diseases,  such  as_HIV  infection,  hantavirus  pulmqnary  syndrome,  and  kidney  failure 
associated  with  Escherichia  coli,  have  been  introduced  because  of  changes  in  human 
behavior  and  environmental  changes.  The  CDC  is  developing  an  action  plan  that 
emphasizes:  (1)  improved  disease  detection  by  strengthening  notifiable  disease 
surveillance,  establishing  sentinel  surveillance  centers  and  physician  networks  in  the 
United  States,  and  developing  a  global  surveillance  network;  (2)  a  cooperative  agreement 
program  with  states  and  universities  for  applied  research  to  develop  and  improve  rapid 
diagnostic  tests  and  better  define  the  factors  that  cause  organisms  to  become  drug 
resistant;  (3)  enhancement  of  the  nation's  ability  to  respond  to  diseases  emergencies  by 
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improving  the  capability  of  federal,  state,  and  local  agencies  to  investigate  outbreaks, 
developing  physician  awareness  of  drug  resistance;  and  (4)  strengthening  of  the  public 
health  system  by  assuring  adequate  personnel,  facilities,  training,  laboratory  equipment, 
and  supplies  at  all  levels. 

The  Society  recommends  that  $125  million  be  appropriated  to  CDC  to  address 
emerging  infectious  diseases  in  FY  1995. 

STD  Prevention  and  Treatment.  More  than  12  million  Americans  acquire  a 
sexually  transmitted  disease  ("STD")  each  year.  That  equals  33,000  people  being  newly 
infected  every  day.  Fortunately,  most  STDs  can  be  cured  or  controlled.  However,  those 
that  are  undetected  or  receive  delayed  treatment  can  cause  devastating  health 
repercussions.  Some  like  AIDS  and  syphilis  can  kill. 

Treating  STDs  requires  little  money  when  caught  early.  At  the  same  time,  the 
cost  of  ignoring  STD  treatment  is  enormous.  For  example,  this  country  presently  spends 
an  estimated  $2.4  billion  annually  on  its  treatment  of  chlamydia  and  its  complications. 
However,  if  chlamydia  is  detected  in  its  early  stages,  the  cure  can  cost  as  little  as  $2.25 
per  case.  In  1950,  the  scope  of  STDs  was  limited  to  just  five  classic  infections.  Now 
more  than  50  organisms  and  syndromes  are  recognized  as  being  sexually  transmitted. 
Yet,  in  inflation-adjusted  dollars,  we  spend  less  on  50  diseases  (excluding  HIV/AIDS) 
than  we  did  on  five  in  1950. 

For  the  chlamydia  screening  and  outreach  program,  the  Society  recommends 
funding  at  the  fully  authorized  level  of  $25  million.  Currently,  chlamydia  prevention 
programs  are  ongoing  through  the  Public  Health  Service  in  four  regions  of  the  country 
(Regions  III,  VII,  VIII,  and  X).  The  $8.3  million  in  additional  funding  for  FY  1994  will 
allow  three  more  regions  to  be  operating  programs  by  the  end  of  this  year.  An 
appropriation  for  FY  1995  at  its  fully  authorized  level  should  allow  all  regions  of  the 
country  to  establish  prevention  programs.  Without  additional  funding,  states  with  some 
of  the  highest  STD  incidence  rates  still  will  have  no  programs. 

FY  1994  marks  the  first  year  of  the  national  STD  Accelerated  Prevention 
Campaigns  ("APC")  Grants  Program.  The  APC  grants  awarded  by  the  CDC  are  designed 
to  stimulate  high  quality  interdisciplinary,  collaborative  STD  prevention  efforts. 
Through  this  new  program,  the  CDC  hopes  to  encourage  and  provide  support  for  the 
development  of  innovative  approaches  to  STD  prevention  and  treatment  both  within  and 
beyond  traditional  STD  clinics.  This  year,  the  CDC  was  able  to  pull  together  $2  million 
from  other  areas  to  fund  12  APCs  at  a  minimal  level.  For  FY  1995,  we  recommend  $14 
million  in  funding  for  APC  grants. 
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In  addition,  increased  funds  must  be  made  available  for  medical  school  training  in 
the  detection  and  treatment  of  STDs.  These  funds  would  be  used  for  the  development  of 
model  curricula,  including  faculty  training,  that  would  emphasize  the  detection  and 
treatment  of  STDs,  particularly  in  women  and  adolescents.  Training  in  this  area  has 
never  been  more  critical.  With  some  form  of  health  care  reform  about  to  be  enacted, 
presumably  more  persons  will  have  access  to  primary  care  physicians.  These  physicians 
must  be  appropriately  trained  in  the  area  of  STD  detection  and  treatment.  We 
recommend  $17  million  for  medical  school  training. 

Hospital-Acquired  Infections.  Hospital-acquired  (nosocomial)  infections  affect 
at  least  one  in  20,  or  two  million,  hospitalized  patients  in  the  United  States  each  year,  at 
a  cost  in  direct  patient  care  of  approximately  $3.5  billion  in  1987  dollars.  Moreover,  the 
complexity  of  this  problem  is  increasing,  as  infections  become  more  resistant  to  current 
drugs.  Health  care  providers  must  be  informed  about  drug-resistant  infections  and  the 
dangers  of  inappropriate  use  of  antibiotics  in  hospitals,  as  well  as  in  the  community. 

The  CDC  program  would  emphasize  the  need  to  (1)  strengthen  detection  of  drug 
resistance  in  institution-acquired  and  community-acquired  infectious  diseases;  (2) 
establish  surveillance  of  antimicrobial  usage  through  a  sentinel  network  of  physicians 
and  pharmacies;  (3)  conduct  applied  research  to  improve  the  understanding  of  factors 
contributing  to  the  emergence  of  drug  resistance;  (4)  educate  physicians  and  public 
health  personnel  to  improve  usage  of  drugs;  and  (5)  develop  strategies  to  increase 
physician  knowledge  of  drug  resistance  in  their  respective  geographic  areas. 

The  Society  recommend  that  $25  million  be  appropriated  to  fund  this  program  on 
hospital-acquired  infections  to  reduce  the  hospitalizations  and  mortalities  caused  by 
these  infections. 


Conclusion 

Mr.  Chairman,  the  Infectious  Diseases  Society  of  America  appreciates  very  much 
the  opportunity  to  lend  its  expertise  to  an  analysis  of  the  President's  budget  as  it  relates 
to  the  prevention  and  treatment  of  infectious  diseases,  as  well  as  training  and  research 
in  this  important  field.  We  very  much  hope  that  ypu  and  your  staff  will  pay  particular 
attention  to  the  Professional  Judgment  Budgets  of  the  NIAID  and  the  CDC.  We  believe 
that  you  will  conclude,  as  we  do,  that  opportunities  beyond  those  in  the  President's 
budget  will  pay  great  dividends  in  the  near  future. 


\\\DC\6O531\00Ol\ADO020Ol  DOC 


549 

Mr.  Serrano.  Growing  up  in  New  York  and  prior  to  that  in 
Puerto  Rico,  I  know  that  tuberculosis  was  the  dreaded  disease  for 
that  particular  community,  and  for  people  from  the  Caribbean.  Is 
this  new  outbreak  spreading  across  the  land  or  is  that  still  hitting 
primarily  those  groups? 

Dr.  Katz.  It  is  more  concentrated  in  some  of  the  metropolitan 
areas  where  there  are  a  lot  of  HIV-infected  individuals.  They  have 
been  susceptible.  It  has  been  found  in  New  York,  in  Miami,  in 
Houston.  You  are  right.  It  is  more  in  the  Hispanic  and  African- 
American  population  at  this  time,  but  it  is  spreading  and  it  is  not 
something  that  we  know  well  yet  how  to  control. 

We  closed  the  sanitoriums  20  years  ago  because  we  thought  we 
defeated  tuberculosis  and  it  is  another  one  of  those  diseases  that 
has  resurfaced  only  with  more  virulent  characteristics  than  in  the 
past. 

Mr.  Serrano.  My  understanding  is  that  if  you  tested  positive 
once  for  tuberculosis,  you  actually  always  test  positive.  Is  that 
right? 

Dr.  Katz.  That  is  correct.  Once  you  are  infected  with  the  orga- 
nism, it  is  one  you  never  get  rid  of.  It  is  like  several  other  viruses 
and  bacteria  we  have.  It  lives.  But  if  you  are  a  healthy  individual, 
you  are  properly  treated,  it  lives  quiescently  and  does  not  cause 
you  trouble.  Later  in  life,  for  reasons  of  change  in  your  immune 
system  or  development  of  other  diseases,  then  it  may  flare-up 
again,  yes. 

Mr.  Serrano.  Well,  we  thank  you,  Dr.  Katz,  for  your  testimony. 

Dr.  Katz.  Thank  you  for  the  opportunity  to  be  here. 


Wednesday,  February  9,  1994. 

WITNESS 
HEATHER  GATTUCCIO,  FOUNDATION  FOR  ICHTHYOSIS 

Mr.  Serrano.  Our  next  witness  will  be  Heather  Gattuccio,  Foun- 
dation for  Ichthyosis  and  Related  Skin  Types.  This  committee  not 
only  tests  your  ability  not  to  be  a  hypochondriac,  but  your  ability 
to  speak  the  language. 

Ms.  Gattuccio.  Mr.  Chairman,  distinguished  Members  of  the 
subcommittee,  my  name  is  Heather  Gattuccio.  I  am  a  former  mem- 
ber of  the  board  of  directors  of  the  Foundation  for  Ichthyosis.  I  am 
presently  National  Coordinator  of  the  foundation's  regional  support 
network.  My  three-year-old  daughter  Katie  has  lamellar  ichthyosis 
and,  unfortunately,  she  had  to  leave  during  one  of  my  more — oh, 
there  she  is.  She  was  snoring  so  loudly  we  had  to  have  her  go. 

I  want  to  begin  by  thanking  Members  of  the  subcommittee  for 
working  so  hard  to  remedy  the  inadequate  budget  request  forth- 
coming from  the  administration  last  spring.  We  are  grateful  for 
your  having  helped  rescue  these  critical  research  priorities. 

My  husband  and  I  became  involved  with  the  Foundation  for 
Ichthyosis  not  long  after  our  daughter's  birth.  That  was  three  years 
ago  in  January  1991.  Like  many  parents  of  a  child  with  a  severe 
genetic  disorder,  our  first  reaction  was  to  immerse  ourselves  in  the 
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medical  literature.  We  learned  the  medical  vocabulary  and  we  ac- 
quainted ourselves  with  the  treatments  and  therapies.  Ultimately, 
we  became  involved  in  the  leadership  of  the  organization,  and  fi- 
nally, we  moved  from  Portland,  Oregon  to  Raleigh,  North  Carolina 
for  my  husband  to  take  over  as  executive  director  of  the  foundation. 

Three  years  ago,  when  our  daughter  was  born,  there  was  little 
we  could  tell  ichthyosis  patients  that  they  did  not  already  know. 
Their  condition  was  incurable  and  would  persist  lifelong.  They 
could  treat  their  symptoms  topically,  but  they  could  not  eliminate 
them.  Except  for  one  form,  the  genetics  of  the  disease  were  un- 
known. 

The  last  three  years  have  seen  this  situation  change  completely. 
Since  mid  1992,  our  foundation  newsletter  has  reported  a  steady 
stream  of  breakthroughs.  Researchers  at  NIH,  the  University  of 
Chicago,  and  Baylor  College  of  Medicine  almost  simultaneously 
mapped  the  site  of  the  genetic  mutation  in  one  form  of  ichthyosis, 
epidermolytic  hyperkeratosis  or  EHK.  All  these  laboratories  are 
supported  in  part  or  in  whole  by  the  National  Institute  of  Arthritis, 
Musculoskeletal  and  Skin  Diseases,  NIAMS,  of  the  NIH. 

Just  three  weeks  ago  the  Baylor  team  reported  the  first  success- 
ful prenatal  diagnosis  of  EHK  by  direct  gene  sequencing.  This 
breakthrough  will  allow  invitro  screening  of  embryos  for  the  dis- 
ease; non  affected  embryos  can  be  implanted  and  carried  to  term. 
This  procedure  is  common  with  other  genetic  disorders,  like  cystic 
fibrosis  and  multiple  sclerosis,  and  the  list  of  diseases  amenable  to 
genetic  screening  and  preventive  action  continues  to  grow. 

Rumors  are  rife  and  we  expect  to  hear  very  soon  that  the  genet- 
ics of  another  form  of  ichthyosis  that  parallel  lamellar  ichthyosis, 
which  is  the  type  that  my  daughter  has,  has  been  successfully 
mapped  to  a  chromosomal  site,  again  opening  the  door  to  preven- 
tive strategies  and  perhaps  new  treatments. 

In  short,  we  are  now  on  the  threshold  of  a  cascade  of  meaningful 
outcomes  from  biomedical  research  efforts  that  have  been  under 
way  for  years.  In  the  present  economic  climate,  where  phrases  like 
health  care  cost  containment  reverberate  like  the  old  song  "Praise 
the  Lord  and  Pass  the  Ammunition,"  the  principal  figures  in  the 
reform  debate  forget  that  preventing  a  disease  reduces  its  treat- 
ment cost  to  zero.  Everyone  must  realize  that  the  ammunition  for 
the  prevention  of  genetic  diseases  is  handed  out  by  research. 

Today  you  will  hear  a  great  deal  about  parity  for  NIAMS.  As  you 
know,  at  NIAMS,  funding  growth  has  fallen  very  far  behind  that 
for  NIH  as  a  whole,  and  this  trend  concerns  us  deeply.  It  frightens 
us,  as  much  as  do  efforts  to  shortcircuit  research  funding  in  gen- 
eral. And  what  frightens  us  most  is  the  dangerous  outcome  of  this 
shortfall:  The  serious  decline  in  the  NIAMS  success  rate. 

According  to  the  latest  published  figures,  the  success  rate — that 
is,  the  percentage  of  research  projects  that  are  funded  out  of  the 
pool  of  projects  deemed  worthy  of  funding — has  fallen  to  17.5  per- 
cent at  NIAMS.  This  is  appalling,  particularly  in  light  of  the  over- 
all NIH  success  rate,  which  stands  at  nearly  30  percent;  and  most 
particularly  in  light  of  the  important  research  outcomes  which  are 
beginning  to  bear  fruit.  Of  all  institutes  of  the  NIH,  NIAMS  stands 
dead  last  as  measured  by  success  rate. 
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What  do  I  tell  my  constituents  in  the  patient  community  about 
how  skin  disease  is  perceived  by  the  establishment?  Do  I  tell  them 
because  their  debilitating  disorders  lack  drama,  they  lack  impact? 
Do  I  tell  them  skin  disease  is  considered  a  cosmetic  problem,  as 
many  insurance  companies  and  health  care  rationing  schemes  sug- 
gest? 

That  just  over  one  in  six  research  projects  at  NIAMS  gets  funded 
delivers  a  message  that  I  am  frankly  embarrassed  to  deliver.  It 
moves  from  embarrassing  to  tragic  when  I  tell  them  that  overall 
NIH  funds  one  in  three. 

Dr.  Varmus,  the  new  Director  of  NIH,  is  on  record  advocating  an 
overall  NIH  success  rate  of  33  percent.  This  is  desirable,  but  our 
goals  are  more  modest.  We  come  here  today  to  advocate  for  a  fair 
shake  for  NIAMS.  Our  position  and  our  recommendation  is  that 
Congress  embark  on  a  two-year  commitment  to  phase  in  parity  for 
NIAMS  with  the  other  institutes  of  the  NIH.  This  translates  into 
increases  totaling  47  million  distributed  over  two  years.  This  two- 
year  commitment  simply  redresses  funding  shortfalls  which  have 
beset  NIAMS  for  years. 

Again,  I  thank  Members  of  the  subcommittee  for  their  support  of 
funding  for  basic  research  and  encourage  you  to  consider  favorably 
our  proposal  for  parity.  I  thank  you  for  your  time  and  for  listening 
to  me  this  morning. 

Mr.  Serrano.  Thank  you  very  much  for  your  testimony,  Ms. 
Gattuccio.  This  committee  is  always  grateful  for  the  testimony  pre- 
sented to  us  by  our  witness,  but  I  must  tell  you,  and  I  believe  I 
speak  for  the  committee,  that  when  someone  comes  to  us  that  is 
firsthand  involved  in  a  situation,  like  you  are,  with  your  husband 
and  your  daughter  along,  it  certainly  adds  to  our  ability  to  under- 
stand a  little  bit  more  what  we  have  to  do  as  Members  of  Congress. 

So  we  thank  you  for  your  testimony  today. 

Ms.  Gattuccio.  Thank  you. 


Wednesday,  February  9,  1994. 

WITNESS 
REBAT  M.  HAIDER,  M.D.,  NATIONAL  VITILIGO  FOUNDATION 

Mr.  Serrano.  Dr.  Rebat  Haider,  National  Vitiligo  Foundation. 

Dr.  Halder.  Thank  you.  Mr.  Chairman  and  Members  of  the  com- 
mittee, I  am  Rebat  Haider.  I  am  Professor  and  Chairman  of  the 
Department  of  Dermatology  at  Howard  University  College  of  Medi- 
cine here  in  Washington,  D.C.  On  behalf  of  the  National  Vitiligo 
Foundation,  I  am  grateful  for  the  opportunity  to  talk  to  you  today 
on  an  issue  that  affects  the  daily  lives  of  approximately  four  to  five 
million  Americans. 

I  have  circulated  photographs  that  I  would  request  you  look  at 
and  which  you  may  keep.  If  you  were  to  look  on  the  back  of  your 
hands,  I  am  sure  that  each  of  you  have  minor  dark  splotches  com- 
monly called  age  spots  and  in  varying  degrees  we  are  a  little  self- 
conscious  about  these  pigmentation  abnormalities. 

Now,  consider  for  a  moment  how  self-conscious  you  would  be  if 
half  of  your  hand  was  one  color  and  the  other  half  another  color. 
As  self-conscious  as  you  would  be  with  multicolored  hands,  think 
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how  you  would  feel  if  every  time  you  looked  in  a  mirror  you  saw 
your  face  with  large  splotches  of  dark  skin  superimposed  on  white 
skin  and  vice  versa.  What  you  are  feeling  as  we  talk  about  that 
malady  is  what  millions  of  Americans  feel  every  day.  These  are 
people  with  vitiligo  and  are  shown  in  various  degrees  on  the  hand- 
out you  have  that  is  entitled  "This  is  Vitiligo." 

Specifically,  vitiligo  is  a  disorder  in  which  the  pigment  cells  of 
the  skin  are  destroyed.  As  of  today,  we  still  do  not  know  its  cause. 
Vitiligo  is  presumed  to  be  what  is  called  an  autoimmune  disease 
in  that  the  body's  own  immune  system  begins  to  destroy  one  of  its 
own  components. 

Studies  indicate  people  with  vitiligo  also  have  a  greater  risk  of 
developing  diseases  of  the  thyroid  gland  or  pernicious  anemia, 
which  is  a  deficiency  of  Vitamin  B-12,  Addison's  disease,  which  is 
decreased  function  of  the  adrenal  gland,  alopecia  areata,  round 
patches  of  hair  loss;  and  uveitis,  which  is  an  inflammation  of  the 
inside  of  the  eyes.  While  vitiligo  is  not  known  to  be  life-threaten- 
ing, it  is  certainly  a  life-altering  disease.  I  can  personally  attest 
through  the  lives  of  my  patients  the  mental  pain  they  must  endure 
each  day  as  they  try  to  work  or  study  or  go  shopping,  all  the  while 
knowing  that  people  stare  curiously  at  them. 

One  of  my  patients,  a  woman  in  her  40s,  shown  as  Patient  1  in 
your  distributed  material,  tells  how  store  cashiers  are  afraid  to  re- 
turn change  to  her  hands  because  her  hands  are  "half  one  color  and 
half  another."  Another  of  my  patients  tells  of  discrimination  at  her 
office  because  she  "does  not  look  normal."  A  young  man  is  unable 
to  get  a  date  because,  he  says,  "girls  think  I  am  some  kind  of  a 
freak." 

While  these  patients  are  undergoing  treatment,  we  cannot  help 
but  be  saddened  that  they  are  also  altering  their  lives  to  accommo- 
date their  appearance.  That  sadness,  however,  is  magnified  100 
fold  as  we  see  small  children  with  vitiligo  shown  as  patients  2  and 
3  in  your  distributed  material.  They  are  confused  with  what  is  hap- 
pening to  their  body  and  ridiculed  by  their  peers,  unaware  of  the 
real  consequences  of  their  scorn. 

I  am  here  today  not  just  on  behalf  of  the  National  Vitiligo  Foun- 
dation, which  seeks  to  promote  and  fund  increased  research  and 
provide  education  on  this  disease,  but  also  on  behalf  of  medical  pro- 
fessionals like  myself  who  are  able  to  be  helped  through  Federal 
funding  this  committee  has  recommended  in  the  past.  The  research 
conducted  through  my  laboratory  and  others  throughout  the  coun- 
try are  a  direct  result  of  federal  funding.  It  is  research  which  has 
made  considerable  strides  in  developing  treatments  for  people  with 
vitiligo. 

As  a  result  of  your  research  funding,  treatment  is  successful  in 
about  50  percent  of  patients  with  this  disease.  Obviously,  however, 
it  is  the  remaining  50  percent,  those  for  which  our  research  must 
continue,  that  brings  me  before  you  again  today. 

Today's  current  treatment  of  vitiligo  consists  of  growing  replace- 
ment cultures  or  pigment  cells  and  transplanting  the  affected  skin 
areas  with  these  cells.  Certainly  this  treatment  is  a  major  accom- 
plishment, but  it  is  an  extremely  time  consuming  and  costly  rem- 
edy which  still  needs  refinement.  Without  that  refinement  and  the 
funding  for  its  development,  treatment  will  unfortunately  be  lim- 
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ited  to  only  those  patients  with  adequate  resources  and  access  to 
university  medical  centers. 

Treatment,  of  course,  is  only  half  the  result  of  this  disorder.  Re- 
search into  its  cause  will  ultimately  produce  an  effective  cure. 
Today  this  committee's  funding  has  produced  exciting  research  into 
identifying  the  DNA  and  genetic  makeup  that  we  believe  are  the 
causes  of  vitiligo.  Based  on  existing  technology,  however,  complete 
identification  and  isolation  of  the  gene  causing  vitiligo  could  still  be 
five  to  ten  years  in  the  future. 

Vitiligo  is  a  medical  disorder  that  carries  with  it  a  social  stigma, 
a  stigma  which  is  certainly  unfair,  but  is  understandable.  Vitiligo 
is  a  disorder  affecting  the  quality  of  life  for  up  to  five  million  Amer- 
icans. We  have  built  through  research  funding  a  broad  foundation 
of  research  that  will  eventually  cure  vitiligo.  With  your  help  and 
support,  we  have  the  opportunity  to  build  on  that  foundation  and 
see  a  cure  for  vitiligo  become  a  reality,  a  reality  desperately  needed 
by  people  who  simply  want  to  look  and  be  like  the  rest  of  us. 

To  achieve  this,  the  National  Vitiligo  Foundation  requests  that 
funding  for  the  National  Institute  of  Arthritis,  Musculoskeletal  and 
Skin  Diseases,  NIAMS,  one  of  the  youngest  institutes  at  NIH,  be 
increased  and  be  given  parity  with  the  other  institutes  for  the  next 
fiscal  year. 

Thank  you,  Mr.  Chairman,  and  members  of  the  committee. 

Mr.  Serrano.  Thank  you,  Dr.  Haider  for  your  testimony.  We  cer- 
tainly appreciate  the  fact  that  you  have  come  before  us  today. 

Thank  you. 


Wednesday,  February  9,  1994. 

WITNESS 
HARRY  TETER,  AMERICAN  TRAUMA  SOCIETY 

Mr.  Serrano.  Our  next  witness  will  be  Harry  Teter,  Executive 
Director  of  the  American  Trauma  Society.  Mr.  Teter,  we  welcome 
you  and  thank  you  for  joining  us  today. 

Mr.  Teter.  Thank  you,  Mr.  Chairman.  It  is  a  pleasure  to  be  back 
here  again  this  year.  I  have  given  the  statement  over  and  I  will  not 
read  it.  I  would  just  like  to  make  a  couple  of  brief  comments,  if  I 
may. 

So  that  we  all  understand  what  trauma  really  is,  I  would  like  to 
say  that  we  define  it  as  a  life-threatening  injury  caused  by  inten- 
tional or  unintentional  violence. 

Now,  trauma  can  hit  anyone.  It  can  hit  you.  It  can  hit  me.  It 
does  not  matter  necessarily  about  our  life-style.  It  can  hit  the  old, 
the  young,  the  rich  and  the  poor,  and  indeed  it  does  that  every  day. 
The  figures  are  staggering. 

One  thing  is  common  about  everyone  who  becomes  a  trauma  vic- 
tim: They  find  that  trauma  is  sudden,  totally  unexpected,  and  that 
when  it  does  happen,  you  are  completely,  as  a  victim,  dependent 
on  a  system  of  care  in  place  where  it  happens. 

If  there  is  a  trauma  system  there,  the  chance  of  survival,  and  the 
chance  of  returning  to  a  normal  life  is  greatly  enhanced.  If  it  is  not 
there,  we  can  see  a  high  incidence  of  preventable,  as  we  say,  death 
and  disability. 
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Now,  today,  I  am  coming  to  urge  you  to  give  the  full  funding  to 
the  Trauma  Systems  Development  program  at  HHS;  to  the  Preven- 
tive Health  and  Health  Service  Block  Grant  program,  and  also  to 
the  program  at  the  Centers  for  Disease  Control  on  injury  preven- 
tion, and  the  three  are  discussed  in  my  testimony. 

What  are  these  systems,  now,  that  are  so  great?  The  system  is 
a  care  entity  that  is  in  place  in  the  area  of  the  scene  of  a  crash 
or  at  the  scene  of  an  injury;  having  trained  personnel  there,  with 
communications  available  right  on  the  scene  to  get  medical  advice 
immediately,  and  rapidly  transport  a  victim  to  a  proper  center  of 
care.  That  system  may  be  a  trauma  center,  or  it  may  be  your  near- 
est hospital.  It  all  depends  on  the  nature  of  the  injury. 

The  system,  when  in  place,  will  get  someone  there  and  in  the 
proper  care  usually  within  30  minutes  to  an  hour,  which  is  the 
time  critical  to  life  saving.  Obviously  in  a  metropolitan  area,  it  will 
be  faster,  in  a  rural  area,  it  is  longer. 

Where  these  systems  are  in  place,  they  have  been  proven  to  save 
lives,  yet  we  do  not  have  these  systems  nationwide,  indeed  prob- 
ably no  more  than  20  to  25  percent  of  the  area  is  covered  with 
trauma  systems.  We  are  working  on  it,  and  thanks  to  the  program 
at  HHS  and  some  other  federal  programs,  the  local  communities 
are  establishing  these  programs.  But  if  we  do  not  have  the  funding 
for  the  Trauma  Systems  Development  Act,  the  push  is  far  less.  We 
are  not  getting  the  product  necessary  to  get  these  programs  in 
place.  So  the  federal  program  is  truly  essential  for  the  development 
of  these  systems.  The  amount  of  money  is  really  rather  small  com- 
pared to  the  large  size  of  the  problem. 

Just  to  give  you  an  idea  of  the  magnitude  of  it,  we  have  100,000 
people  that  die  every  year  due  to  a  traumatic  incident.  We  have 
over  8,000,000  people  that  receive  life-threatening  injuries  that 
need  the  care  of  a  facility,  a  trauma  facility  or  a  large  medical  facil- 
ity every  year  due  to  trauma. 

Where  is  it  coming  from?  It  is  coming  from  car  crashes.  It  is  com- 
ing from  violence  on  the  streets.  It  is  coming  from  domestic  vio- 
lence, and  something  that  is  relatively,  I  thought  new  but  may  not 
be,  but  a  recent  study  that  we  worked  on  showed  that  we  are  hav- 
ing increasing  trauma  in  the  elderly.  This  is  coming  from  falls.  And 
believe  it  or  not,  the  facilities  used  in  a  trauma  center  are  being 
taken  up  a  great  deal  by  our  elderly  population.  Without  proper 
care,  there  is  truly  long-term  either  disability  there  or  death. 

Trauma  is  preventable.  It  requires  two  basic  things.  There  is 
some  behavioral  modifications  or  modifications  in  the  way  we  de- 
sign cars,  homes,  et  cetera.  The  Centers  for  Disease  Control  is 
doing  a  marvelous  job  in  injury  prevention.  A  program  that  is  real- 
ly only  about  five  years  old  is  emphasizing  injury  prevention.  It  is 
under  the  able  directorship  of  Mark  Rosenberg,  doing  some  won- 
derful work  and  getting  programs  out  on  how  communities  can 
help  people  change  behavior  patterns  and  get  out  of  harm's  way 
from  trauma. 

We  are  especially  looking  at  this  now  as  we  see  the  incidence  of 
crime  in  our  streets  and  in  our  schools  on  the  rise.  We  are  seeing 
more  incidence  of  trauma  due  to  crime,  and  we  are  working  hard 
to  prevent  that.  But  we  know  full  well  all  our  efforts  in  prevention 
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will  reduce  it,  but  will  not  eliminate  it.  That  is  why  the  systems 
are  so  very,  very  important. 

Again,  I  applaud  the  work  of  many  agencies  and  many  people  in 
the  area  of  prevention.  I  think  we  have  to  mention  air  bags  and 
seat  belts,  dramatically  reduce  death  and  disability  in  car  crashes. 
If  you  just  look  at  the  use  of  seat  belts  alone,  they  are  now  truly 
on  the  rise  in  use  and  we  have  seen  an  excellent  reduction  in  death 
and  disability  due  to  car  crashes.  That  is  just  an  example,  but  we 
have  to  keep  pushing  more.  HHS  will  be  working  very  hard  in  this 
area  and  I  appreciate  it.  I  thank  you  for  your  consideration. 

Mr.  Serrano.  Well,  thank  you  very  much  for  your  testimony  and 
we  really  appreciate  the  fact  that  you  came  to  be  with  us  today. 
Thank  you,  sir. 

Mr.  Teter.  Thank  you. 

[The  prepared  statement  follows:] 
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Mr  Chairman,  Members  of  the  Committee, 

I  am  Harry  Teter,  Executive  Director  of  the  American  Trauma  Society,  a  3000-member 
organization  committed  to  the  prevention  of  trauma  and  the  proper  care  of  the  trauma  victim. 
Members  of  the  Society  include  physicians,  nurses,  paramedics  and  other  pre-hospital 
personnel,  as  well  as  non-medical  people  who  are  associated  with  the  delivery  of  trauma  care. 
Membership  also  includes  200  hospitals  which  deliver  trauma  care. 

On  behalf  of  the  Society  I  urge  you  today  to  fully  fund  the  Trauma  Systems  Development 
Program,  the  Injury  Prevention  Program,  and  the  Preventive  Health  and  Health  Service  Block 
Grant  Program.  These  programs,  which  are  included  in  the  Health  and  Human  Services 
Budget,  are  vital  to  the  improvement  of  the  care  of  the  trauma  victim  as  well  as  to  the  education 
of  the  public  on  prevention  of  trauma. 

Trauma  is  any  life-threatening  injury  due  to  intentional  or  unintentional  violence  with  car 
crashes,  guns  and  other  weapons,  falls,  and  burns  as  the  leading  causes.  Trauma  remains  the 
number  one  cause  of  death  and  disability  of  our  young,  those  between  the  ages  of  1-40.  It 
strikes  anyone  regardless  of  age,  walk-of-life,  or  life  style. 

Victims  of  trauma  will  die  or  have  permanent  disabilities  unless  properly  treated  by  a  trauma 
system.  A  trauma  system  is  a  network  of  care  providers  from  ambulance  personnel  who  first 
respond  to  a  trauma  incident  to  a  trauma  team  at  a  hospital  (surgeons,  nurses  and  other  medical 
specialties)  to  rehabilitation  facilities  and  personnel.  When  such  a  system  is  in  place  where  a 
trauma  occurs,  the  victim's  chances  for  recovery  dramatically  increase.    Systems  save  lives. 
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Since  1973  when  Congress  passed  the  first  Emergency  Medical  Services  Act,  Health  and  Human 
Service  has  worked  with  local  communities  to  develop  trauma  systems.  These  efforts  are  time- 
consuming  and  costly.  The  major  costs  for  creating  and  operating  these  systems  are  borne  by 
the  community  where  the  system  is  in  place.  The  impetus  for  creating  the  system  has  come 
from  programs  like  the  Trauma  System  Development  Program.  Indeed,  without  Federal  efforts 
these  systems  might  well  not  be  developed.  The  Trauma  Program  at  HHS  under  the  able 
direction  of  Judy  Braslow  provides  expertise  and  funding  vital  to  the  launching  of  trauma 
systems.  In  the  past  20  years  many  systems  have  been  developed.  However,  many  more  still 
need  to  be  developed.  That  is  why  the  Trauma  Systems  Development  Program  at  HHS  is 
essential  and  why  it  must  be  fully  funded.  Last  year  when  Congress  authorized  this  program 
it  reduced  the  authorization  from  $60  million  to  $6  million.  That  was  a  draconian  cut. 
Although  the  $6  million  will  not  cover  the  entire  cost  of  the  systems,  it  is  essential  for  initiating 
them. 

We  appreciate  the  need  to  reduce  all  federal  spending  for  programs  but  we  urge  you  to 
appropriate  the  full  $6  million  for  this  vital  program.  It  is  the  soundest  investment  you  can 
make  in  saving  lives. 

Last  year,  over  8  million  people  were  involved  in  trauma  incidents.  In  each  case  the  incident 
was  sudden,  unexpected  and  violent  and  left  the  victim  or  victims  totally  dependent  on  the  care 
system  in  place  where  the  incident  occurred.  The  victims  were  helpless.  If  a  trauma  system 
was  in  place  chances  of  survival  and  return  to  a  normal  life  were  greatly  enhanced.  Without  a 
system  the  victims  could  have  died  unnecessarily  or  had  unnecessary  life-long  disabilities.  There 
can  be  no  doubt,  every  citizen  of  this  country  should  and  must  be  protected  by  a  trauma  system. 

The  American  Trauma  Society  is  committed  to  the  prevention  of  trauma.  Unlike  other  major 
diseases,  we  know  trauma  is  preventable.  For  example,  trauma  from  car  crashes  has  been 
reduced  in  recent  years  due  to  seatbelt  use  and  better  vehicle  construction  including  airbags. 
Drunk  driving  has  decreased  slightly  through  positive  messages.  Still,  there  are  many  high  risk 
drivers  on  the  road  who  could  potentially  injure  themselves  and/or  others.  We  must  design 
better  programs  to  change  these  high  risk  behaviors,  including  better  driver  education.  We  must 
constantly  make  people  aware  not  to  drive  when  exceedingly  tired  or  when  under  the  influence 
of  alcohol  and/or  drugs.    People  must  give  driving  their  full  attention. 

Because  intentional  violence  has  become  a  national  problem,  HHS  Secretary  Donna  Shalala  has 
recognized  the  importance  of  curbing  trauma  as  related  to  violence.  In  December  she  addressed 
our  Society  on  the  impact  of  violence  and  its  implications  as  a  public  health  epidemic.  At  that 
time  she  pledged  the  support  of  HHS  and  challenged  all  of  us  to  work  together  to  rid  the  nation 
of  this  scourge. 

Guns  and  violence  have  become  tightly  interwoven.  We  must  remove  guns  as  the  object  to  solve 
problems.  At  the  same  time  we  must  learn  why  young  people  resort  to  violence  as  an  answer 
to  their  problems  and  we  must  design  better  programs  to  alter  this  behavior.  These  are  but  a 
few  examples  of  injury  prevention  that  must  be  vigoursly  undertaken. 

Fortunately,  the  Center  For  Disease  Control  is  working  on  some  of  these  problems  under  the 
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expert  leadership  of  Dr.  Mark  Rosenberg  who  directs  the  Center  for  Injury  Control  and 
Prevention.  My  next  specific  request  to  you  is  to  fully  fund  the  Injury  Control  Program.  The 
needs  that  this  program  is  addressing  far  exceed  the  resources  it  will  ever  have.  I  know  this 
Committee  appreciates  that  fact.  You  have  provided  excellent  funding  for  this  CDC  Program 
in  the  past,  especially  last  year.  We  in  the  trauma  community  appreciate  this  and  ask  you  again 
to  fund  this  program  at  last  year's  level. 

Another  program  that  I  urge  you  to  fully  fund  is  the  Preventive  Health  and  Health  Services 
Block  Grant.  This  contains  a  program  to  build  and  maintain  Emergency  Medical  Services 
Systems  which  in  conjunction  with  trauma  systems  are  vital  to  saving  lives. 

I  thank  the  Committee  for  the  opportunity  to  appear  before  you.  Before  closing  I  want  to 
particularly  thank  you,  Chairman  Natcher,  and  your  fellow  committee  members,  who  support 
the  Congressional  declaration  to  name  May  as  National  Trauma  Awareness  Month.  Over  the 
past  7  years  since  this  was  initiated  many  in  our  fine  country  have  learned  about  trauma.  Only 
through  better  awareness  can  we  obtain  the  broad  citizen  support  to  end  this  deadly  disease.  I 
thank  you  for  considering  my  request  of  today.  The  American  Trauma  Society's  motto  is 
"partners  in  saving  lives".  You,  the  Congress  of  the  United  States,  are  a  vital  partner  in  this 
effort.  We  must  work  together.  Your  funding  of  these  programs  demonstrate  your  commitment 
to  eliminating  preventable  death  and  disability  -  trauma  -  in  our  society. 
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Wednesday,  February  9,  1994. 

WITNESS 

RONALD  D.  HUNT,  DVM,  DIRECTOR,  NEW  ENGLAND  REGIONAL  PRI- 
MATE RESEARCH  CENTER 

Mr.  Serrano.  Next  we  have  Dr.  Ronald  D.  Hunt,  DVM,  Harvard 
Medical  School.  Thank  you  for  joining  us,  sir. 

Dr.  Hunt.  Mr.  Serrano,  it  is  a  pleasure  to  be  here. 

My  name  is  Ronald  Hunt.  I  am  Director  of  the  New  England  Re- 
gional Primate  Research  Center  and  a  professor  at  the  Harvard 
Medical  School.  I  am  here  representing  the  Regional  Primate  Re- 
search Centers  program  which  consists  of  seven  regional  centers, 
each  based  at  a  major  university  within  seven  States  of  this  Na- 
tion. 

Congress  created  the  Primate  Research  Centers  program  in  1960, 
and  as  we  look  back,  this  was  a  very  wise  decision.  Although  it  is 
a  small  program,  from  the  types  of  programs  you  have  heard  about 
so  far  this  morning,  it  is  a  very  unique  program  because  the  cen- 
ters provide  specialized  and  unique  scientific  capabilities  that  are 
not  available  through  any  other  program  within  the  Department  of 
Health  and  Human  Services. 

For  many  reasons,  the  centers  are  more  important  today  than 
when  they  were  created  in  1960,  not  the  least  of  which  is  the  spi- 
raling  cost  of  medical  research  and  centralized  resources  to  reduce 
these  expenses,  and  secondly  is  the  virtual  unavailability  of 
nonhuman  primates  from  the  wild. 

The  centers,  by  providing  breeding  colonies  and  research  colonies 
of  primates,  circumvent  and  fill  this  very  important  need  for  bio- 
medical research.  Today,  well  over  1,000  investigators,  supported 
by  the  National  Institutes  of  Health,  in  virtually  every  major  uni- 
versity in  this  country,  are  dependent  on  the  nonhuman  Primate 
Research  Centers  for  the  conduct  of  their  research. 

Today  is  not  the  first  time  I  have  had  the  pleasure  and  honor  of 
appearing  before  this  committee,  and  I  have  cited  many  of  the 
achievements  of  the  Primate  Research  Centers  and  I  will  not  go 
through  a  long  list  of  the  many  areas  of  biomedical  research  that 
we  are  engaged  in,  but  I  would  like  to  give  one  timely  example  and 
that  is  an  example  that  you  have  already  heard  this  morning,  and 
that  is  the  subject  of  AIDS. 

When  AIDS  surfaced  in  the  1980s,  our  country,  and  indeed  the 
entire  world,  faced  a  disease  for  which  we  were  largely  unprepared. 
Aside  from  a  few  very  poorly  studied  diseases  of  sheep  and  horses, 
there  was  essentially  no  laboratory  model  system  from  which  we 
could  extrapolate. 

Within  a  year  of  the  emergence  of  AIDS,  the  Primate  Centers 
identified  a  comparable  disease  of  Asian  monkeys.  And  very  shortly 
after  the  discovery  of  HIV,  the  virus  which  causes  AIDS,  we  discov- 
ered a  virus  which  we  called  SIV,  simian  immunodeficiency  virus, 
a  virus  which  in  monkeys  produces  a  very  comparable  disease,  a 
virus  which  genetically  is  very,  very  close  to  HIV. 

Now,  a  great  deal  of  progress  has  been  made  using  this  model 
system  to  understand  how  AIDS  viruses  cause  disease  and  how  we 
might  treat  or  prevent  the  disease.  However,  most  leaders  in  the 
field  are  rather  pessimistic  of  any  good  means  of  therapy  or  any 
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good  means  of  preventing  AIDS  through  vaccination  that  may  ap- 
pear in  the  near  future. 

Most  results  of  vaccine  studies  have  been  very  disappointing.  The 
best  we  could  say  are  that  some  may  be  modestly  encouraging. 
However,  I  am  pleased  to  share  with  this  committee  some  research 
that  has  been  conducted  at  the  Regional  Primate  Research  Centers. 
I  am  delighted  to  inform  you  that  we  have  developed  a  vaccine 
which  in  monkeys  affords  100  percent  protection. 

Now,  a  great  deal  more  research  is  going  to  be  needed  before  we 
can  understand  the  risks  of  our  vaccine  for  use  in  human  beings, 
but  to  date,  it  is  the  only  vaccine  that  has  been  developed  which 
is  highly  effective,  safe,  and  very  importantly  affordable.  Without 
the  Primate  Research  Centers,  this  would  not  have  happened.  The 
model  system  which  we  are  using  would  very  likely  never  have 
been  discovered.  That  is  just  one  example. 

We  are  doing  studies  in  a  whole  variety  of  areas  ranging  from 
heart  disease  to  drug  addiction.  We  heard  tuberculosis  mentioned 
this  morning.  Nonhuman  primates  and  their  use  in  tuberculosis  re- 
search accounts  for  a  great  deal  of  what  we  know  about  tuber- 
culosis today  and  I  have  no  doubt  that  they  are  going  to  play  a  very 
critical  role  in  understanding  these  new  more  deadly  forms  of  tu- 
berculosis our  Nation  faces  today. 

The  centers,  however,  are  in  trouble.  Due  to  budgetary  restric- 
tions, we  have  reduced  the  scope  of  our  research  programs,  we 
have  eliminated  professional  positions  in  the  past  several  years. 
We  have  eliminated  staff  positions,  perhaps  even  more  importantly, 
some  colonies  of  monkeys  have  been  abolished,  and  these  are  going 
to  be  very  difficult  and  possibly  impossible  to  ever  replace. 

The  operating  budgets  for  the  Primate  Centers  through  the  Na- 
tional Center  for  Research  Resources  in  the  past  several  years  has 
grown  very  meagerly,  has  not  grown  at  all,  and  in  some  years  has 
actually  decreased.  In  an  absolute  dollars  sense,  there  is  no  ques- 
tion the  budget  has  steadily  declined.  Seven  centers  are  currently 
operating  on  a  budget  that  is  $12  million  below  the  National  Insti- 
tutes of  Health  peer-reviewed  and  approved  recommended  funding. 
That  amounts  to  20  percent  below  recommended  levels. 

I  have  appealed  to  this  committee  for  the  past  10  years  on  the 
plight  of  the  primate  centers  program  and  the  committee  has  not 
been  especially  responsive,  and  I  urge  you  to  take  a  critical  look 
at  the  primate  centers.  If  you  do  not,  someday  you  will  have  to  try 
to  recreate  and  I  say  try  to  recreate  because  it  will  not  be  easy.  It 
will  certainly  be  more  expensive. 

I  have  not  had  the  privilege  of  seeing  the  President's  budget  as 
of  yet,  as  we  are  such  a  small  program.  It  is  easy  to  slip  through 
the  cracks  and  I  doubt  there  has  been  a  great  recommendation  on 
the  President's  part  to  increase  it,  but  I  urge  this  committee  to 
carefully  look  at  that  and  perhaps  be  able  to  meet  us  halfway.  We 
are  not  talking  about  a  huge  amount  of  money.  Not  talking  billions 
here,  but  perhaps  half  of  that  $12  million,  and  increase  the  base 
funding  for  the  primate  centers  by  $6,000,000  in  the  next  fiscal 
year. 

This  is  not  just  an  investment  in  the  primate  centers  program. 
It  is  an  investment  that  benefits  the  biomedical  research  interests 
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of  essentially  all  the  categorical  institutes,  all  of  the  centers,  and 
all  of  the  divisions  of  the  National  Institutes  of  Health. 

I  thank  you  for  your  attention. 

Mr.  Serrano.  Let  me  thank  you  for  your  testimony  and  we 
thank  you  for  being  with  us  today. 


Wednesday,  February  9,  1994. 

WITNESS 
JESSE  L.  HUDSON,  AMERICAN  VOCATIONAL  ASSOCIATION 

Mr.  Serrano.  Next  we  have  Dr.  Jesse  L.  Hudson,  American  Vo- 
cational Association.  Thank  you  for  joining  us,  Dr.  Hudson. 

Dr.  Hudson.  Mr.  Chairman  and  Members  of  the  subcommittee, 
my  name  is  Jesse  Hudson.  I  am  President  of  the  American  Voca- 
tional Association  and  Assistant  Dean  of  the  School  of  Technology 
and  Applied  Sciences  of  Pittsburg  State  University  in  Pittsburg, 
Kansas.  I  appreciate  the  chance  to  appear  before  the  subcommittee 
this  morning  to  give  my  testimony.  While  I  know  you  face  the  al- 
most impossible  task  in  allocating  resources,  given  the  budget 
freeze,  I  urge  you  to  make  funding  for  vocational  technical  edu- 
cation a  clear  priority  this  year. 

The  investment  in  vocational  technical  education  has  become  an 
economic  necessity  in  our  Nation's  effort  to  stay  competitive  in  our 
global  economy.  For  too  long,  funding  for  vocational  technical  edu- 
cation has  taken  a  back  seat  to  other  priorities.  Federal  funding  for 
vocational  technical  education  has  decreased  by  24  percent  since 
1980.  That  is  according  to  the  GAO.  If  we  continue  this  trend,  our 
Nation  will  have  a  diminished  capacity  for  competing  in  the  global 
economy. 

I  believe  it  is  reasonable  for  Congress  to  ask  what  is  the  current 
investment  in  vocational  technical  education,  what  is  it  producing, 
before  increasing  that  commitment.  The  recently  released  National 
Assessment  of  Vocational  Education  Interim  Report  strongly  sup- 
ports the  wisdom  of  increasing  the  federal  investment  in  vocational 
technical  education. 

The  national  assessment  finds  that  vocational  students  who  find 
jobs  that  match  their  field  of  study  earn  more  money  and  have  a 
lower  incidence  of  unemployment  than  those  who  do  not  have  voca- 
tional education.  This  not  only  saves  the  government  money  in  un- 
employment and  welfare  benefits,  it  contributes  to  the  gross  domes- 
tic product  and  increases  tax  receipts. 

The  report  also  finds  that  women  who  take  vocational  education 
improve  their  wages  and  earnings  even  more  than  men.  Since 
women's  earnings  trail  those  of  men  nationwide,  this  statistic  indi- 
cates that  vocational  education  is  a  proven  way  to  close  the  gender 
gap  in  earnings. 

Students  with  disabilities  who  take  vocational  education  are 
more  likely  to  be  employed  than  those  who  do  not.  School  districts 
receiving  Perkins  funds  also  have  taken  more  steps  to  integrate  vo- 
cational and  academic  instruction  and  have  developed  more  tech- 
prep  programs  than  districts  not  receiving  the  Perkins  funding. 
States  have  implemented  performance  standards  and  measures 
that  go  beyond  the  requirements  of  the  Perkins  Act  demonstrating 
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the  willingness  of  vocational  technical  education  to  be  accountable 
for  results. 

AVA's  recommendation  for  fiscal  year  1995  funding,  detailed  in 
our  written  testimony,  pertains  to  the  Higher  Education  Act,  the 
School-to- Work  Opportunities  Act,  and  the  Carl  Perkins  Act.  In  my 
oral  comments,  I  will  focus  on  two  areas,  the  School-to-Work  Op- 
portunities Act  and  the  Carl  Perkins  Act. 

The  administration  has  requested  $300  million  for  the  School-to- 
Work  Opportunities  Act.  AVA  supports  this  new  legislation,  but  we 
strongly  believe  that  increased  funding  for  the  new  legislation  must 
not  come  at  the  expense  of  underlying  programs  which  support  the 
school-to-work  effort. 

The  increased  investment  in  Perkins  Act  programs  will  help 
build  the  strong  foundation  of  school  based  programs  which  sup- 
port the  school-to-work  system.  With  that  principle  in  mind,  we 
recommend  Perkins  Act  funding  of  $2.2  billion  for  fiscal  year  1995. 

The  administration's  budget  proposal  would  eliminate  funding 
for  consumer  and  homemaking  education,  community-based  organi- 
zations, and  bilingual  vocational  education.  Consumer  homemaking 
education  teaches  life  skills  to  both  male  and  female  students  and 
addresses  problems  such  as  teenage  pregnancy,  child  abuse,  family 
violence,  nutrition  and  balancing  work  with  family  life. 

Mr.  Chairman,  we  appreciate  the  support  that  this  committee 
has  demonstrated  for  these  three  programs  that  I  have  just  men- 
tioned, because  every  year  they  have  been  cut,  and  this  committee 
has  recommended  that  we  put  that  money  back  in  the  budget  and 
you  have  supported  funding  for  those  three  areas.  We  appreciate 
your  support  in  that  area. 

In  conclusion,  we  must  begin,  as  a  Nation,  to  make  a  stronger 
investment  in  a  well-trained  work  force.  This  subcommittee  can 
make  a  downpayment  on  that  investment  by  appropriating  $2.2  bil- 
lion for  the  Carl  D.  Perkins  Vocational  and  Applied  Technology 
Education  Act  for  fiscal  year  1995  and  by  making  other  invest- 
ments in  vocational  technical  education  through  the  Higher  Edu- 
cation Act  and  the  School-to-Work  Opportunities  Act. 

Thank  you  very  much,  Mr.  Chairman. 

Mr.  Serrano.  Thank  you  very  much,  Dr.  Hudson.  We  thank  you 
for  your  testimony  and  for  joining  us  this  morning. 

[The  prepared  statement  follows:] 
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My  name  is  Jesse  Hudson.  I  am  President  of  the  American  Vocational  Association  (AVA)  and 
Assistant  Dean  at  Pittsburg  State  University,  Pittsburg,  Kansas.  It  pleases  me  to  appear  before 
this  distinguished  subcommittee  today  to  represent  vocational-technical  educators  at  both  the 
secondary  and  postsecondary  levels  from  around  the  country. 

To  say  that  this  Subcommittee  and  this  Congress  face  tough  choices  this  year  and  in  the  years 
ahead  when  determining  funding  priorities  is  a  gross  understatement.  With  the  domestic 
discretionary  budget  freeze  passed  last  August,  and  the  desire  expressed  by  many  members  of 
Congress  to  cut  spending  even  further,  there  are  not  many  people  who  envy  your  position  and 
your  difficult  task.  As  an  Administrator,  I  understand  the  difficulty  of  apportioning  limited 
funds  to  a  multitude  of  deserving  programs. 

As  an  educator,  however,  I  know  that  our  schools  have  entered  an  era  in  which  the  need  for 
adequate  funds  is  vitally  important,  not  only  to  meet  the  needs  of  students,  but  to  meet  the 
challenges  our  nation  faces  in  an  increasingly  competitive  global  economy.  This  is  not  a 
question  of  favoring  one  federal  program  over  another.  It  is  a  question  of  how  this  nation 
through  this  Congress  will  respond  to  the  challenges  which  threaten  our  standard  of  living,  our 
economic  survival,  and  our  leadership  role  in  world  affairs. 

For  too  long,  funding  for  education  has  taken  a  back  seat  to  other  priorities.  Vocational- 
technical  education  in  particular  has  suffered  because  it  has  taken  a  back  seat  to  other  education 
programs.  Federal  funding  for  vocational  education  has  decreased  by  24%  since  1980  according 
to  the  GAO.  This  lack  of  funding  and  policy  support  is  especially  troubling  when  you  consider 
that  all  of  the  evidence  demonstrates  that  students  learn  best  when  they  learn  in  context.  True 
understanding  occurs  when  students  can  apply  what  they  have  learned  to  real  life  situations. 
Many  studies  have  found  this  over  the  years,  but  it  is  a  timeless  truth  understood  by  Confucius 
when  he  said:  "I  read  and  I  forget.   I  see  and  I  remember.    I  do  and  I  understand. " 

Somehow  this  ancient  wisdom  is  overlooked  when  money  is  doled  out.  Somehow  it  is  forgotten 
that  85%  of  students  that  enter  high  school  do  not  complete  college.  Somehow  we  continue  to 
spend  most  of  our  educational  resources  on  the  15%  of  students  who  do  manage  to  complete 
college.  Somehow  we  continue  to  short-change  the  majority  of  students.  Too  many  drop  out 
of  high  school.  Too  many  go  to  college  without  a  clear  plan  and  drop  out.  Too  many  graduate 
high  school  and  college  without  the  skills  they  need  to  earn  a  living.  Too  many  of  our  young 
people  go  through  what  I  call  the  "Decade  of  Drift"  after  high  school  and  into  their  late  twenties 
before  they  get  serious  about  getting  the  skills  they  need  for  a  permanent  career  path. 

The  policies  that  have  perpetuated  this  national  tragedy  must  be  changed.  They  must  change  if 
we  are  to  continue  to  compete  economically  with  other  nations.  They  must  change  if  we  are 
serious  about  reducing  crime,  reducing  violence,  and  reducing  drug  abuse.  I  believe  that  a 
national  policy  which  makes  funding  vocational  technical  education  a  priority  is  our  best  hope 
for  curing  many  of  our  nation's  ills.    This  Committee  can  begin  to  shape  that  national  policy. 
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There  is  ample  proof  that  an  investment  in  vocational-technical  education  pays  big  dividends. 
The  most  progressive  and  competitive  companies  in  the  country  and  around  the  world  understand 
this  well:  an  investment  in  human  resources  is  a  sound  business  decision.  When  companies 
educate  and  train  their  workers,  productivity  increases.  Education  is  not  a  cost  of  doing  business 
for  these  companies,  it  is  an  investment  in  success.  Better  educated  employees  make  better 
decisions  which  reduces  accidents  and  absenteeism,  and  increases  product  quality  and  employee 
loyalty.  When  this  same  vision  is  implemented  in  schools  the  results  are  similar.  When  students 
know  why  they  are  learning  academic  subjects  by  applying  concepts  to  real-world  situtations, 
they  stay  interested,  they  get  excited,  they  want  to  learn  more.  Increasing  the  investment  in 
vocational-technical  education  is  a  sound  business  decision  that  this  Committee  should  make  for 
this  country. 

I  believe  it  is  reasonable  for  Congress  to  ask  what  the  current  investment  in  vocational-technical 
education  is  producing  before  increasing  that  commitment.  The  recently  released  National 
Assessment  of  Vocational  Education  (NAVE)  interim  report  strongly  supports  the  argument  for 
increasing  the  federal  investment  in  vocational-technical  education. 

The  NAVE  reports  that  vocational  students  who  find  jobs  that  match  their  field  of  study  earn 
more  money  and  have  a  lower  incidence  of  unemployment  than  those  who  do  not.  This  not  only 
saves  the  government  money  in  unemployment  and  welfare  benefits,  it  contributes  to  the  Gross 
Domestic  Product  and  increases  tax  receipts. 

Vocational  education  is  not  perfect,  however,  and  too  many  students  do  not  find  employment 
in  jobs  that  match  their  field  of  study.  This  mixed  result  shows  that  the  right  kind  of  vocational- 
technical  education  works.  In  order  for  our  programs  to  better  match  fields  of  study  with  jobs, 
we  need  to  have  better  labor  market  information.  The  availability  of  this  information  could  be 
greatly  enhanced  through  the  School-To- Work  Opportunities  Act  and  an  increased  role  for  the 
State  Occupational  Information  Coordinating  Committees  funded  through  Perkins. 

The  study  also  finds  that  women  who  take  vocational  education  improve  their  wages  and 
earnings  even  more  than  men.  Women  are  also  more  likely  to  benefit  from  completing  a  degree 
or  certificate  and  to  find  a  match  between  their  training  and  employment.  Since  women's  wages 
trail  men's  nationwide,  this  statistic  indicates  that  vocational  education  is  a  proven  way  to  close 
the  gender  gap  in  earnings. 

Students  with  disabilities  who  take  vocational  education  are  more  likely  to  be  employed  than 
those  who  do  not.  Students  with  disabilities  taking  vocational  training  also  tend  to  have  better 
grades  and  attendance  records  and  are  less  likely  to  drop  out  of  school. 

School  districts  receiving  Perkins  Act  funds  provide  more  services  to  special  population  students, 
thus  supporting  other  investments  made  by  this  Subcommittee  in  special  education.  Districts 
receiving  Perkins  funds  also  have  taken  more  steps  to  integrate  vocational  and  academic 
instruction  and  have  developed  more  tech  prep  programs  than  districts  not  receiving  Perkins 
funds.  These  findings  demonstrate  that  the  federal  investment  does  influence  positive  change, 
and  verify  what  AVA  has  said  for  several  years  now:  that  vocational-technical  education  is  on 
the  leading  edge  of  education  reform  in  this  nation. 
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The  Perkins  Act  also  calls  for  States  to  develop  and  implement  performance  standards  and 
measures.  The  NAVE  study  finds  that  States  have  given  performance  standards  and  measures 
a  high  priority  and  most  go  beyond  the  requirements  of  the  Perkins  Act.  This  strongly  indicates 
the  willingness  of  vocational -technical  education  to  be  accountable  for  its  activities  and  to  be 
business-like  in  its  approach  to  measuring  effectiveness.  Again,  vocational-technical  education 
is  leading  the  way  in  a  key  element  of  education  reform. 

The  American  Vocational  Association  is  the  first  to  admit  that  vocational  education  is  not 
perfect.  Yet,  while  we  have  a  long  way  to  go,  the  NAVE  study  indicates  that  major  changes 
are  occurring  and  are  measurable  even  though  the  Perkins  Act  reforms  have  only  been 
implemented  in  the  last  two  school  years.  We  are  committed  to  helping  the  enterprise  change 
and  improve,  but  we  need  continued  and  increased  federal  support  to  be  effective. 


AVA  Funding  Request  for  Fiscal  Year  1995 

While  the  Perkins  Act  remains  the  largest  source  of  federal  funds  for  vocational-technical 
education,  it  is  no  longer  the  only  source.  Programs  under  the  Higher  Education  Act,  the  Job 
Training  Partnership  Act,  and  the  proposed  School-To- Work  Opportunities  Act  also  provide 
funds  for  vocational-technical  education. 

We  specifically  recommend  that  the  Tech  Prep  Academies  established  under  Title  V  and  the 
articulation  agreements  under  Tide  I  of  the  Higher  Education  Act  recieve  funding  this  year.  In 
order  for  Tech  prep  to  become  a  successful  reform  strategy  long-term,  educators  running  tech 
prep  programs  must  have  access  to  the  latest  training  and  curriculum  development. 

The  articulation  agreements  of  Title  I  also  will  provide  incentive  money  to  schools  and 
postsecondary  institutions  to  devise  methods  for  ensuring  that  vocational  coursework  is  accepted 
as  equivalent  to  core  academic  coursework  for  purposes  of  meeting  college  admissions 
requirements.  This  provision  may  be  the  single  most  important  education  reform  initiative 
contained  in  the  Higher  Education  Act.  It  will  allow  vocational  students  in  rigorous,  integrated 
courses  to  use  that  credit  toward  meeting  entrance  requirements.  This  is  an  effective  way  to 
show  parents  and  students  that  a  vocational  education  can  lead  to  postsecondary  study  and 
employment. 


The  School-To- Work  Opportunities  Act 

The  Administration  has  requested  $300  million  for  the  School-To- Work  Opportunities  Act  for 
fiscal  year  1995.  AVA  supports  this  new  legislation  and  the  promise  it  shows  for  bringing 
business  and  education  reform  closer  together.  We  also  support  this  increased  level  of  funding. 
Such  dramatically  increased  funding  for  the  new  legislation,  however,  must  not  come  at  the 
expense  of  the  underlying  programs  which  support  the  school-to-work  effort.  The  Perkins  Act 
Basic  Grant  as  well  as  its  special  programs  provide  the  strong  foundation  upon  which  any 
school-to-work  system  will  be  built.     Perkins  Act  funds  do  not  support  the  status  quo  in 
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education.  Perkins  Act  funds,  rather,  may  only  be  used  to  support  the  kind  of  program 
improvement  that  is  needed  in  vocational-technical  education  to  ensure  success  in  the  transition 
from  school  to  the  workplace. 


The  Carl  D.  Perkins  Vocational  and  Applied  Technology  Education  Act 

The  Administration  has  recommended  level  funding  for  the  Perkins  Act  for  fiscal  1995.  We 
believe  that  if  such  a  recommendation  is  approved,  it  will  be  counterproductive  to  the  efforts  to 
establish  a  school-to-work  transition  system  in  the  States.  As  stated  before,  Perkins  Act  funds 
are  used  to  support  program  improvement,  not  maintain  the  status  quo.  An  increased  investment 
in  basic  program  improvement  is  needed  in  order  to  build  the  strong  foundation  of  school-based 
programs  needed  to  support  the  school-to- work  system.  With  that  principle  in  mind,  we 
recommend  a  substantial  increase  to  $2.2  billion  in  Perkins  Act  funding  for  fiscal  year  1995  as 
detailed  in  the  following  chart: 


BUDGET  REOUEST 

(in  millions  of  dollars) 

FY94 
Appropriation 

FY95 
AVA  Recommendation 

$  972.750 

$  1,600.0 

11.785 

34.720 

8.928 

16.0 
50.0 
10.0 

State  Grant 
Basic  Grants 

Special  Programs 

Comm.  Based  Organizations 
Consumer/Homemaking 
State  Councils 

♦Guidance/Counseling  —  40.0 

*Business/Ed  partnerships  —  20.0 

♦Lighthouse  Programs  —  20.0 

Facilities/Equipment  —  150.0 

Tech-Prep  104.123  250.0 

Tribal  Postsecondary  Ed.  2.946  4.0 

National  Programs 

Research  9.662  15.0 

Demonstrations  16.705  18.0 

Data  Systems  4.960  10.0 

Bilingual  Voc.  Ed.  2.946  10.0 

Permanent  Appropriations  7.100  7.1 

TOTAL  $1,176,625  $  2,220.1 
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While  level  funding  vocational  education  as  a  whole,  the  Administration's  budget  proposal  would 
totally  eliminate  funding  for  consumer  and  homemaking  education,  community-based 
organizations,  and  bilingual  vocational  education.  These  cuts  have  been  recommended  by 
previous  Administrations  but  it  is  especially  disconcerting  to  see  the  Clinton  Administration 
repeating  this  error.  Each  of  these  programs  was  established  to  serve  a  specific  identified  need. 

Consumer  and  Homemaking  Education  supports  and  strengthens  the  American  family  and  the 
American  economy  by  addressing  problems  such  as  teenage  pregnancy,  child  abuse,  family 
violence,  consumer  education,  child  nutrition,  and  balancing  work  and  family  life.  Community 
based  organizations  help  many  of  the  poorest  people  get  much-needed  job  skills  in  the  inner  city. 
Bilingual  vocational  education  is  needed  now  more  than  ever  with  the  increased  number  of 
immigrants  who  do  not  speak  English  entering  this  country. 


Conclusion 

We  must  begin,  as  a  nation,  to  place  a  premium  on  well-trained  workers.  The  race  to 
international  competitiveness  must  be  led  by  a  renewed  commitment  to  vocational-technical 
education  at  both  the  secondary  and  postsecondary  levels.  It  is  vocational-technical  education 
that  can  educate  and  train  the  majority  of  students  who  do  not  complete  a  four-year  baccalaureate 
program.  These  students  are  the  backbone  of  our  future  workforce  and  should  be  the  focus  of 
the  federal  investment  in  education,  yet  they  are  the  ones  in  whom  we  invest  the  least  amount 
of  money  at  the  local,  state,  and  federal  level. 

This  Committee  can  make  a  down  payment  on  that  investment  by  appropriating  $2.2  billion  for 
the  Carl  D.  Perkins  Vocational  and  Applied  Technology  Education  Act  for  fiscal  year  1995  and 
by  making  the  other  investments  in  vocational-technical  education  through  the  Higher  Education 
Act,  JTPA,  and  the  School-To- Work  Opportunity  Act. 

Thank  you,  Mr.  Chairman. 
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WITNESS 

GREGORY  NYCZ,  NATIONAL  ASSOCIATION  OF  COMMUNITY  HEALTH 
CENTERS 

Mr.  Serrano.  Our  next  witness  is  Greg  Nycz,  National  Associa- 
tion of  Community  Health  Centers.  Thank  you  for  joining  us  this 
morning. 

Mr.  Nycz.  Thank  you. 

Mr.  Chairman  and  Members  of  the  subcommittee,  my  name  is 
Greg  Nycz.  I  am  the  Director  of  Family  Health  Center  of 
Marshfield,  located  in  Marshfield,  Wisconsin.  We  have  been  serving 
low-income  and  uninsured  residents  of  the  north  central  Wisconsin 
area  for  over  20  years. 

We  currently  serve  over  20,000  low-income  persons,  many  of 
whom  reside  in  Congressman  Obey's  7th  Congressional  District.  I 
am  pleased  to  appear  on  behalf  of  the  National  Association  of  Com- 
munity Health  Centers  in  support  of  increased  funding  in  fiscal 
year  1995  for  community,  migrant  and  homeless  health  care 
projects  and  for  the  National  Health  Service  Corps.  My  comments 
will  be  brief  and  I  have  submitted  a  copy  for  the  record. 

We  commend  President  Clinton  and  the  Congress  for  making 
health  reform  one  of  their  top  priorities.  Most  Americans  want  good 
health  insurance.  However,  some  Americans,  those  we  serve,  need 
more  than  just  an  insurance  card.  They  need  a  place  to  go  when 
they  are  sick  and  an  organization  that  will  work  to  keep  them 
healthy.  They  need  a  health  center. 

Health  centers  would  not  be  here  if  Congress  had  not  recognized 
the  need  for  them  and  we  would  be  remiss  if  we  did  not  acknowl- 
edge the  sincere  commitments  of  this  subcommittee  in  word  and 
deed  to  provide  ongoing  support  for  health  centers. 

Why  then  is  it  critical  for  greater  investment  in  health  centers 
and  the  National  Health  Service  Corps  at  a  time  when  Congress 
is  considering  fundamental  reform  of  our  Nation's  health  care  sys- 
tem? There  are  compelling  reasons  for  increasing  funding. 

First,  the  work  of  the  Health  Resources  and  Services  Administra- 
tion's Division  of  Shortage  Designations  in  documenting  health  pro- 
fessions shortage  areas,  serves  to  remind  us  that  significant  pri- 
mary care  infrastructure  development  must  take  place  if  we  are  to 
provide  reasonable  access  to  health  services  for  all  Americans.  In- 
vestment in  health  centers  builds  primary  care  infrastructure  in 
our  country. 

Second,  with  or  without  federal  legislation,  the  health  delivery 
system  in  this  country  is  evolving  at  a  phenomenal  rate.  Mergers 
and  acquisitions  are  occurring  on  a  daily  basis.  And  as  pressure  to 
control  cost  is  stimulated  by  enhanced  competition  and  driven  by 
bottom-line  orientation,  more  hard-to-serve  communities  will  go 
without  health  professionals;  more  low-income  patients  will  be 
turned  away  by  existing  organizations.  Who  will  care  for  these  pa- 
tients? Where  will  they  go? 

You  have  created  and  supported  over  these  many  years  a  local 
community-oriented  system  of  health  centers  that  can  help  to  pro- 
vide basic  primary  care  services.  The  system  needs  to  grow.  I  can 
tell  you  in  central  and  north  Wisconsin,  hard-working  people  with 
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limited  incomes  believe  help  is  just  around  the  corner.  If  it  is  not, 
the  disillusionment  they  will  feel  will  be  painful.  Health  centers 
cannot  solve  this  problem,  but  we  can  help. 

The  levels  we  request  represent  investments  that  can  be  made 
now,  investments  that  will  enhance  our  primary  care  infrastructure 
and  investments  that  will  lessen  the  needs  for  expensive  hospitals 
and  specialty  care. 

As  you  consider  the  fiscal  year  1995  appropriation,  we  are  rec- 
ommending the  following  investments:  $675  million  for  community 
health  centers;  $100  million  for  migrant  health  centers;  $100  mil- 
lion for  health  care  for  the  homeless  projects;  $45  million  for  field; 
and  $91  million  for  scholarship/loan  repayment  for  the  National 
Health  Service  Corps. 

Mr.  Chairman,  may  I  say  in  closing  that  we  know  that  you  and 
the  Members  of  the  subcommittee  have  a  very  difficult  task  ahead 
of  you  this  year  because  of  strict  limits  on  available  funds.  I  have 
labeled  our  recommended  funding  levels  for  the  community  and  mi- 
grant and  homeless  health  care  programs  and  the  national  health 
Service  Corps  as  an  investment.  It  is  an  investment  that  along 
with  education  will  help  to  reverse  an  alarming  trend  toward  a 
growing  underclass  in  our  country. 

Compelling  need  dictates  that  we  act  to  utilize  proven  systems 
of  care  to  foster  wellness  and  prevention.  If  funded  adequately,  the 
expanded  presence  of  health  centers  and  the  availability  of  basic 
health  services  will  contribute  to  a  healthier,  more  productive 
America. 

Health  centers  are  founded  on  a  vision  of  community  and 
consumer  empowerment,  and  their  experience  over  the  past  30 
years  provides  an  object  lessen  on  how  consumer  involvement  can 
succeed  where  other  models  fail.  Please  invest  in  health  centers. 
Build  upon  what  has  worked  and  look  at  the  long  history  and  suc- 
cess of  the  program  and  continue  to  invest  in  programs  that  mobi- 
lize communities  to  solve  problems  at  the  local  level. 

Once  again,  Mr.  Chairman,  and  Members  of  the  subcommittee, 
I  thank  you  for  the  opportunity  to  speak  to  you  today. 

Mr.  Serrano.  Well,  we  thank  you,  Mr.  Nycz. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  members  of  the  subcommittee,  my  name  is  Greg  Nycz.  I  am  the 
Director  of  Family  Health  Center  of  Marshfield,  Inc.  Located  in  Marshfield,  Wisconsin, 
Family  Health  Center  has  been  serving  low-income  and  uninsured  residents  of 
northcentral  Wisconsin  for  over  20  years.  Our  center  currently  serves  over  24,000 
low-income  persons  -  many  of  whom  reside  in  Congressman  Obey's  7th  Congressional 
District. 

On  a  personal  note,  were  it  not  for  the  efforts  of  this  Subcommittee,  and  especially 
those  of  Congressman  Obey  on  behalf  of  people  in  need,  I  would  not  be  here  today 
to  gratefully  acknowledge  the  value  of  your  investment  in  health  centers. 

I  am  also  pleased  to  appear  on  behalf  of  the  National  Association  of  Community 
Health  Centers  (NACHC)  in  support  of  increased  funding  in  fiscal  year  1995  for 
community,  migrant  and  homeless  health  center  programs  and  the  National  Health 
Service  Corps. 

NACHC  is  our  membership  organization.  NACHC  represents  over  700  community, 
migrant  and  homeless  health  centers.  Together,  our  centers  care  for  over  7  million 
medically  underserved  Americans  in  1400  sites  across  the  country.  We  provide 
comprehensive  primary  and  preventive  health  care  services  to  our  nation's  rural  and 
inner-city  medically  underserved  populations.  Services  are  accessible  and  affordable, 
with  charges  based  upon  ability  to  pay.  Care  is  provided  by  dedicated  physicians, 
nurse  practitioners,  nurse  midwives  and  physician's  assistants.  Health  centers  provide 
a  broad  range  of  services  including:  diagnostic  laboratory  and  radiologic  services, 
pharmaceutical  services  and  preventive  services  such  as  immunizations,  well  child 
examinations,  preventive  dental  care,  family  planning,  prenatal  and  postpartum  care. 

Many  studies  have  concluded  that  health  centers,  in  the  process  of  providing  primary 
care  to  medically  underserved  communities,  actually  achieve  cost  savings  through 
fewer  hospital  admissions  and  less  frequent  use  of  costly  emergency  care  for  routine 
services.  Further,  health  centers  increase  the  proportion  of  women  receiving  risk- 
appropriate  prenatal  care,  resulting  in  significant  declines  in  infant  mortality  and  low 
birthweight  rates.  Health  centers  have  an  enormous  impact  upon  the  health  of  the 
communities  they  serve,  achieving  reductions  of  as  much  as  40%  in  infant  mortality 
rates.  Immunization  rates  have  significantly  improved.  In  addition  to  providing  more 
timely  and  appropriate  care,  we  are  increasingly  being  asked  to  participate  in  the 
training  of  health  professionals.  Both  the  National  Health  Service  Corps  and  the 
development  of  health  professions  training  opportunities  at  health  centers  can  be 
useful  in  addressing  the  maldistribution  of  health  professionals  in  this  country. 

Health  centers  are  governed  by  members  of  the  community.  Our  community  boards 
have  an  interest  and  responsibility  to  ensure  that  responsive  and  affordable  health  care 
is  provided  to  all  who  need  it. 
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Without  health  centers,  residents  of  inner-city  and  rural  underserved  areas  would  face 
great  unmet  health  care  needs.  Health  center  patients  include  uninsured  low-income 
persons,  minorities,  rural  residents,  high-risk  pregnant  women  and  children,  migrant 
farmworkers,  persons  with  AIDS,  persons  with  drug  and  alcohol  problems,  homeless 
persons  and  families,  the  frail  elderly  and  other  high-risk  groups.  The  level  of  need 
has  escalated  due  to  the  emergence  of  health  conditions  and  public  health  threats  that 
were  either  unknown  or  had  been  eliminated  a  generation  ago.  Many  health  center 
patients  also  face  severe  environmental  and  occupational  risks. 

NACHC  believes  additional  federal  investment  is  needed  to  assure  the  availability  of 
primary  and  preventive  health  care  in  every  medically  underserved  community.  Health 
centers  have  been  faced  with  the  challenge  of  caring  for  an  ever-increasing  number 
of  people  seeking  care  in  an  era  of  stable  or  declining  resources  and  shortages  of 
primary  care  health  professionals.  We  ask  your  assistance  through  the  appropriation 
process  to  provide  our  nation's  medically  underserved  communities  with  the  resources 
needed  to  begin  to  meet  their  health  care  needs. 

There  are  over  43  million  Americans  who  suffer  financial,  geographic  or  cultural 
barriers  to  health  care.  Few  government  programs  have  made  as  significant  a 
contribution  to  low-income  families  as  cost-effectively,  or  in  as  high  quality  a  manner, 
as  have  health  centers.  Federal  grants  to  health  centers  cover  less  than  half  of  all 
health  center  costs  and  fund  centers  at  an  annual  operating  level  of  approximately 
$100  per  patient.  This  is  a  small  but  critical  investment  in  primary  care.  Preservation 
of  this  critical  resource  requires  bold  action  in  assisting  the  current  network  of  health 
centers  to  enhance  its  capacity  to  serve  remaining  unmet  needs,  and  in  developing 
new  health  centers  in  medically  underserved  communities  which  recognize  the  value 
a  health  center  could  bring  to  their  community.  In  1 993,  over  350  community  groups 
requested  funding  to  initiate  primary  care  programs  for  underserved  populations. 
While  most  met  criteria  for  funding,  fewer  than  100  could  be  funded  at  the  existing 
level  of  appropriations. 

We  commend  President  Clinton  and  the  Congress  for  making  health  reform  one  of 
their  top  priorities.  Most  Americans  want  guaranteed  health  insurance.  However, 
millions  of  Americans,  including  those  we  serve,  need  more  than  an  insurance  card; 
they  need  a  place  to  go  when  they  are  sick  and  an  organization  that  will  work  to  keep 
them  healthy.   They  need  a  health  center. 

As  Congress  debates  and  the  nation  prepares  for  health  reform,  there  must  be  a 
system  in  place  that  will  provide  essential  health  care  services  for  everyone,  and 
especially  for  the  most  vulnerable,  underserved  people  in  our  communities  and  in  our 
nation.  For  these  people  and  communities,  expanding  primary  care  services  will  be 
vital  to  improving  the  health  of  the  population  and  reducing  costs.  A  national  health 
center  system  is  already  in  place;  it's  cost-effective  and  it  works  -  build  on  it. 
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Health  centers  would  not  be  here  if  Congress  had  not  recognized  the  need  for  them. 
We  would  be  remiss  if  we  did  not  acknowledge  the  sincere  commitment  of  this 
Subcommittee  in  word  and  deed,  to  provide  ongoing  support  for  health  centers.  Why 
is  it  critical  for  greater  investment  in  health  centers  and  the  National  Health  Service 
Corps  at  a  time  when  Congress  is  considering  fundamental  reform  of  our  nation's 
health  care  system?   There  are  compelling  reasons  for  increased  funding. 

First,  the  work  of  the  Health  Resources  and  Services  Administration's  Division  of 
Shortage  Designations  in  documenting  health  professions  shortage  areas,  serves  to 
remind  us  that  significant  primary  care  infrastructure  development  must  take  place  if 
we  are  to  provide  reasonable  access  to  health  services  for  all  Americans.  Investment 
in  health  centers  builds  primary  care  infrastructure. 

Second,  with  or  without  federal  legislation,  the  health  delivery  system  in  this  country 
is  restructuring  itself  at  a  phenomenal  rate.  Mergers  and  acquisitions  occur  on  a  daily 
basis  and  as  pressure  to  control  costs  is  stimulated  by  enhanced  competition,  and 
driven  by  a  bottom  line  orientation,  more  hard-to-serve  communities  will  go  without 
health  professionals.  More  low-income  patients  will  be  turned  away.  Who  will  care 
for  these  patients?  Where  will  they  go?  You  have  created  and  supported  over  these 
many  years,  a  local  community-oriented  system  of  health  centers  that  can  help  to 
provide  basic  primary  care  services.  This  system  needs  to  grow.  I  can  tell  you  that 
in  central  and  northern  Wisconsin,  hard  working  people  with  limited  incomes  believe 
that  help  is  just  around  the  corner.  If  it  is  not,  the  disillusionment  they  will  feel  will 
be  painful.  Health  centers  can't  solve  this  problem,  but  we  can  help.  The  levels  we 
request  represent  investments  that  can  be  made  now.  Investments  that  will  enhance 
our  primary  care  infrastructure.  Investments  that  will  lessen  the  need  for  expansive 
hospital  and  specialty  care. 

As  the  you  consider  the  FY  1995  appropriation,  we  recommend  the  following 
investments: 

1)  Community  Health  Centers:  $675.00  million  -  (This  reflects  a  12%  increase 
over  the  current  base.)  This  amount  would  allow  for  the  continuation  of 
services  at  existing  health  centers;  provide  health  care  for  approximately 
740,000  new  patients;  and  provide  for  an  additional  134  new  starts/expansion 
in  medically  underserved  areas. 

2)  Migrant  Health  centers:  $100  million  -  This  recommendation  would  provide  for 
current  services  adjustment  at  the  existing  migrant  health  centers;  support  the 
expansion  and/or  addition  of  another  58  migrant  health  centers;  and  provide 
services  to  an  additional  349,000  migrant  and  seasonal  farmworkers. 

3)  Health  care  for  the  Homeless:  $100  million  -  This  amount  would  allow  for  the 
continuation  of  existing  health  care  for  the  homeless  programs;  provide  for  an 
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additional  50  expansion  and/or  new  starts  where  there  is  a  high  incidence  of 
homelessness;  and  provide  basic  primary  care  services  to  an  additional 
200,000  homeless  patients. 

4)  National  Health  Service  Corps:  Field  $45  million;  Scholarship/Loan  Repayment 
$91  million  -  This  amount  would  provide  for  the  existing  field  personnel  as 
additional  scholarships  and  loans  to  train  physicians  and  other  providers  in 
return  for  service  in  health  professional  shortage  areas. 

It  remains  to  be  seen  what  path  health  reform  may  take.  However,  even  with  health 
reform  there  will  always  be  communities  and  special  populations  that  most  providers 
will  not  c.isider  as  economically  feasible  to  serve  without  special  programs  or 
subsidies.  The  Health  center  experience  can  help  inform  policy  related  to  addressing 
these  issues.  In  the  event  funds  are  authorized  for  primary  care  infrastructure 
development  under  health  reform,  we  would  ask  that  you  consider  the  following: 

•  Health  Center  Reform  under  the  Health  Security  Act  -  $100  million  -  to 
renovate  or  replace  existing  medical  facilities.  This  amount  is  only  one-fifth  of 
the  actual  need  at  health  centers.  A  recent  study  conducted  by  the  Bureau  of 
Primary  Health  Care,  U.S.  Department  of  Health  and  Human  Services  reports 
that  a  total  of  $510  million  is  needed  to  correct  fire  and  life  safety  codes,  ease 
overcrowding,  and  to  repair,  renovate,  or  replace  equipment  at  existing  centers. 

•  Health  Security  Access  Initiative  -  $300  million  -  This  amount  is  proposed  under 
the  Health  Security  Act  and  calls  for  the  expansion  of  primary  care  services  in 
underserved  areas.  We  strongly  believe  that  these  funds  should  be  provided 
for  an  expanded  health  center-based  effort.  The  amount  would  allow  health 
centers  to  plan,  develop  and  operate  health  networks  with  a  focus  on  hard-to- 
reach  populations.  It  would  provide  funds  for  enabling  services  such  as 
transportation,  translation  and  outreach.  However,  the  amount  requested  will 
not  meet  all  of  the  needs  of  the  43  million  Americans  who  do  not  currently 
have  access.  The  request,  however,  is  consistent  with  what  we  believe  could 
be  mobilized  and  implemented  within  fiscal  year  1995. 

Mr.  Chairman,  may  I  say  in  summary,  that  we  know  that  you  and  members  of  the 
Subcommittee  have  a  very  difficult  task  ahead  of  you  this  year  because  of  the  strict 
limits  on  available  funds.  I  have  labeled  our  recommended  funding  levels  for  the 
Community  and  Migrant  and  Homeless  Health  Care  programs  and  the  National  Health 
Service  Corps  as  an  investment.  It  is  an  investment  that  along  with  education  will 
help  to  reverse  an  alarming  trend  toward  a  growing  under  class  in  this  country. 
Compelling  need  dictates  that  we  act  to  utilize  proven  systems  of  care  to  foster 
wellness  and  prevention.  If  funded  adequately,  the  expanded  presence  of  health 
centers  and  the  availability  of  basic  health  services  will  contribute  to  a  healthier,  more 
productive  America. 
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Health  centers  were  founded  with  a  vision  of  community  and  consumer 
empowerment,  and  their  experience  over  the  past  30  years  provides  an  object  lesson 
on  how  consumer  involvement  can  succeed  where  other  models  fail.  Invest  in  health 
centers,  build  upon  what  has  worked,  look  at  the  long  history  and  success  of  the 
program  and  continue  to  invest  in  programs  that  mobilize  communities  to  solve 
problems  at  the  local  level. 

Once  again,  Mr.  Chairman  and  Members  of  the  Subcommittee,  I  thank  you  for  the 
opportunity  to  speak  to  you  today. 
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Mr.  Serrano.  I  would  like  to  yield  to  Mr.  Bonilla  for  questions. 

Mr.  Bonilla.  Thank  you,  Mr.  Chairman. 

Welcome,  Mr.  Nycz.  I  also  would  like  to  take  the  liberty  of  wel- 
coming you  on  behalf  of  my  colleague,  Congressman  Obey,  because 
I  know  you  live  in  his  area.  And  as  you  probably  know,  he  and  I 
have  a  great  common  interest  in  seeing  that  adequate  funding  is 
provided  for  community  and  migrant  health  care  centers.  And 
through  his  efforts,  to  a  great  degree,  we  have  worked  together  to 
try  to  ensure  that  there  is  continued  growth  in  this  program.  Be- 
cause, frankly,  I  see  a  lack  of  attention  in  many  areas  in  Washing- 
ton to  this  particular  program. 

Talking  about  health  care  reform  for  a  second,  the  legislation  re- 
quested by  the  administration  requested  additional  funding  for 
health  care  centers  for  the  President's  access  initiative  in  fiscal 
year  1995,  but  the  budget,  as  you  know,  was  a  freeze.  What  can 
you  tell  me  about  what  kind  of  impact  a  freeze  would  have  on  com- 
munity and  migrant  health  care  centers? 

Mr.  Nycz.  As  you  know,  health  care  costs  continue  to  rise  and 
a  freeze  means  trying  to  do  as  much  as  you  can  with  the  same 
amount  of  money.  And  quite  frankly,  that  cannot  be  done.  We  need 
to  grow.  And  if  we  are  really  serious  about  reform,  we  need  invest- 
ments to  help  build  the  infrastructure  I  spoke  about  so  that  we 
have  places  to  go  when  people  ultimately  obtain  a  health  security 
card,  or  whatever  the  reform  is  ultimately  passed. 

So  we  are  pleased  that  the  President  has  recognized  health  cen- 
ters in  his  plan,  but  we  believe  very  strongly  that  it  is  important 
to  make  investments  now  and  to  start  to  work  toward  an  improved 
system.  And  we  appreciate  this  subcommittee's  involvement  over 
the  years  in  helping  make  that  happen. 

I  know  from  just  listening  to  C-SPAN  back  home,  it  seems  to  me 
the  President  has  said  that  he  is  looking  for  good  ideas.  We  believe 
health  centers  are  a  good  idea  and  we  hope  you  can  help  commu- 
nicate that  to  him. 

Mr.  Bonilla.  I  will  certainly  do  that  because  I  know  community 
health  centers  are  a  good  idea.  The  affordable  health  care  bill  in 
our  bill  calls  for,  for  example,  $1.5  billion  in  grants  for  many  of  the 
projects  you  were  just  outlining.  Have  you  studied  that  bill  or  are 
you  aware  of  that? 

Mr.  Nycz.  Yes,  I  am,  and  I  think  from  the  national  association's 
perspective,  we  are  very  appreciative  of  the  recognition  given  to 
health  centers  in  that  program. 

Mr.  Bonilla.  And  I  think  that  is  significant,  because  I  have 
often  sometimes  talked  about  paying  more  attention  to  rural  areas 
and  how  they  cannot  be  forgotten  because  they  do  not  generally  ap- 
pear on  the  evening  news  each  night  and  stir  up  the  emotion  that 
many  other  areas  of  the  country  do.  And  I  have  urban  areas  in  my 
area  as  well,  and  they  need  attention,  but  rural  areas  tend  to  be 
overlooked  quite  a  bit,  and  I  commend  you  for  being  here  and 
drawing  attention  to  that  and  we  will  continue  to  work  together  on 
this. 

Mr.  Nycz.  Thank  you. 

Mr.  Serrano.  Thank  you,  sir.  Thank  you  for  your  testimony. 
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WITNESS 
ALAN  KRAUT,  PH.D.,  AMERICAN  PSYCHOLOGICAL  SOCIETY 

Mr.  SERRANO.  Our  next  witness  will  be  Alan  G.  Kraut,  Ph.D.,  Ex- 
ecutive Director,  American  Psychological  Society. 

Dr.  KRAUT.  Thank  you.  I  have  testified  before  this  committee  for 
many  years.  This  is  the  first  time  I  have  not  been  welcomed  by 
that  comforting  "come  on  around  here,  Doctor." 

Mr.  Serrano.  Well,  let  me  try  it. 

Dr.  Kraut.  For  old  time  sakes,  if  you  would. 

Mr.  SERRANO.  Dr.  Kraut,  nice  to  have  you.  Come  around  and  join 
us. 

Dr.  Kraut.  In  my  written  statement,  I  note  that  the  American 
Psychological  Society  is  joining  with  the  Coalition  for  Health  Fund- 
ing, the  Ad  Hoc  Group  for  Medical  Research  Funding,  and  the 
Medical  Health  Liaison  Group  in  supporting  overall  figures  for  NIH 
and  the  National  Institute  of  Mental  Health.  However,  in  my  brief 
time  here,  I  want  to  concentrate  on  one  issue,  the  NIH  Office  of 
Behavioral  and  Social  Science  Research. 

We  are  asking  you  to  support  this  newly  authorized  office  and  to 
appropriate  $5  million  for  its  implementation.  The  request  is  based 
on  four  points. 

First,  behavior  plays  a  central  role  in  health.  Second,  NIH  needs 
to  do  more  in  the  way  of  basic  and  applied  behavioral  research. 
Third,  the  authorizing  committees  and  the  Senate  Appropriations 
Committee  already  have  taken  specific  steps  to  instruct  NIH  to  in- 
crease behavioral  research.  But  fourth,  NIH  continues  to  resist 
these  congressional  mandates. 

This  subcommittee's  support  would  mean  that  all  relevant  con- 
gressional committees  are  on  record  on  behalf  of  the  Office  of  Be- 
havioral and  Social  Science  Research.  The  new  NIH  office  was  cre- 
ated last  year  only  after  this  subcommittee  completed  its  markup, 
so  you  have  not  yet  spoken  about  the  office.  We  hope  that  when 
you  do,  you  will  join  your  colleagues  in  support. 

Attached  to  my  written  statement  is  a  chronology  of  congres- 
sional action  on  behavioral  science  at  NIH,  from  1983  to  1994.  Con- 
gressional treatment  of  behavioral  science  at  NIH  had  been  rel- 
atively benign,  consisting  mainly  of  acknowledging  the  importance 
of  behavior  on  health,  and  encouraging  NIH  to  look  further  into 
that  relationship.  However,  beginning  in  1983,  a  pattern  emerged 
that  we  believe  ultimately  lead  to  the  creation  of  the  new  office. 

Each  year,  Congress,  primarily  through  the  Appropriations  Com- 
mittees, would  express  progressively  more  frustration  that  NIH 
was  not  complying  with  congressional  intent  and  would  ask  for 
more  NIH  activity  in  behavioral  science. 

In  fiscal  year  1993,  Congress'  view  toward  behavioral  science  at 
NIH  was  galvanized  when  the  House  and  Senate  authorizing  com- 
mittees transferred  the  three  former  ADAMHA  research  institutes 
to  NIH.  The  conference  reports  on  the  transfer  expresses  the  clear 
intention  that  behavioral  science  should  remain  a  strong  part  of 
those  three  institutes,  but  that  their  presence  does  not  relieve  the 
rest  of  NIH  of  the  responsibility  to  increase  behavioral  and  social 
science  research  throughout  the  national  institutes. 
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In  May  1993,  the  authorizing  committees  completed  the  NIH  Re- 
vitalization  Act,  which  describes  what  the  new  Office  of  Behavioral 
and  Social  Science  Research  is  to  do.  The  first  task  is  the  prepara- 
tion of  a  special  report  to  Congress  identifying  those  specific  activi- 
ties within  the  National  Research  Institutes  which  represent  the 
NIH's  behavioral  and  social  sciences  research  portfolio. 

Once  the  office  issues  that  initial  report,  the  ongoing  mission  of 
the  office  is  to  identify  projects  of  behavioral  and  social  science  re- 
search that  should  be  conducted  or  supported  by  the  National  Re- 
search Institutes  and  develop  such  projects  in  cooperation  with 
such  institutes. 

Your  Senate  counterparts  wrote  in  strong  support  of  the  Office 
of  Behavioral  and  Social  Science  Research  in  fiscal  year  1994.  Their 
report  encouraged  the  NIH  Director  to  move  quickly  to  establish 
the  office  and  directed  that  in  fiscal  year  1994,  sufficient  funds  be 
set  aside  by  the  NIH  Director  as  startup  funds  and  to  fund  the  de- 
velopment of  the  required  report.  This  amount  is  intended  to  allow 
consultation  with  outside  experts  both  in  the  development  of  the 
definition  of  behavioral  and  special  science  research  and  in  the  as- 
sessment of  the  current  levels  of  support  for  those  sciences. 

I  regret  that  despite  the  clear  and  detailed  directives  in  the  NIH 
reauthorization  and  in  the  Senate  Appropriations  report,  NIH  con- 
tinues its  resistance.  The  February  1  deadline  for  an  initial  report 
to  Congress  has  come  and  gone  without  explanation  and  there  is 
little  evidence  of  progress  in  implementing  the  new  office. 

At  a  time  when  seven  of  the  leading  causes  of  death  in  America 
ranging  from  heart  disease,  to  cancer,  to  suicide  have  at  their  base 
many  issues  involving  behavior,  we  believe  it  is  unacceptable  for 
our  foremost  scientific  institution  to  systematically  neglect  basic 
and  applied  behavioral  and  social  science  research.  The  public 
health  needs  of  our  Nation  require  a  greater  commitment  on  the 
part  of  a  publicly  funded  NIH. 

We  believe  strongly  that  this  issue  merits  your  attention  and  so 
we  respectfully  ask  you  to  do  two  things. 

To  appropriate  $5  million  in  fiscal  year  1995  to  fund  the  estab- 
lishment of  the  NIH  Office  of  Behavioral  and  Social  Science  Re- 
search; and  to  direct  NIH  to  move  quickly  to  select  a  director  for 
the  office  and  to  develop  the  required  assessment  of  current  levels 
of  behavioral  and  social  science  research  at  NIH. 

Thank  you. 

Mr.  Serrano.  Thank  you  very  much  for  your  testimony  and  we 
thank  you  for  being  with  us. 

And  since  you  will  remember  this  one,  I  will  say,  gracias. 

Dr.  Kraut.  Thank  you. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  Members  of  the  Subcommittee:    I  am  Alan  Kraut,  Executive  Director  of  the 
American  Psychological  Society.    Thank  you  for  the  opportunity  to  testify  about  the  FY  95 
appropriations  for  the  National  Institutes  of  Health  and  specifically,  the  newly  authorized 
Office  of  Behavioral  and  Social  Science  Research  at  NIH.    For  NIH  in  FY  95,  we  support 
the  Ad  Hoc  Group  for  Medical  Research  Funding  and  the  Coalition  for  Health  Funding, 
which  are  recommending  $11.9  billion.    Within  that,  for  the  National  Institute  of  Mental 
Health,  we  support  the  recommendation  of  the  Mental  Health  Liaison  Group,  which  is 
$690.7  million  for  research  programs,  $39.1  million  for  research  training,  and  $37.0 
million  for  research  management  and  support 

OFFICE  OF  BEHAVIORAL  AND  SOCIAL  SCIENCE  RESEARCH 
FY  95  Recommendation:  $5  million 

The  recent  reauthorization  for  the  National  Institutes  of  Health  (NIH)  established  a 
new  Office  of  Behavioral  and  Social  Science  Research.    This  came  about  because  for  at 
least  the  past  decade  NIH  has  not  responded  to  Congress'  expressed  interest  in  increasing 
behavioral  research  at  NIH.    That  interest  was  conveyed  in  Congressional  report  directives 
that  NIH  ignored  for  too  long.    My  testimony  today  includes,  for  context,  a  brief  review  of 
Congressional  actions  on  behavioral  research  at  NIH,    some  background  on  the  new  Office 
and  its  mission,  and  our  views  on  what  needs  to  be  done  to  get  the  Office  moving.    Our 
basic  position  is  that  (1)  behavior  plays  a  central  role  in  health  status;  (2)  NIH  needs  to  do 
more  in  the  way  of  basic  and  applied  behavioral  research;  (3)  the  authorizing  committees 
and  the  Senate  Appropriations  Committee  have  taken  specific  steps  around  the  new  NIH 
Office  of  Behavioral  and  Social  Science  Research  to  compel  NIH  to  increase  its  support; 
but   (4)    NIH  continues  to  resist  interest  in  behavioral  science.    This  Subcommittee's 
support  would  mean  that  all  relevant  Congressional  Committees  have  spoken  on  behalf  of 
the  new  OBSR.    The  new  NIH  Office  was  created  last  year  after  this  Subcommittee  had 
completed  its  markup,  so  you  have  not  yet  spoken  about  the  Office.    We  hope  that,  when 
you  do,  you  will  join  your  colleagues  in  support  of  the  Office. 

Congress  to  NIH:    Fund  More  Behavioral  Science.    Attached  to  this  statement  is  a 
chronology  of  Congressional  actions  on  behavioral  science  at  NIH  covering  the  period  from 
FY  83  through  FY  94.      Prior  to  FY  83,  Congressional  treatment  of  behavioral  and  social 
science  at  NIH  was  relatively  benign,  consisting  mainly  of  general  acknowledgements  of 
the  importance  of  behavior  on  health  and  encouragements  to  NIH  to  look  further  into  this 
relationship.    However,  beginning  with  FY  83,  a  pattern  emerged  that  we  believe  ultimately 
led  to  the  creation  of  the  new  Office:    Each  year,  Congress  —  primarily  through  the 
Appropriations  Committees  ~  would  express  progressively  more  frustration  that  NIH  was 
not  complying  with  Congressional  intent,  and  would  ask  for  more  NIH  activity  in 
behavioral  and  social  science. 

In   FY  93,  Congress'  view  toward  behavioral  research  at  NIH  was  galvanized  when 
the  House  and  Senate  authorizing  committees  transferred  to  NIH  the  three  research 
institutes  of  the  former  Alcohol,  Drug  Abuse,  and  Mental  Health  Administration.      The 
conference  report  accompanying  the  transfer  expresses  the  clear  intention  that  while 
behavioral  science  should  remain  a  strong  part  of  those  institutes,  their  presence  does  not 
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relieve  NIH  of  the  responsibility  to  increase  behavioral  and  social  science  research 
throughout  the  national  institutes: 

The  conferees  do  not  intend  the  reorganization  to  diminish  the  important  behavioral  science 
portfolios  of  the  three  former  ADAMHA  institutes.    Indeed,  the  conferees  expect  that  the 
transfer  of  these  three  institutes  will  bring  to  all  of  the  NIH  institutes  an  increased  appreciation 
for  an  emphasis  on  behavioral  science  and  health  services  research.    The  conferees  reiterate 
their  strong  support  for  psychological,  behavioral  and  social  research  in  the  understanding  of 
mental,  addictive  and  physical  disorders.    (H.Rpt.  102-522,  p.  127) 

The  OBSR  Mission.    The  authorizing  committees  then  completed  their  work  on  the  NIH 
Revitalization  Act  (PL  103-43),  which  includes  the  authority  for  the  new  OBSR.    The 
authorizations  describe  precisely  what  the  OBSR  is  to  do.  The  first  task  of  the  Office,  as  set 
forth  in  the  statue  and  described  in  detail  in  the  conference  report  is  "the  preparation  of  a 
special  report  to  Congress  identifying  those  specific  activities  within  the  national  research 
institutes  which  represent  the  NIH's  behavioral  and  social  science  research  portfolio"  (H. 
Rpt.  103-100,  p.  109).    The  conferees  call  for  the  use  of  a  standardized  definition  of 
behavioral  and  social  sciences  research  in  estimating  the  portfolios  of  the  institutes.     The 
definition  is  to  be  developed  in  consultation  with  "professional  research  organizations  with 
expertise  in  behavioral  and  social  science  research." 

The  definition  of  behavioral  and  social  science  research  is  an  issue  because  in  NIH's 
past  reports  to  Congress  on  the  support  of  behavioral  and  social  science  research,  estimates 
were  exaggerated  by  including  inappropriate  areas  of  science  in  the  calculations.     So,  in 
addition  to  directing    that  a  standard  definition  be  developed  in  consultation  with  outside 
experts,  the  statute  and   conference  agreement  also  specify  research  that  cannot  be  termed 
"behavioral  science:" 

The  conference  agreement  includes  a  provision  prohibiting  the  inclusion  of  neurobiological 
research  or  research  that  uses  behavior  merely  as  a  measure    to  determine  activity  at  cellular 
or  molecular  levels.    In  the  past,  efforts  to  include  such  research  within  the  framework  of 
behavioral  and  social  science  research  have  artificially  inflated  the  resource  commitment  to  this 
research  discipline  within  NIH.  (H.  Rpt  103-100,  p.  109) 

Once  this  definition  is  developed  and  the  OBSR  issues  its  initial  report,  the  ongoing 
mission  of  the  Office  will  be  to  "identify  projects  of  behavioral  and  social  sciences  research 
that  should  be  conducted  or  supported  by  the  national  research  institutes  and  develop  such 
projects  in  cooperation  with  such  institutes." 

Senate  FY  94  Appropriations  Action.    Your  Senate  counterparts  wrote  in  strong  support 
of  OBSR  in  the  FY  94  Appropriations  report.    The  Senate  Committee    encouraged  "the 
NIH  Director  to  move  quickly  to  establish  the  Office"  and  directed  that  in  "fiscal  year  1994 
sufficient  funds  be  set  aside  by  the  NIH  Director  as  startup  funds  and  to  fund  the 
development  of  the  required  report.    This  amount  is  intended  to  allow  consultation  with 
outside  experts  both  in  the  development  of  the  definition  of  behavioral  and  social  science 
research  and  in  the  assessment  of  the  current  levels  of  support  for  those  sciences." 
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The  Senate  Appropriations  report  also  provides  examples  of  the  kinds  of  research 
that  are  within  the  definition  of  behavioral  and  social  science  research: 

The  Committee  is  particularly  interested  in  NIH  increasing  its  commitment  to  research  in 
health  and  behavior,  personality  research,  social  and  developmental  psychology  across  the 
lifespan,  thinking  and  cognitive  science,  treatment  effectiveness,  psychopathology,  and  the 
biological  bases  of  behavior.  What  distinguishes  these  areas  of  research  is  that  they  focus 
primarily  on  the  whole  person,  many  times  in  the  context  of  the  family  or  social  structure 
(emphasis  added).  (S.  Rpt.  103-143,  p.  126) 

Status  of  the  OBSR.    I  regret  to  report  that,  despite  the  clear  and  detailed  directives  in  the 
NIH  reauthorizations  and  the  FY  94  Senate  Appropriations  report,  NIH  continues  its 
resistance  to  increasing  its  behavioral  and  social  science  research.    The  February  1  deadline 
for  an  initial  report  to  Congress  on  "the  extent  to  which  the  national  research 
institutes... conduct  and  support  behavioral  and  social  sciences  research"  has  come  and  gone 
without  explanation  from  NIH.    Similarly,  there  is  little  evidence  that  progress  is  being 
made  on  implementing  the  new  Office,  despite  promises  from  NIH  officials  last  fall  that 
they  were  moving  quickly  to  create  a  search  committee  for  an  Office  director.    This  lack  of 
progress  gives  the  appearance  of  an  atmosphere  that  continues  to  be  less  than  open  to 
behavioral  and  social  science  research. 

A  Role  for  the  House  Appropriations  Subcommittee.    At  a  time  when  7  of  the  10 
leading  causes  of  death  in  America    —  ranging  from  heart  disease  to  cancer  to  suicide  — 
have  at  their  base,  issues  of  behavior,  it  is  simply  unacceptable  that  our  foremost  scientific 
institution  systematically  neglects  basic  and  applied  behavioral  and  social  science  research. 
The  public  health  needs  of  our  nation  require  a  significantly  greater  commitment  on  the  part 
of  a  publicly  funded  NIH. 

We  believe  this  pattern  of  neglect  by  NIH  of  research  that  falls  squarely  within  its 
mission  merits  your  attention.    With  the  creation  of  the  Office  of  Behavioral  and  Social 
Sciences  Research,  the  authorizing  committees  took  the  required  step  that  allows  this 
Subcommittee  to  become  involved  in  the  issue.    We  respectfully  ask  that  the  Subcommittee 
take  the  following  steps  regarding  the  NIH  OBSR: 

0  Appropriate  $5  million  in  FY  95  to  fund  the  establishment  of  the  NIH 

Office  of  Behavioral  and  Social  Science  Research; 

0  Direct  NIH  to  move  quickly  to  select  a  director  for  the  OBSR  and  to 

develop  the  required  assessment  of  the  current  levels  of  behavioral  and 
social  science  research  by  the  national  research  institutes. 

BEHAVIORAL  SCIENCE  PROGRAMS  AT  NIH 

The  Human  Capital  Initiative.  The  behavioral  and  social  science  community  has 
developed  a  behavioral  science  research  agenda  —  the  Human  Capital  Initiative  (HO)  — 
that  discusses  the  role  of  basic  and  applied  behavioral  research  in  addressing  major  issues 
of  national  concern.    Most  of  the  issues  are  within  the  missions  of  various  NIH  institutes. 
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They  include  health  and  mental  health,  violence,  drug  and  alcohol  abuse,  literacy, 
productivity,  and  aging.     The  HCI  is  designed  to  guide  the  federal  investment  in  basic  and 
applied  behavioral  science  research  in  these  areas. 

In  the  last  few  years,  Congress  has  encouraged  NIH  and  other  federal  research 
agencies  to  use  the  HCI  in  planning  their  behavioral  programs  and  in  fact,  several  institutes, 
including  Aging,  Mental  Health,  Drug  Abuse,  and  Child  Health  and  Human  Development 
have  been  centrally  involved  in  the  development  of  the  HCI  and  subsequent  research 
initiatives  that  have  been  developed  under  the  HCI  rubric.     One  such  initiative  is  "Vitality 
for  Life:    Psychological  Research  for  Productive  Aging"  which  has  been  presented  to  the 
NIA  Director.    The  National  Institute  on  Drug  Abuse  has  provided  substantial  support  for 
another  research  initiative,  "Combatting  Drug  Abuse:    Behavioral  Research  for  Improving 
the  Public  Health,"  which  is  currently  under  development.    We  ask  that  you  lend  your 
support  to  this  effort  by  encouraging  the  national  research  institutes  to  use  the  HCI  in 
planning  their  behavioral  science  programs  in  FY  95  and  beyond. 

NIMH  Behavioral  Science  Research  Centers.    After  several  years  of 
Congressional  directives,  NIMH  created  a  Behavioral  Science  Centers  Program.    We  are 
pleased  that  two  centers  were  funded  last  year  and  that  two  more  will  be  funded  this  year. 
We  ask  this  Subcommittee  to  provide  $2  million  in  FY  95  for  additional  NIMH  behavioral 
science  research  centers. 

NIMH  B/START.    NIMH  also  has  responded  to  several  years  of  Congressional 
directives  to  reverse  the  decline  in  support  for  young  behavioral  research  investigators,  a 
trend  first  spotted  while  NIMH  was  still  part  of  ADAMHA.    In  FY  94,  NIMH  established 
the  Behavioral  Science  Track  Award  for  Rapid  Transition  (B/START)    program  to 
encourage  new  researchers  in  behavioral  science,  saying  in  its  Program  Announcement  that 
"at  the  moment,  this  field  seems  to  be  at  serious  risk  of  having  an  insufficient  number  of 
researchers."     In  FY  94,  up  to  $1.6  million  will  be  available  for  20-40  B/START  grants. 
NIMH  has  received  more  than  150  B/START  applications  in  the  first  of  three  review  cycles 
for  FY  94,  indicating  substantial  interest  from  the  field.     We  ask  the  Subcommittee  to 
allow  NIMH  to  expand  this  program  by  appropriating  $2.5  million  for  B/START  in  FY  95. 

NIMH  Behavioral  Science  Task  Force.     Last  year,  NIMH  embarked  on  its  most 
comprehensive  assessment  to  date  of  basic  behavioral  and  psychosocial  research.    The  result 
will  be  a  national  plan  for  behavioral  science  research  similar  to  other  NIMH  reports  that 
have  shaped  the  Institute's  programs  in  schizophrenia,  child  and  adolescent  mental 
disorders,  and  neuroscience.    But  it  also  will  be  of  interest  to  the  broader  National  Institutes 
of  Health  (NIH)  as  well  as  Congress,  where  it  is  hoped  the  report  will  strengthen  support 
for  basic  behavioral  science.    The  Task  Force  report  is  due  to  be  presented  to  the  NIMH 
National  Advisory  Council  soon.    We  ask  the  Subcommittee  to  lend  its  support  to  NIMH's 
Behavioral  Science  Task  Force  and  to  urge  NIMH  to  report  back  to  Congress  with  plans  for 
implementing  the  Task  Force  report. 

NICHD  —  Normative  Research  on  Ethnic  Minorities  and  Middle  Childhood 
Development.    Thanks  to  the  leadership  of  this  Subcommittee,  and  especially  to 
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Representative  Louis  Stokes,  the  National  Institute  on  Child  Health  and  Human 
Development  has  issued  Requests  for  Applications  (RFA's)  in  two  important  areas  of 
behavioral  research.    The  first  is  on  the  normative  development  of  ethnic  minorities,  an  area 
where  research  is  needed  because  too  much  developmental  information  about   ethnic 
minorities  comes  from  studies  of  high-risk  children  in  circumstances  of  poverty,  poor 
education,  and  inadequate  health  care.   NICHD,  in  collaboration  with  NIMH,  already 
awarded  6  grants  for  a  total  of  $1.2  million.    The  second  area  is  research  on  development 
during  ages  5-11,  a  period  which  has  been  relatively  understudied  but  which  may  reveal  the 
roots  of  problematic  behaviors  that  emerge  in  adolescence.    NICHD  and  NIMH  anticipate 
awarding  up  to  $1  million  for  the  middle  childhood  initiative  in  FY  94. 

An  ongoing  commitment  is  needed  in  order  to  establish  adequate  knowledge  bases 
in  these  two  areas,  both  of  which  have  significant  potential  to  inform  public  policies  on 
children  and  youth.     This  Subcommittee  said  as  much  in  last  year's  report.    To  ensure 
NICHD 's  continued  commitment  to  these  areas  of  research,  we  ask  that  the  Subcommittee 
again  direct  NICHD  to  issue  continuing  announcements  in  the  areas  of  normative  research 
on  ethnic  minorities  and  middle  childhood  development. 

NIDA  "Clinical  Trials"  on  Behavioral  Interventions.    Behavioral  research  is  a 
substantial  part  of  the  National  Institute  on  Drug  Abuse  and  its  portfolio  on  behavioral 
determinants  of  drug  abuse.    Such  research  is  needed  to  better  understand  why  certain 
individuals  begin  using  drugs,  what  treatments  work,  and  the  behavioral  effects  of  long- 
term  drug  abuse,  including  those  resulting  from  fetal  exposure  to  drugs.    We  ask  the 
Subcommittee  to  encourage  NIDA  to  continue  its  priority  in  behavioral  research  in  such 
areas  as  motivation,  peer  pressure  and  other  social  influences,  risk  taking,  and  memory  and 
cognition,  to  increase  understanding  of  drug-use  and  to  develop  effective  treatments. 

We  are  pleased  to  report  that  in  FY  94,  NIDA  issued  an  RFA  that  takes  a   "clinical 
trials"  approach  to  testing  psychological  interventions  in  drug  treatment,  which  will  be 
funded  by  a  special  set-aside  of  $3  million.    Behavioral  interventions  are  one  of  the 
Institute's  main  priorities,  along  with  medications  development,  neuroscience,  and  health 
services  research.    A  program  announcement  is  under  development  to  expand  the  behavioral 
interventions  initiative  in  FY  95  and  make  it  a  permanent  area  of  interest  for  the  Institute. 
We  ask  the  Subcommittee  to  encourage  the  development  of  the  program  announcement  on 
behavioral  interventions  in  drug  treatment  in  FY  95. 

NIA  Behavioral  Research  —  NIA  has  for  years  supported  laboratory  studies  of 
behavioral  interventions  to  improve  remembering,  thinking,  perception,  and  attention  in 
older  people.    These  studies  indicate  that  behavioral  interventions  are  successful  in 
improving  these  skills  under  laboratory  conditions.    Until  recently  little  evidence  has  been 
available  on  how  these  findings  would  best  be  used  to  improve  functioning  in  everyday  life. 
Now  there  is  new  evidence  that  such  interventions  may  be  very  effective.    We  request  this 
Subcommittee  to  encourage  NIA  to  test  the  most  promising  of  these  behavioral 
interventions.    We  request  that  this  Subcommittee  appropriate  $3  million  needed  to  support 
an  anticipated  five  multi-site  project  in  FY  95. 
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FY  83 

Disease  Prevention  —  The  Senate  Appropriations  Committee  begins  what  will  be  several 
years'  worth  of  referencing  the  Institute  of  Medicine's  report,  "Health  and  Behavior:  Frontiers 
of  Research  in  the  Behavioral  Sciences."  Citing  the  IOM's  findings  that  behavioral  factors 
play  a  central  role  in  most  of  the  10  leading  causes  of  death,  the  Committee  said  "NIH  and 
ADAMHA  need  to  look  very  carefully  at  this  matter  to  determine  how  research  in  the  life 
sciences  can  be  broadened  to  embrace  the  role  of  human  behavior  in  preventing  and  curing 
disease."    (S.  Rpt.  97-680,  p.  32) 

FY  84 

Office  of  the  NTH  Director  ~  Reiterating  its  "strong  interest  in  having  the  Department 
give  a  high  priority  to  addressing  the  numerous  recommendations"  in  the  IOM  "Health  and 
Behavior"  report,  the  Senate  Appropriations  Committee  also  notes  the  Surgeon  General's  1979 
"Healthy  People"  report  and  "directs  NIH  and  ADAMHA  to  continue  to  give  these  documents 
very  high  priority  and  to  report  back  to  the  Committee  prior  to  fiscal  1985  hearings...."  (S.  Rpt. 
98-247,  p.  86) 

FY  85 

Office  of  the  Director  —Once  again,  the  Senate  Appropriations  Committee  cites  both 
the  IOM  and  "Healthy  People"  reports,  this  time  expressing  concern  that  funds  for 
implementing  related  initiatives  were  eliminated  from  the  NIH  budget  request.      "Given  the 
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increasing  evidence  that  prevention  and  behavioral  medicine  ...  would  significantly  reduce 
morbidity  and  mortality  from  most  of  the  leading  causes  of  death  in  our  Nation,  the  Committee 
urges  the  NIH  to  begin  discussions  among  the  various  institutes  on  how  greater  emphasis  can 
be  placed  on  research  strategies  targeted  at  the  prevention  of  illness."   (S.  Rpt.  98-544,  p.  108) 

FY  86 

Health  and  Behavior,  Office  of  the  Director  —  There  is  a  shift  in  the  tone,  as  the 
Committee  notes  that  less  than  3  percent  of  the  total  NIH  budget  is  for  behavioral  and  social 
science.  The  Committee  also  indicates  that  additional  funding  was  provided  in  FY  85 
expressly  for  NIH  to  implement  the  recommendations  of  the  IOM  report  and  the  "Healthy 
People"  report.  The  Committee  asks  "the  Director  of  NIH  to  establish  a  special  inter-Institute 
task  force  on  behavioral  research,  in  order  to  ensure  that  appropriate  priority  is  given  to  this 
evolving  area  by  each  of  the  institutes,  and  to  provide  the  Director  and  the  Committee  with 
guidance  in  this  area  for  next  year's  bill."    (S.Rpt.  99-151,  p.  112) 

FY  87 

Health  and  Behavior  Research  —  Echoing  the  Senate's  discussions  of  the  previous  years, 
the  House  Appropriations  Committee  urges  NIH  to  pursue  the  recommendations  of  the  IOM 
and  "Healthy  People"  reports  and  expresses  its  support  for  behavioral  and  social  science 
research.  "The  Committee  urges  NIH  to  direct  each  of  its  research  Institutes  to  consider 
increased  support  of  health  and  behavior  research,  and  to  report  back  to  the  Committee  on 
these  initiatives...."  (H.  Rpt.  99-711,  p.  44) 

FY  88 

Health  and  Behavior  Research  —  The  House  Appropriations  Committee  reiterates  "its 
strong  support  for  increased  health  and  behavior  research  at  NIH."  Noting  that  NIH  health 
and  behavior  research  was  still  less  than  3  percent  in  FY  86,  the  Committee  said  it  "believes 
the  potential  payoff  from  increased  health  and  behavior  research  ...  warrants  an  intensified 
effort  by  NIH  to  support  this  kind  of  research."  The  Committee  underscores  its  views  and 
"again  urges  NIH  to  direct  each  of  its  research  institutes  to  expand  its  portfolio  of  health  and 
behavior  research,  and  to  be  prepared  to  discuss  this  matter  with  the  Committee  during  the  FY 
1989  hearings."    (H.  Rpt.  100-256,  p.  55) 

Virtually  identical  language  appeared  in  the  Senate  Appropriations  Committee  report. 
(S  Rpt.  100-189,  p.  141) 

FY  89 

Health  and  Behavior  —  The  House  Appropriations  Committee  escalates  it's  involvement 
in  the  issue  of  NIH  funding  for  behavioral  and  social  science  as  it  "reiterates  its  intent  that  NIH 
expand  its  health  and  behavior  portfolio"  ...  and  "re-emphasizes  its  intent  that  NIH  expand  it 
support  for  health  and  behavior  research  and  the  Director  should  be  prepared  to  testify  on  this 
matter  when  he  presents  the  FY  1990  budget  to  the  Committee."    (H.  Rpt.  100-689,  p.  48) 
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Behavioral  Research  —  Similarly  strong  language  appears  in  the  Senate  Appropriations 
report,  with  the  added  point  that  the  constant  3  percent  of  NIH's  budget  for  behavioral  research 
"is  not  in  keeping  with  what  the  Committee  has  learned  about  the  relationship  of  behavior  to 
illness  an  disability  in  our  society  and  to  the  associated  cost  of  behaviorally  influenced  health 
problems."  The  Senate  Committee  also  specifically  states  that  the  NIH  mission  "encompasses 
the  fostering  of  basic  inquiry  in  the  area  of  health  and  behavior  and  its  application  to  problems 
of  health"  and  again  says  it  is  the  Committee's  intent  that  NIH  will  "establish  each  year 
meaningful  and  explicit  goals  to  raise  its  expenditures  on  health  and  behavioral  research...."  (S. 
Rpt.  100-399,  p.  147) 

FY  90 

Behavioral  Research  —  In  an  extensive  discussion  employing  the  strongest  language  to 
date,  the  Senate  Appropriations  Committee  expresses  support  for  behavioral  research  and 
chastises  NIH  for  failing  to  recognize  the  impact  of  behavior  on  health  and  failing  to  respond 
to  Congressional  directives  to  increase  the  overall  levels  of  funding  beyond  the  estimated  3 
percent  of  the  NIH  budget.  "The  Committee  is  deeply  disturbed  that  the  NIH  report  [requested 
in  the  previous  year]  does  not  include  [a  plan  to  increase  behavioral  research],  and  the 
Committee  directs  NIH  "to  provide  another  report  this  fiscal  year  and  further,  to  specifically 
include  the  requested  long-term  planning...."  (S.  Rpt.  101-127,  p.  166) 

FY  91 

Public  Health  Service  Management  —  The  problems  behavioral  research  encounters  at 
NIH  have  been  mirrored  at  the  National  Institute  of  Mental  Health  and  the  other  (then) 
ADAMHA  institutes.  This  time,  the  Senate  Committee  calls  on  the  Assistant  Secretary  for 
Health  to  ensure  compliance  with  past  Committee  directives  concerning  behavioral  science  at 
NIMH,  NIDA  and  NIAAA.  "For  the  past  several  years,  this  Committee  has  stressed  the 
importance  of  strengthening  psychological,  behavioral  and  social  science  research,  training  and 
service  programs  of  PHS  agencies.  To  date,  the  [ADAMHA]  has  been  extremely  resistant  to 
fulfilling  its  legislative  mandate  in  this  regard"  The  Committee  also  cites  statements  by  the 
Assistant  Secretary  of  Health  that  regarding  the  nation's  health  problems:  "The  areas  of  greatest 
difficulty  had  their  roots  in  behavioral  and  social  issues,  not  just  biomedical  ones."  (S.  Rpt. 
101-516,  p.  174) 

FY  92 

Health  and  Behavior  —  Similar  to  report  language  in  previous  years,  the  Senate 
Appropriations  Committee  expressed  great  concern  about  NIH's  lack  of  progress  in  increasing 
behavioral  research,  referring  to  indications  that  the  percentage  was  actually  going  down. 
Noting  that  a  requested  plan  has  not  been  forthcoming,  the  Committee  directed  NIH  to 
"redouble  its  efforts  to  increase  the  percentage  of  funds  it  spends  on  health  and  behavior 
research  within  the  next  3  years"  and  to  report  back  within  months  with  plans  to  do  so.  (S. 
Rpt.  102-104,  p.  148) 
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FY  93 

NIH  Behavioral  Science  Mission  —  In  transferring  the  three  ADAMHA  research 
institutes  to  NIH,  the  House  and  Senate  authorizing  committees  express  in  their  conference 
report  the  clear  intention  that  while  behavioral  science  should  remain  a  strong  part  of  those 
institutes,  behavioral  and  social  science  should  be  advanced  throughout  NIH: 

The  conferees  do  not  intend  the  reorganization  to  diminish  the  important  behavioral 
science  portfolios  of  the  three  former  ADAMHA  institutes.  Indeed,  the  conferees  expect 
that  the  transfer  of  these  three  institutes  will  bring  to  all  of  the  NIH  institutes  an  increased 
appreciation  for  an  emphasis  on  behavioral  science  and  health  services  research.  The 
conferees  reiterate  their  strong  support  for  psychological,  behavioral  and  social  research 
in  the  understanding  of  mental,  addictive  and  physical  disorders.  (H.  Rpt.  102-522,  p.  127) 


The  Office  of  Behavioral  and  Social  Sciences  Research  —  The  reauthorizations  of  NIH 
established  within  the  NIH  Director's  office,  an  Office  of  Behavioral  and  Social  Sciences 
Research  (OBSR).  The  first  task  of  the  Office  is  to  submit  a  report  to  Congress  by  February 
1994  describing  the  current  levels  of  support  for  behavioral  and  social  science  at  NIH.  The 
NIH  report  will  use  definitions  to  be  developed  in  consultation  with  outside  behavioral  and 
social  science  organizations.  And  Congress  specified  what  kinds  of  research  will  not  be 
included.  The  conference  report  expressed  strong  interest  in  increasing  behavioral  science  at 
NIH,  in  having  behavioral  science  "span  the  gamut  from  basic  to  applied  science",  plus  it 
provided  a  cautionary  message  to  NIH  that  it  cannot  continue  its  resistance  to  behavioral  and 
social  science.    Among  other  things,  the  report  said: 

"The  conference  agreement  includes  a  provision  prohibiting  the  inclusion  of 
neurobiological  research  or  research  that  uses  behavior  merely  as  a  measure  to  determine 
activity  at  cellular  or  molecular  levels.  In  the  past,  efforts  to  include  such  research  within  the 
framework  of  behavioral  and  social  science  research  have  artificially  inflated  the  resource 
commitment  to  this  research  discipline  within  NIH. 

"Numerous  reports  have  documented  the  enormous  impact  of  behavior  on  health.  The 
Conferees  are  concerned  that  NIH  has  not,  relative  to  the  biological  sciences,  accorded 
sufficient  priority  to  the  support  of  behavioral  research."  (H.  Rpt.  103-100,  p.  109) 

FY  94 

Office  of  Behavioral  and  Social  Sciences  Research  -  The  Senate  Appropriations 
Committee  expressed  its  strong  support  for  the  newly-authorized  Office,  calling  on  the  Director 
of  NIH  to  move  quickly  to  start  and  adequately  fund  the  Office  in  FY  94.  Other  elements 
included  the  development  of  a  standard  definition  of  behavioral  and  social  science  research 
with  extensive  consultation  with  outside  groups,  an  expectation  of  a  substantial  increase  in  NIH 
funding  for  behavioral  and  social  sciences,  and  an  outline  of  the  kinds  of  behavioral  research 
that  should  be  encouraged.  (S.  Rpt.  103-143,  p.  126) 
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Wednesday,  February  9,  1994. 

WITNESS 

DAVID    JOHNSON,    PH.D.,    FEDERATION    OF    BEHAVIORAL,    PSYCHO- 
LOGICAL AND  COGNITIVE  SCD3NCES 

Mr.  Serrano.  David  H.  Johnson,  Ph.D.,  Federation  of  Behavioral 
Psychological  and  Cognitive  Sciences,  thank  you  for  joining  us. 
Please  come  on  around. 

Mr.  Johnson.  Mr.  Serrano,  Members  of  the  subcommittee,  I  am 
here  on  behalf  of  the  Federation  of  Behavioral,  Psychological  and 
Cognitive  Sciences  to  comment  on  the  fiscal  year  1995  budget  re- 
quest for  the  Office  of  Educational  Research  and  Improvement  at 
the  Department  of  Education,  as  well  as  the  NIH  and  Substance 
Abuse  and  Mental  Health  Services  Administration  requests. 

Once  again,  the  appropriations  process  begins  without  OERI  hav- 
ing an  authorization.  But  the  Senate  yesterday  passed  the  author- 
ization and  we  urge  the  subcommittee  to  proceed  on  the  assump- 
tion that  OERI's  authorization  will  shortly  go  to  conference  and  be 
signed  into  law. 

In  a  budget  full  of  cuts,  the  OERI  research  budget  is  slated  to 
grow  from  $78  million  to  $88  million,  reflecting  the  high  priority 
the  administration  places  on  research  and  education. 

Because  the  $10  million  increase  will  go  to  just  5  targeted  areas, 
many  of  OERI's  activities  are  frozen  at  current  funding  levels.  De- 
spite the  stress  the  freeze  will  cause,  we  cannot  fault  the  targets 
the  administration  has  chosen  for  additional  support:  $2  million 
will  go  to  improving  ERIC,  a  key  activity  if  teachers  are  to  have 
a  place  on  the  information  superhighway;  $2  million  will  go  to  re- 
search to  help  children  at  risk  of  educational  failure;  $4,042  million 
will  go  to  investigator-initiated  research  in  the  5  priority  areas 
identified  by  the  OERI  authorization;  $1.3  million  will  go  to  the  re- 
gional labs,  and  the  job  of  those  labs  is  to  see  that  research  is  ap- 
plied in  classrooms;  and  $658  thousand  will  go  to  research  plan- 
ning and  synthesis  so  that  OERI  might  invest  research  dollars  in 
areas  that  will  yield  the  highest  returns  for  the  Nation's  students. 

We  hope  the  subcommittee  will  support  the  President's  request 
for  OERI.  It  represents  a  good-faith  effort  to  place  very  scarce  re- 
sources into  those  programs  where  it  is  likely  to  do  the  most  good. 

For  NIH,  the  President  requests  a  4.7  percent  increase  for  re- 
search and  related  activities.  The  administration  calls  prevention  a 
major  way  to  save  health  care  costs.  And  Secretary  Shalala  has 
noted  that  investing  in  research  is  investing  in  prevention.  Her 
statement  is  even  more  true  for  the  behavioral  and  social  sciences 
than  it  is  for  the  biological  sciences,  since  most  health  care  dollars 
are  consumed  by  diseases  that  are  preventable  through  changes  in 
behavior.  But  the  behaviors  that  make  a  difference  are  among  the 
hardest  to  modify,  in  part  because  they  are  the  result  of  basic 
human  drives  that  assure  personal  and  species  survival.  Moreover, 
they  are  often  behaviors  that  are  instantly  rewarded,  while  the 
time  space  between  those  actions  and  the  onset  of  disease  is  gen- 
erally years. 

The  institutes  that  support  behavioral  and  social  research  are  to 
share  in  the  increase  requested  by  the  President.  We  believe  that 
serious  attention  to  behavioral  research  can  lead  to  drastic  reduc- 
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tions  in  the  incidence  of  AIDS,  heart  disease,  and  lung  cancer,  and, 
therefore,  we  ask  the  subcommittee  to  support  the  requested  in- 
creases for  NIH. 

We  are,  however,  concerned  that  although  it  was  mandated  to  re- 
port to  Congress  on  the  state  of  behavioral  and  social  science  re- 
search at  NIH  by  February  1,  the  Office  of  Behavioral  and  Social 
Science  Research  has  yet  to  be  created.  We  urge  the  subcommittee 
to  set  aside  $5  million  in  the  NIH  Director's  budget  to  get  the  office 
up  and  functioning. 

I  want  to  turn  finally  to  the  Substance  Abuse  and  Mental  Health 
Services  Administration.  The  President  has  called  for  a  13  percent 
increase  in  SAMHSA's  budget.  Adequate  funding  is  helpful,  but 
SAMHSA  needs  more  than  money  to  fulfill  its  mission.  This  new 
agency  has  been  plagued  by  long  delays  in  filling  key  leadership 
slots  on  a  permanent  basis.  As  a  result,  the  agency  has  not  been 
able  to  develop  the  strong  conceptual  and  administrative  frame- 
work that  delivers  high-quality  services  by  linking  research  to 
practice. 

While  we  support  the  budget  request  for  SAMHSA,  we  urge  this 
subcommittee  and  the  authorizing  committee  to  take  a  careful  look 
at  what  will  be  needed  to  help  SAMHSA  fulfill  its  mission.  Good 
research  is  essential  in  combating  substance  abuse  and  to  improv- 
ing mental  health,  but  research  must  have  a  way  to  move  from  the 
lab  to  service  delivery  sites.  With  Congress'  attention,  SAMHSA 
can  become  the  way. 

I  thank  the  subcommittee  for  the  opportunity  to  present  our 
views. 

Mr.  SERRANO.  Thank  you  very  much,  sir.  Thank  you  for  coming 
before  us  and  for  your  fine  testimony. 

Mr.  Johnson.  Thank  you. 

[The  prepared  statement  follows:] 
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Mr.  Natcher,  members  of  the  Subcommittee,  I  am  testifying  on  behalf  of 
seventeen  scientific  societies  that  make  up  the  Federation  of  Behavioral,  Psychological 
and  Cognitive  Sciences.   I  want  to  comment  on  the  appropriation  requests  for 
research  through  the  Office  of  Educational  Research  and  Improvement  at  the 
Department  of  Education,  as  well  as  the  requests  for  the  National  Institutes  of  Health 
and  the  Substance  Abuse  and  Mental  Health  Services  Administration. 

Once  again,  the  appropriations  process  has  begun  without  the  Office  of 
Educational  Research  and  Improvement  having  an  authorization.   I  would  urge  that 
the  Subcommittee  not  allow  this  to  be  an  obstacle  to  considering  the  President's 
request  since  passage  of  the  authorization  by  the  Senate  appears  near.  The 
administration  has  requested  the  elimination  of  hundreds  of  programs  in  the  FY95 
budget,  but  educational  research  and  educational  improvement  are  rightfully 
considered  high  enough  priorities  that  $10  million  new  dollars  are  requested  to  raise 
funding  from  $77  to  $88  million.  The  additional  $10  million  is  slated  for  five  targeted 
areas  meaning  that  other  research  programs  at  OERI  are  frozen  at  their  FY94  levels. 
While  we  are  concerned  about  the  stress  that  the  freeze  will  place  on  many  research 
and  improvement  programs,  we  do  support  the  funding  priorities  identified  in  the 
President's  budget. 

Under  his  plan  $2  million  additional  dollars  would  go  to  research  to  help 
children  at  risk.  This  money  would  be  added  to  the  $2  million  that  became  available 
when  the  Center  for  Research  on  Education  of  the  Disadvantaged  completed  its 
funding  cycle.  The  total  will  be  used  to  compete  a  new  center  on  education  of 
children  at  risk.  Our  national  problem  is  that  so  many  students  are  at  risk  of  academic 
failure.  The  administration's  decision  to  place  substantial  funding  in  addressing  this 
core  concern  represents  a  well-targeted  use  of  resources. 

Field-initiated  research  support  would  rise  from  $958,000  to  $5  million.  Our 
scientists  have  long  felt  that  it  is  terribly  short  sighted  for  the  Department  of  Education 
to  spend  less  than  one  million  dollars  on  non-targeted  educational  research  when  the 
need  to  improve  education  is  so  great.  So  this  requested  rise  in  funding  is  a  welcome 
first  step  in  raising  funding  to  a  credible  level.   It  should  be  noted,  however,  that  unlike 
the  past  when  the  Department  did  not  constrain  field-initiated  research  to 
predetermined  target  areas,  the  administration  intends  to  focus  the  research  on  the 
five  priority  areas  identified  by  the  OERI  authorization:  Curriculum,  achievement  of 
historically  underserved  populations;  early  childhood  development;  educational 
governance;  and  adult  education.  This  means  that  in  the  future  field-initiated 
educational  research  will  not  be  entirely  field-initiated.  The  areas  of  concentration 
appear  broad  enough  to  accommodate  a  wide  range  of  research,  but  if  the  chosen 
categories  appear  to  be  stopping  rather  than  facilitating  useful  research,  we  believe 
the  constraints  now  being  placed  on  the  research  should  be  reexamined  and  modified. 

The  regional  labs  are  charged  with  seeing  that  advances  from  research  are 
made  available  to  teachers.  These  labs  would  receive  an  additional  $1 .3  million.   No 
educational  reform  has  a  chance  unless  teachers  are  full  participants.  The  regional 
labs  help  make  possible  meaningful  participation  of  teachers  in  school  improvement, 
and  this  augmentation  of  regional  lab  support  will  help  give  teachers  the  tools  they 
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need  to  implement  improvements. 

The  main  repository  for  information  about  ways  to  improve  education  is  the 
ERIC  system.  As  plans  go  forward  to  put  teachers  on  the  information  superhighway, 
ERIC  will  grow  in  utility  and  importance.   The  administration  asks  $2  million  additional 
dollars  to  improve  ERIC.  The  remaining  $658,000  is  to  go  to  an  activity  that  is  often 
neglected:   research  planning  and  synthesis  of  knowledge  derived  from  research.   In 
this  prolonged  era  of  severely  restrained  budgets,  using  resources  economically 
becomes  essential.    Research  planning  and  synthesis  will  allow  OERI  to  spend 
research  and  educational  improvement  dollars  most  effectively.   We  urge  the 
Subcommittee  to  approve  the  full  request  for  educational  research  and  improvement. 

Let  me  turn  now  to  the  appropriation  request  for  the  National  Institutes  of 
Health.  Again,  recognizing  the  reality  of  the  budget  freeze,  the  fact  that  the  President 
has  asked  for  a  4.7%  rise  in  the  overall  NIH  budget  demonstrates  the  justifiably  high 
priority  that  the  administration  places  on  research  that  leads  to  better  health  for  the 
citizens  of  the  country. 

Control  of  the  cost  of  health  care  is  a  national  priority.  A  major  factor  in  the 
formula  that  yields  reduced  health  costs  is  human  behavior.  An  important  way  to  save 
health  care  costs  related  to  AIDS,  for  example,  is  not  to  become  infected  with  the  HIV 
virus.  A  major  way  to  avoid  costs  associated  with  heart  disease  is  not  to  have  heart 
disease.  A  major  way  to  avoid  costs  associated  with  lung  cancer  is  not  to  engage  in 
the  behavior-namely  smoking-that  is  most  closely  associated  with  that  cancer.   But 
the  behaviors  that  lead  to  these  diseases  are  not  simple  to  alter  in  part  because  they 
are  often  products  of  our  most  basic  and  powerful  human  drives,  the  drives  that  under 
normal  circumstances  help  us  preserve  our  own  lives  and  perpetuate  our  species.  It 
is  also  significant  that  behaviors  based  on  these  drives  are  often  rewarded  instantly, 
but  the  onset  of  disease  is  generally  separated  by  years  from  the  actions  that  caused 
the  disease.  A  significant  portion  of  the  behavioral  and  social  science  research 
portfolio  of  the  NIH  institutes  is  aimed  at  producing  the  scientific  knowledge  that  will 
permit  effective  and  lasting  behavior  change  in  several  areas  critical  to  disease 
prevention  and  health  promotion. 

This  administration  speaks  of  investing  tax  dollars  in  activities  that  are  likely  to 
have  a  pay  off.   In  terms  of  both  lives  and  money  saved  in  the  near  and  the  long  term, 
investment  in  behavioral  research  is  a  sound  choice.   It  is  not  just  a  stopgap 
investment,  something  to  do  until  a  cure  is  discovered.   Serious  application  of  the 
results  of  behavioral  and  social  science  research  can  be  cures  in  themselves.   Serious 
support  of  behavioral  and  social  science  is  the  key  to  ending  the  country's  most 
serious  health  threats  including  AIDS,  heart  disease,  and  lung  cancer.   Such  research 
also  holds  the  key  to  reducing  health  risks  from  violence,  the  social  disease  that  is 
among  the  gravest  of  concerns  for  the  citizens  of  our  country.   More  jails,  more  police 
with  more  weapons,  and  longer  sentences  for  criminals  are  measures  that  are  unlikely 
to  make  this  problem  go  away.   It  is  time  to  treat  violence  as  a  preventable  health 
problem.   NIH  is  the  proper  place  to  address  the  disease  of  violence,  and  behavioral 
and  social  science  research  must  be  central  to  the  effort  to  cure  the  disease.  We 
urge  the  Subcommittee  to  fully  support  the  requested  increases  for  the  National 
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Institutes  of  Health. 

We  have  a  particular  concern  that  we  wish  to  bring  to  the  Subcommittee's 
attention.   The  Office  of  Behavioral  and  Social  Science  Research,  authorized  by 
Congress  last  year,  is  an  important  way  to  assure  that  funds  spent  on  behavioral  and 
social  science  research  are  well  coordinated  across  NIH  and  to  see  that  such 
expenditures  yield  the  greatest  return  to  taxpayers.   Congress  had  asked  that  the 
office  report  on  the  state  of  behavioral  and  social  science  research  at  NIH  within  the 
first  quarter  of  1994.   That  will  be  difficult,  since,  as  yet,  there  is  no  Office  of 
Behavioral  and  Social  Science  Research.   We  urge  the  Subcommittee  to  make  clear 
to  the  Director  of  NIH  that  the  pace  of  development  of  this  office  needs  to  pick  up  by 
seeing  that  $5  million  of  the  increase  slated  for  the  Director's  office  be  devoted  to  the 
Office  of  Behavioral  and  Social  Science  Research. 

Despite  slow  movement  on  the  office,  the  administration  appears  to  have 
recognized  the  value  of  such  research  since  the  institutes  that  support  behavioral  and 
social  science  research  are  slated  along  with  the  other  institutes  for  increases  that 
either  slightly  dampen  the  impact  of  inflation  or  provide  for  modest  increases  above 
inflation.   Looking  across  the  whole  of  NIH,  it  is  clear  that  the  President  has  proposed 
an  essentially  steady-state  budget,  one  whose  growth  rate  is  less  than  one  percent 
above  projected  inflation.  Other  agencies  and  programs  have  been  less  fortunate,  so 
it  is  unrealistic  to  ask  the  Subcommittee  to  consider  more  substantial  increases  for 
NIH.   But  a  steady-state  budget  is  not  without  costs.  As  has  often  been  mentioned  to 
this  Subcommittee,  the  grant  success  rate  across  most  NIH  institutes  is  far  below  the 
30%  rate  that  has  long  been  considered  optimal  for  attracting  the  best  proposals  and 
for  sustaining  the  number  of  researchers  needed  to  keep  all  the  life  sciences  strong. 
The  Ad  Hoc  Group  for  Medical  Research  Funding  has  estimated  that  to  meet  the  30% 
funding  goal,  an  increase  of  9%  would  be  necessary  in  NIH's  current  services  budget. 
I  believe  the  Ad  Hoc  Group  has  or  will  discuss  its  proposal  before  the  Subcommittee. 
We  hope  that  the  Subcommittee  will  examine  the  Ad  Hoc  Group's  statement  closely, 
since  it  helps  to  make  clear  the  cost  of  a  steady-state  health  research  budget. 

Let  me  turn  finally  to  the  Substance  Abuse  and  Mental  Health  Services 
Administration.   When  ADAMHA  was  eliminated  and  research  was  separated  from 
substance  abuse  and  mental  health  services,  it  was  expected  that  the  reorganization 
would  help  both  research  and  services  prosper.   That  expectation  has  not  yet  been 
fulfilled.  The  research  institutes  of  the  former  ADAMHA  have  prospered  at  NIH,  but 
good  research  should  translate  into  effective  services.   Unfortunately,  SAMHSA  has 
not  received  the  attention  it  needs  to  become  a  strong  agency.   Difficulties  in  bringing 
permanent  personnel  into  key  leadership  positions,  and  the  lack  of  clear  purpose  that 
has  resulted  have  kept  SAMHSA  from  developing.  The  Clinton  administration  has 
asked  for  a  13%  increase  for  SAMHSA.   Robust  funding  is  one  element  in  the  effort  to 
make  SAMHSA  strong,  but  it  is  only  one  element.  We  urge  both  the  relevant 
appropriating  and  authorizing  subcommittees  to  examine  all  of  SAMHSA's  needs 
closely.       With  Congress's  help,  SAMHSA  may  yet  become  the  means  by  which 
good  research  can  be  translated  into  effective  services. 

I  thank  the  Subcommittee  for  this  opportunity  to  present  our  views. 
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WITNESS 
TRACEY  C.  BALLAS,  NATIONAL  SCHOOL-AGE  CHILD  CARE  ALLIANCE 

Mr.  Serrano.  The  next  witness  is  Tracey  Ballas,  National 
School-Age  Child  Care  Alliance.  Thank  you  for  joining  us  today. 

Ms.  Ballas.  It  is  my  pleasure.  Mr.  Chairman,  and  Members  of 
the  committee,  I  want  to  thank  you  for  the  opportunity  to  be  with 
you  here  today.  My  name  is  Tracey  Ballas  and  I  represent,  as  the 
President,  the  National  School-Age  Child  Care  Alliance.  This  is  an 
organization  that  represents  professionals  who  are  providers  of 
before-  and  after-school  child  care  programs.  In  the  past,  they  have 
been  more  commonly  known  as  latchkey  programs. 

I  also  represent  the  families  who  are  served  by  before-and-after- 
school  child  care  programs,  and  we  are  requesting  today  the  reau- 
thorization of  the  federal  dependent  care  grant,  along  with  $20  mil- 
lion for  the  federal  dependent  care  grants.  This  is  an  important 
program  which  funds  school-age  child  care  programs  as  well  as  re- 
source and  referral  agencies. 

I  am  proud  to  have  with  me  here  today  Yasmina  Vinci,  who  is 
the  Executive  Director  of  the  National  Association  for  Child  Care 
Resource  and  Referral  Agencies.  Yasmina  shared  with  me  just  last 
night  that  in  1991,  in  one  year,  three-quarters  of  one  million  par- 
ents were  assisted  in  finding  child  care  for  their  children  through 
such  agencies. 

As  we  know,  child  care  is  an  important  component  in  helping  our 
daily  lives  go  smoothly  for  millions  of  American  families.  I  would 
like  to  ask  you  actually  a  question  here  today.  When  you  were  in 
elementary  school,  where  did  you  go  after  school  and  what  kinds 
of  things  did  you  do?  Is  that  too  far  back  to  remember?  I  have  to 
struggle  to  remember  it  myself.  Can  you  think  of  where  you  went? 
Were  you  at  home? 

Mr.  Porter.  Yes. 

Ms.  Ballas.  What  kinds  of  things  did  you  like  to  do  after  school, 
Mr.  Porter? 

Mr.  Porter.  I  was  thinking,  Tracey,  as  you  asked  the  question, 
and  I  think  when  I  was  in  elementary  school,  I  probably  was  out 
playing  sports  with  my  friends  or  I  went  home,  one  or  the  other. 

Ms.  Ballas.  How  about  the  rest  of  you? 

Mr.  Porter.  But  then  I  had  a  mother  at  home  who  was  there 
and  available. 

Ms.  Ballas.  To  greet  you;  milk  and  cookies. 

Mr.  Porter.  Sure.  Had  a  grandmother,  in  fact,  too. 

Ms.  Ballas.  Great  and  the  rest  of  you? 

Mr.  Serrano.  I  was  always  inventing  games  to  play  on  cement. 

Ms.  Ballas.  Marbles? 

Mr.  Serrano.  No,  no;  not  marbles.  Box  ball;  stick  ball. 

Ms.  Ballas.  Oh,  stick  ball.  How  about  you? 

Mr.  Bonilla.  My  mother  was  home,  and  I  would  usually  come 
home  and  play  baseball  in  the  street  or  watch  cartoons  or  some- 
thing like  that  until  dad  got  home. 

Ms.  Ballas.  I  remember  wanting  to  make  money  with  my  broth- 
ers. We  decided  we  wanted  a  pool  table  and  our  parents  told  us  we 
needed  to  save  our  allowance  in  order  to  do  so  and  we  figured  out 
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it  was  going  to  take  us  forever  to  save  that  kind  of  money.  So  we 
transformed  the  backyard  into  a  three  hole-golf  course  without 
their  knowledge  and  then  charged  all  the  kids  in  the  neighborhood 
50  cents  to  come  play  golf  in  the  backyard. 

How  about  you?  Do  you  remember  what  you  did  after  school? 

Ms.  Pelosi.  I  either  went  to  the  library  or  went  home;  and 
church,  of  course. 

Ms.  Ballas.  These  are  common  memories  for  most  of  us,  but  I 
will  tell  you  what,  today  the  new  neighborhoods  are  our  before-and- 
after-school  programs.  Because  most  children  today,  as  a  matter  of 
fact  7  million  children  today,  instead  of  going  home  to  backyards, 
neighborhoods,  a  parent,  a  grandparent,  with  milk  and  cookies  and 
someone  who  will  tentatively  listen  to  what  happened  that  day  or 
help  them  with  homework  or  just  to  be  there,  in  case  they  need 
anything,  this  is  not  the  case  for  7  million  children  in  our  country. 
Most  of  them  are  going  home  to  empty  homes. 

Right  now,  1.7  million  children  in  our  country  do  have  the  help 
of  before-and-after-school  programs;  summer  programs,  holiday 
care,  like  on  the  days  when  there  might  be  a  national  holiday  and 
school  is  closed.  That  does  not  necessarily  mean  a  parent  can  stay 
home  from  work. 

These  very  important  programs  help  and  support  children  and 
make  family  lives  ever  so  much  easier  by  providing  kids  with  a 
safe,  comfortable  place  to  go  after  school  where  they  can  do  just  the 
kinds  of  things  that  all  of  you  remember.  Hopefully,  we  can  provide 
those  kinds  of  childhoods  for  our  children,  just  in  a  little  bit  dif- 
ferent location  than  perhaps  they  used  to  be  in  the  backyard  and 
in  the  neighborhood. 

As  I  said,  an  estimated  7  million  American  children  return  home 
daily  to  an  empty  house.  That  is  very  frightening  to  be  an  elemen- 
tary-age child,  to  let  yourself  in  with  your  own  key,  to  close  and 
lock  the  door,  to  not  be  able  to  go  outside  and  play  with  your 
friends  like  many  of  you  did  in  the  neighborhood,  because  the  rules 
are  you  may  not  go  outside.  There  are  strangers;  there  is  violence. 

The  loneliness  and  depravation  is  profound  for  many,  many  of 
our  children  and  there  are  many  inappropriate  choices  to  tease  and 
entice  our  unattended  children.  We  view  before-and-after-school 
child  care  as  a  major  prevention  for  many  types  of  family  violence 
and  societal  problems. 

Last  week,  there  was  a  national  report  that  you  may  have  no- 
ticed that  said  that  there  is  an  increase  in  drug  abuse  among  chil- 
dren, a  greater  increase  than  in  the  past  ten  years,  and  it  starts 
with  children  as  young  as  sixth  grade,  which,  to  me,  is  a  very 
frightening  statistic.  School-age  child  care  is  one  of  the  perfect 
places  for  children  to  go  where  they  are  safe  and  cared  for  and 
there  are  more  desirable  activities  than  drug  abuse  for  children  to 
get  into. 

Last  week  also,  right  here  on  Capitol  Hill,  there  was  a  violence 
prevention  discussion  and  there  were  children  who  came  to  talk 
with  all  of  you  and  their  greatest  suggestion,  one  of  three  of  their 
greatest  suggestions  for  prevention  of  violence,  was  having  great 
before-and-after-child-care  programs,  a  safe  place  for  them  to  go 
and  to  be  cared  for  and  nurtured  in  the  after-school  and  before- 
school  hours.  While  I  am  quite  clear  that  there  are  bills  which  are 
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under  current  consideration  by  this  Congress,  they  include  funds 
targeted  for  before-and-after-school  child  care,  but  the  Dependent 
Care  Block  Grant  is  the  only  piece  of  legislation  which  has  been  ac- 
tive that  is  exclusively  devoted  to  school-age  child  care  and  re- 
source and  referral  services. 

It  is  our  view  that  the  Dependent  Care  Block  Grant  has  been  so 
effective.  Why?  Because  it  is  small.  How  often  do  you  hear  that? 
We  like  the  fact  that  it  is  small.  The  total  allocation  is  currently 
$12.9  million  nationally,  and  it  is  distributed  to  individual  States 
according  to  their  population.  The  size  of  the  State  grants  encour- 
age creative  and  judicious  use  of  the  funds.  The  money  is  carefully 
utilized  to  provide  maximum  opportunities  for  training,  technical 
assistance  and  quality  improvements  to  our  programs. 

The  other  thing  I  started  realizing  is  that  42  thousand  new  jobs 
have  been  developed  in  the  United  States  because  we  have  before- 
and-after-child  care  programs.  And  this  funding  is  not  paying  for 
those  salaries,  yet  42  thousand  jobs  have  been  created  just  by  hav- 
ing before-and-after-school  programs. 

I  would  like  to  share  a  couple  of  major  exciting  things  that  have 
happened  with  this  tiny  little  amount  of  money  around  the  United 
States.  In  the  State  of  Washington,  issues  for  youth  violence  have 
been  addressed  by  providing  training  programs  that  serve  9-to- 15- 
year-old  children.  The  Dependent  Care  Block  Grant  is  the  only 
source  of  future  funding  for  these  types  of  programs. 

Another  important  thought:  Connecticut,  with  a  grant  of  only 
$167  thousand  was  able  to  leverage  an  additional  funding  of  $1 
million  in  their  State.  I  think  that  is  very  important  also  because 
I  can  attest  to  back  in  my  home  community  service  clubs  and  the 
United  Way  have  come  alive  with  financial  support  for  these  pro- 
grams only  because  we  have  had  tiny  little  seed  grants  through  the 
federal  dependent  care  grants. 

Corporations  are  also  intensely  interested  in  this  issue.  If  we  are 
to  have  a  productive  work  force  in  the  United  States,  then  parents 
cannot  be  full  of  fear  and  concern  in  the  before-and-after-school 
hours.  Did  my  child  get  home  safely?  Is  there  a  bully  in  the  neigh- 
borhood bothering  them?  Are  they  getting  into  sexual  experimen- 
tation because  nobody  is  providing  supervision?  Are  they  experi- 
menting with  drugs  and  alcohol  in  the  after  school  hours?  If  par- 
ents are  concerned  about  such  issues,  they  certainly  are  not  being 
productive  and  concentrating  in  the  before-and-after-school  hours 
or  even  during  the  summer  programs,  which  are  all  day  long.  That 
is  why  corporations  are  also  excited  about  the  leveraging  of  fund- 
ing. 

In  Minnesota,  there  has  been  a  partnership,  and  as  you  know, 
collaboration  is  so  very  important.  It  is  the  buzz  word  around 
Washington.  There  has  been  a  collaboration  in  Minnesota  of  the 
Department  of  Education  and  the  Department  of  Human  Services 
and  together  they  have  increased  their  slots  for  school-based  pro- 
grams by  300  percent. 

Ohio,  which  I  am  proud  to  share  with  you  as  my  home  State,  has 
had  an  exciting  partnership  between  the  resource  and  referral 
agencies  and  school-age  child  care  by  creating  12  regional  school- 
age  child  care  specialists  that  are  housed  in  our  resource  and  refer- 
ral agencies. 
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With  me  today  is  Flo  Reinmuth,  who  is  one  such  school-age  child 
care  specialist  from  around  Columbus,  Ohio  and  the  seven  counties 
that  surround  it.  Flo  has  a  very  important  job.  She  helps,  through 
her  technical  assistance,  to  start  before-and-after-school  programs 
and  to  expand  the  number  of  programs  available;  even  for  middle 
school  children,  which  as  you  know  is  a  very  critical  age.  She  also 
provides  and  coordinates  training  in  this  field  of  school-age  child 
care  and  maintains  a  resource  library  which  provides  information 
that  allows  our  programs  to  improve  and  give  greater  and  greater 
quality  to  our  children  and  families  in  Ohio. 

Kentucky  has  had  another  partnership  with  the  Department  of 
Education,  the  Cabinet  for  Human  Resources  and  the  University  of 
Kentucky,  and  with  only  a  grant  of  $192  thousand,  they  have  pro- 
vided leadership  training,  staff  development,  mini-grants  and  tech- 
nical assistance  to  improve  quality. 

And  lastly,  Arizona,  through  the  Governor's  Office  for  Children, 
has  a  grant  that  has  been  used  for  start-up  and  enhancement  of 
school-age  child  care  programs.  The  beauty  of  the  flexibility  of  this 
fund,  which  is  characteristic  of  a  small  grant  such  as  this,  has  al- 
lowed for  targeting  of  special  populations,  including  rural  and  low- 
income  areas,  as  well  as  programming  for  older  children. 

I  must  admit,  as  I  sat  here  this  morning,  I  have  heartfelt 
thoughts  for  all  of  you  here  knowing  that  making  decisions  of  allo- 
cating resources  is  a  very  difficult  decision.  Our  children  are  our 
future.  I  can  think  of  no  greater  investment  and  we  are  asking  for 
a  small  one  at  that,  yet  it  will  yield  profound  and  enormous  returns 
for  all  of  us. 

Today's  families,  in  poor  economic  times  and  other  times  of 
stress,  need  safe  nurturing  environments  for  their  school-age  chil- 
dren. Families  depend  on  before-and-after  child  care  when  it  is 
available  to  provide  their  children  with  healthy  use  of  leisure  time 
and  the  development  of  meaningful  life  skills. 

Thank  you  so  very  much  for  your  serious  consideration  for  the 
continuation  of  this  important  and  productive  program  which  has 
a  large  impact  for  minimal  expenditure  of  funds. 

Thank  you. 

Mr.  Serrano.  Thank  you  very  much,  Ms.  Ballas,  for  your  testi- 
mony. We  thank  you  very  much  for  joining  us  today. 


Wednesday,  February  9,  1994. 

WITNESS 
HELEN  FOX,  COALITION  FOR  AIDS  PREVENTION  AND  EDUCATION 

Mr.  Serrano.  Next  we  have  Helen  Fox,  Coalition  for  AIDS  Pre- 
vention and  Education. 

Ms.  Fox.  Good  morning,  Mr.  Serrano  and  Members  of  the  sub- 
committee. Thank  you  for  this  opportunity  to  testify  on  behalf  of 
the  Coalition  for  AIDS  Prevention  and  Education,  CAPE. 

I  would  like  to  thank  you  for  your  historic  leadership  in  securing 
AIDS  funding  over  the  years.  We  are  hoping  that  the  fiscal  year 
1995  appropriations  bill  will  continue  the  tradition  of  aggressively 
fighting  the  growing  AIDS  epidemic  in  this  country  through  in- 
creased resources  targeting  prevention  needs. 
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My  testimony  today  will  focus  on  funding  at  the  Centers  for  Dis- 
ease Control  for  which  we  are  asking  $95  million,  the  National  In- 
stitutes of  Health,  NIH,  for  which  we  are  seeking  a  doubling  for 
AIDS  prevention  research,  and  a  restoration  of  funding  for  the  out- 
reach demonstrations  to  prevent  HIV  transmission  among  injecting 
drug  users  not  in  treatment,  which  is  housed  at  the  Substance 
Abuse  and  Mental  Health  Services  Administration,  SAMHSA. 

My  name  is  Helen  Fox.  I  am  here  today  as  a  Public  Policy  Direc- 
tor of  the  National  Minority  AIDS  Council,  NMAC,  which  is  the  na- 
tional corporation  of  minority  AIDS  service  providers  and  the  co- 
chair  of  CAPE.  I  am  joined  by  Bill  Bailey,  who  is  with  the  Public 
Policy  Division  of  the  American  Psychological  Association  and  Bill 
is  also  here  as  a  person  living  with  AIDS.  CAPE  is  a  100-member 
coalition  of  national  organizations  dedicated  to  promoting  attention 
to  primary  HIV  prevention  and  we  serve  as  the  national  organiza- 
tions responding  to  AIDS  lead  focus  for  prevention  concerns. 

We  support  the  recommendations  for  funding  of  the  AIDS  triple 
track  prevention  health  care  services  and  research.  We  are  particu- 
larly concerned  that  the  primary  HIV  prevention  agenda  has  once 
again  been  given  short  shrift.  There  are  no  new  dollars  in  the 
President's  budget  for  primary  care  HIV  prevention  services  at 
CDC. 

There  are  actually  cuts  in  the  funding  for  prevention  services  at 
SAMHSA,  and  the  very  modest  increases  for  AIDS  research  pro- 
posed in  the  President's  budget  will  not  permit  the  kind  of  growth 
in  AIDS  prevention  research  as  recommended  by  the  National 
AIDS  Commission. 

Despite  numerous  calls  to  the  contrary,  there  is  no  national  plan 
for  HIV  prevention.  The  resources  and  efforts  where  they  exist  are 
scattered  and  diffuse.  As  the  National  AIDS  Commission  reported 
last  year,  in  this  report,  prevention  funding  is  all  too  often  targeted 
for  funding  cuts  in  order  to  pay  for  priorities  in  other  areas  when 
budgets  are  tight.  Slowly,  the  AIDS  advocacy  community  has 
turned  its  attention  to  this  AIDS  prevention  crisis.  The  Congress 
will  hear  more  this  year  than  ever  before  about  prevention  and  the 
national  AIDS  groups  have  agreed  that  HIV  prevention  must  be- 
come one  of  our  primary  concerns.  Among  the  messages  Congress 
will  hear  this  year  is  that  prevention  does  work. 

Effective  interventions  are  the  intensive  one-on-one  counseling 
opportunities  in  which  at-risk  individuals  are  encouraged  and  as- 
sisted in  reducing  their  high-risk  behavior.  These  are  the  multi-ses- 
sion programs  modeled  by  Dr.  Mary  Jane  Rotherum  with  homeless 
and  runaway  youth  in  New  York  City,  or  bar-based  interventions 
with  gay  men,  developed  by  Dr.  Jeff  Kelly,  focusing  on  changing 
the  behaviors  of  community  leaders. 

Recognizing  the  value  of  this  community-based  approach,  Rep- 
resentative Nancy  Pelosi  introduced  legislation  last  year  that 
would  dramatically  restructure  the  way  prevention  is  undertaken 
at  the  local  level.  CAPE  would  like  to  thank  Representative  Pelosi 
for  your  central  role  in  this  process. 

Building  on  these  proposals,  the  Centers  for  Disease  Control  un- 
dertook an  effort  to  reform  the  way  HIV  prevention  is  conducted 
at  the  local  level.  CDC  and  the  new  leadership  of  HHS  and  the 
Public  Health  Service  deserve  a  great  deal  of  credit  and  praise  for 
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inaugurating  this  reform,  but  it  is  a  process  that  will  require  sig- 
nificant additional  investment  of  resources  built  into  multiyear 
budgets  for  sustained  effort.  You  cannot  initiate  an  entire  change 
in  a  system  meanwhile  expecting  it  to  continue  to  deliver  its  full 
compliment  of  services  without  making  significant  increases  in  that 
service  funding. 

In  ignoring  prevention  needs  and  actually  reducing  funding  for 
prevention  programs,  the  budget  has  done  a  great  disservice  to  the 
Nation.  Thus,  CAPE  strongly  encourages  the  committee  to  support 
a  $95  million  appropriation  increase  for  CDC's  community-based 
HIV  prevention  program  in  fiscal  year  1995. 

Among  the  critical  priorities  are  efforts  targeting  women,  youth, 
gay  men  and  communities  of  color,  and  these  efforts  must  be  sus- 
tained. In  particular,  cooperative  agreements  from  minority  and 
other  community-based  organizations  provide  direct  funding  and 
technical  assistance  to  community-based  organizations  in  the  cities 
most  heavily  affected  by  HIV.  Furthermore,  we  strongly  rec- 
ommend the  use  of  some  of  the  new  funds  towards  the  development 
of  innovative  collaborations  between  service  providers  and  re- 
searchers working  in  this  area. 

With  regard  to  research  on  HIV  prevention,  the  deficit  and  the 
national  commitment  to  research  effective  strategies  to  achieve  pre- 
vention has  been  repeatedly  identified  and  emphasized  by  a  host 
of  independent  outside  expert  advisory  groups.  Consistent  with  the 
professional  judgment  of  the  scientists  doing  the  work  of  AIDS 
overall,  the  national  AIDS  organizations  have  proposed  funding  of 
AIDS  research  activities  at  $550  million  over  the  fiscal  1994  budg- 
et. In  order  to  assure  an  appropriate  balance  between  behavioral 
and  biomedical  research  and  the  AIDS  portfolio  at  NIH,  CAPE  rec- 
ommends a  significant  portion  of  the  overall  AIDS  research  budget 
be  dedicated  to  primary  HIV  prevention  research. 

Finally,  given  the  increasing  incidence  of  HIV  infection  among 
injecting  drug  users  and  their  sexual  partners,  it  is  particularly 
troubling  that  the  President's  budget  zero  funds  the  only  targeted 
program  for  HIV  prevention  among  this  population.  This  is  uncon- 
scionable, especially  given  the  fact  that  the  voice  of  this  population 
is  largely  missing  from  the  policy  circles  inside  the  Beltway.  CAPE 
urges  a  full  restoration  of  funding  for  this  program  in  the  fiscal 
year  1995  budget  and  a  targeting  of  these  funds  to  innovative 
strategies  to  reach  the  sexual  partners  of  injecting  drug  users. 

Thank  you  for  this  opportunity  to  present  testimony  on  behalf  of 
the  coalition  for  AIDS  prevention  and  education  and  I  would  be 
happy  to  respond  to  any  questions  that  you  may  have. 

[The  prepared  statement  follows:] 
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>ood  Morning  Mr.  Chairman  and  Members  of  the  Subcommittee.  Thank  you  for  this  opportunity  to  testify 
on  behalf  of  the  Coalition  for  AIDS  Prevention  and  Education  (CAPE)  on  the  subject  of  FY  1995  funding  for 
AIDS  primary  prevention  activities.   I  would  also  like  to  thank  you  for  your  historic  leadership  in  securing 
AIDS  funding  over  the  years.   We  are  hoping  that  the  FY  1995  appropriations  bill  will  continue  the  tradition 
of  aggressively  fighting  the  growing  AIDS  epidemic  in  this  country  through  increased  resources  targeting 
urgent  unmet  needs. 

My  testimony  today  will  focus  on  funding  needs  at  the  Centers  for  Disease  Control  (CDC)  for  which  we  are 
asking  for  $95  million,  the  National  Institutes  of  Health  (NIH)  for  which  we  are  seeking  a  doubling  for  AIDS 
prevention  research,  and  a  restoration  of  funding  for  the  outreach  demonstrations  to  prevent  HTV  transmission 
among  injecting  drug  users  not  in  treatment  which  is  housed  at  the  Substance  Abuse  and  Mental  Health 
Services  Administration  (SAMHSA). 

My  name  is  Marie  St.  Cyr,  I  am  the  Executive  Director  of  Iris  House,  a  pilot  project  delivering  AIDS 
prevention  and  health  care  services  to  women,  children  and  their  families  in  New  York  City.   I  am  also  here 
today  as  a  Board  Member  of  the  National  Minority  AIDS  Council  (NMAC),  the  national  organization  of 
minority  AIDS  service  providers  and  a  co-chair  of  CAPE. 

Founded  in  1987,  CAPE  is  a  100  member  coalition  of  national  organizations  dedicated  to  promoting  attention 
to  primary  HTV  prevention.   As  you  can  see  from  the  attached  list,  18  national  organizations  are  endorsing 
ur  statement  here  today.   In  1989,  we  joined  the  National  Organizations  Responding  to  AIDS  (NORA)  and 
jrrently  act  as  that  group's  lead  focus  for  prevention  concerns.   Once  NORA  has  been  able  to  fully  review 
and  consider  the  President's  FY  1995  budget  request,  it  will  be  submitting  funding  recommendations  for  the 
entire  array  of  funding  needs  in  AIDS  at  the  Public  Health  Service  (PHS).  CAPE  will  participate  in  that 
process,  which  will  produce  recommendations  for  the  AIDS  triple  track:  prevention,  health  care  services,  and 
research. 

HIV  PREVENTION  LEADERSHIP  LACKING  IN  PRESIDENT'S  BUDGET 

We  are  particularly  concerned  that  the  primary  HTV  prevention  agenda  has  once  again  been  given  short  shrift 
There  are  no  new  dollars  in  the  President's  budget  for  primary  prevention  services  at  CDC.   There  are 
actually  cuts  in  the  funding  for  prevention  services  at  the  Substance  Abuse  and  Mental  Health  Services 
Administration  (SAMHSA).   And  the  very  modest  increases  for  AIDS  research  proposed  in  the  President's 
budget  will  not  begin  to  allow  for  the  kind  of  growth  in  AIDS  prevention  research  as  recommended  by  the 
National  AIDS  Commission  in  its  report  last  year. 

Tragically,  this  reflects  the  state  of  AIDS  prevention  in  the  country  today.   ADDS  prevention  is  the  most 
neglected  and  overlooked  aspect  of  the  federal  HTV  effort   Despite  numerous  calls  to  the  contrary  there  is  no 
national  plan  for  HTV  prevention.   The  resources  and  efforts,  where  they  exist  are  scattered  and  diffuse. 
Prevention  funding  is  all  too  often  targeted  for  funding  cuts  in  order  to  pay  for  priorities  in  other  areas  when 
budgets  are  tight   Indeed  in  its  report  issued  in  July,  1993,  and  entitled,  Behavioral  and  Social  Sciences  and 
the  HiV/AJPS  Epidemic,  the  National  AIDS  Commission  found  that  "the  most  disturbing  example  of  the 
roblems  faced  in  the  AIDS  prevention  arena  is  a  political  willingness  to  deny  adequate  funding  for  AIDS 
prevention  in  general  and,  indeed,  to  institute  cuts  in  the  funding  of  AIDS  prevention  activities. " 
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This  happens  in  large  measure  because  historically  there  has  been  no  vocal  and  pressing  grassroots 
constituency  for  AIDS  prevention.   As  a  disease,  AIDS  generates  the  greatest  passion  among  the  sick  and  the 
dying  and  among  their  care  givers.  The  infected  are  ready  and  willing  to  demand  research  for  a  cure  and 
services  for  the  sick  in  the  strongest  possible  way.   Far  too  often  however  those  persons  who  are  at  risk  for 
HIV  infection  don't  know  or  don't  acknowledge  their  risk  and  thus  don't  push  for  additional  support  for 
federal  prevention  programs. 

To  ignore  prevention  however,  leads  tragically  to  disease  and  death.  Time  and  again,  prevention  advocates 
have  pointed  to  the  estimate  of  80,000  new  infections  in  the  coming  year.. .almost  all  of  which  could  be 
prevented  by  current  strategies  and  technologies. 

Slowly,  the  AIDS  advocacy  community  has  turned  its  attention  to  this  HIV  prevention  crisis.   With  the 
President's  lack  of  attention  to  prevention  in  the  FY  95  budget,  the  prevention  community  raised  a  stir  that 
caused  members  of  the  Administration  to  think  twice.   New  political  and  community  organizing  is  now 
underway  to  invigorate  the  grass  roots  voice  around  prevention.  The  Congress  will  hear  more  this  year  than 
ever  before  about  prevention  and  the  national  AIDS  groups  have  agreed  that  HIV  prevention  must  become 
one  of  our  priority  concerns. 

nong  the  messages  that  Congress  will  hear  this  year  is  that  prevention  does  work.  There  have  been 
numerous  questions  about  whether  prevention  is  effective.  The  best  scientific  minds  around  the  country  have 
provided  uncontroverable  evidence  that  AIDS  prevention  efforts  do  work.  What  do  we  mean  by  effective 
prevention  interventions?  We  are  not  talking  about  a  one  time  airing  of  a  prevention  video  in  the  schools  for 
our  kids  or  the  passing  out  of  a  single  AIDS  prevention  pamphlet 

Effective  interventions  are  the  more  intensive,  one-on-one  counseling  opportunities  where  a  professional  or  a 
peer  talks  to  the  individuals  and  works  with  them  to  reduce  their  high  risk  behavior  over  time.   It's  the  multi 
session  program  modeled  by  Dr.  Mary  Jane  Rotherum  with  homeless  and  runaway  youth  in  New  York  City; 
it's  the  bar-based  interventions  with  gay  men  developed  by  Dr.  Jeff  Kelly  focusing  on  changing  the  behaviors 
of  community  leaders;  it's  the  efforts  of  outreach  workers  in  crack  houses  and  on  the  streets  so  effectively 
modeled  through  NIDA's  research  efforts.    These  individual,  organizational  and  community-level 
interventions  are  effective  in  changing  behavior. 

The  problem  is  we  don't  have  enough  models  for  all  of  the  high  risk  groups  in  the  country  and,  most 
importantly,  we  are  far  from  having  the  resources  to  set  up  efforts  like  these  in  all  communities  around  the 
country. ..and  that  is  exactly  what  its  going  to  take:  a  massive  infusion  of  dollars  to  support  more  research, 
more  dissemination,  and  more  programming.   Programming  that  is  sensitive  to  community  values, 
programming  that  is  designed  to  speak  to  the  target  population  in  language  that  they  will  hear,  programming 
that  is  provided  by  trusted  community  level  peers. 

PC  REORGANIZES  AIDS  COMMUNITY-BASED  PREVENTION  ACTIVITIES 
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Early  in  the  session  last  year.  Representative  Nancy  Pelosi  introduced  her  legislation,  H.R.  1538,  the 
Comprehensive  HTV  Prevention  Reform  Act  of  1993.   Her  leadership,  that  of  the  AIDS  Action  Council, 
through  their  HTV  prevention  blue  print,  and  the  work  of  many  of  CAPE's  member  organizations  began  a 
national  debate  about  what  was  needed  in  HTV  prevention.  CAPE  would  like  to  thank  Representative  Pelosi 
for  her  central  role  in  this  process.  Building  on  these  proposals,  the  CDC   undertook  an  effort  to  reform  the 
way  HTV  prevention  planning  is  conducted  at  the  local  level   After  receiving  input  from  a  host  of  leaders  in 
community  groups  and  outside  experts,  the  CDC  issued  comprehensive  guidelines  for  community  level  HTV 
prevention  planning. 

In  advocating  for  reform,  community-based  groups  and  prevention  professionals  have  long  argued  that 
changes  were  needed  in  the  way  prevention  programs  were  administered.   The  existing  infrastructure  just 
didn't  work.   On  the  other  hand  our  groups  have  always  argued  that  prevention  programs  targeting  behavior 
change  at  the  local  community  level  do  work.   Unfortunately,  far  too  many  prevention  opportunities  have 
been  lost  due  to  a  lack  of  funding  too  many  needs  have  been  left  unmet   Part  of  this  reform  process,  then, 
has  been  to  ensure  that  unmet  needs  in  HIV  prevention  are  met 

And  this  reform  has  changed  the  way  in  which  HTV  prevention  priorities  are  established  at  the  local  level, 
lie  new  system  which  has  been  set  into  place  this  year,  requires  that  state  and  local  public  health  agencies 
ork  together  with  community  groups  to  identify  unmet  HTV  prevention  needs  and  to  establish  funding 
priorities.  This  new  system  is  also  extremely  exciting  in  that  it  utilizes  knowledge  from  the  behavioral  and 
social  sciences  about  the  most  effective  prevention  strategies  in  making  the  funding  decisions. 

CDC  and  the  new  leadership  of  HHS  and  the  Public  Health  Service  deserve  a  great  deal  of  credit  and  praise 
for  inaugurating  this  reform.   It  will  go  a  long  way  toward  addressing  many  of  the  concerns  raised  by 
community  groups  about  prevention  programming  over  the  last  10  years.   But  it  is  a  process  that  will  require 
significant  additional  resources  in  order  to  make  it  work.   Prevention  is  cost-effective  when  compared  to 
AIDS  care...but  it  does  require  an  investment  of  resources,  built  into  raultiyear  budgets  for  a  sustained  effort 


FUNDING  FOR  REFORM 

This  truism  was  lost  on  the  budget  managers  at  the  Office  of  Management  and  Budget  (OMB).   You  can't 
initiate  an  entire  change  in  a  system  meanwhile  expecting  it  to  continue  to  deliver  its  full  compliment  of 
services  without  making  significant  increases  in  that  service  funding.   In  ignoring  prevention  funding  needs 
and  actually  reducing  funding  for  prevention  programs  to  injecting  drug  users,  this  budget  has  done  a  great 
disservice  to  the  nation.  Thus,  CAPE  strongly  encourages  the  Committee  to  support  a  $95  million 
appropriation  increase  for  CDC's  community  based  HTV  prevention  programming  for  FY  1995. 

Within  this  increase,  $60  million  should  be  allocated  to  state  and  local  health  agencies  to  fund  innovative, 
ffective  and  vibrant  community-based  prevention  programming  that  reflects  the  best  knowledge  from  the 
oehavioral  sciences  and  the  best  experience  from  a  decade  of  HTV  prevention  programming  in  communities 
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across  this  country.   Another  $5  million  should  be  used  to  ensure  effective  community  planning  and  to 
enhance  technical  assistance  for  community  planning.   It  is  critical  that  all  groups  that  have  a  stake  in  HIV 
prevention  fully  participate  in  the  planning  process.  Without  funding  to  do  technical  assistance  and  support 
for  outreach  and  training,  many  disenfranchised  groups  may  never  get  to  the  table  to  participate. 

The  remaining  funding  increase  should  be  distributed  among  other  aspects  of  CDC's  HIV  prevention  effort 
CDC's  prevention  marketing  program,  using  the  national  media  to  disseminate  the  HIV  prevention  message  is 
a  good  example  of  a  program  that  deserves  additional  support   Efforts  targeting  women,  youth,  gay  men,  and 
communities  of  color  demand  additional  attention,  as  the  face  of  the  epidemic  continues  to  change  and  new 
infections  among  these  population  groups  grow  exponentially.   In  particular,  cooperative  agreements  for 
minority  and  other  community-based  organizations  provider  direct  funding  and  technical  assistance  to 
community-based  organizations  (CBOs)  in  the  cities  most  heavily  affected  by  HIV.   This  program  creates  a 
critical  infrastructure  within  minority  communities  to  fight  against  AIDS.   We  ask  that  the  Subcommittee 
continue  to  support  funding  for  this  program  until  such  time  as  the  comprehensive  reforms  from  community 
planning  are  in  place  and  evaluated. 

We  must  also  look  at  alternative  sites  for  doing  the  HIV  prevention  work.   In  addition  to  outreach  on  the 
ieets,  prevention  through  community  based  agencies,  and  educational  programs  in  the  schools,  CDC  must 
ntinue  its  efforts  to  work  through  the  workplace  as  a  important  vehicle  for  HIV  prevention  efforts. 
Furthermore,  we  strongly  recommend  that  the  Subcommittee  direct  that  some  of  the  new  funds  toward  the 
development  of  innovative  collaborations  between  service  providers  and  researchers  working  in  this  area. 
One  of  the  great  problems  in  HIV  has  been  the  inability  of  translating  findings  from  the  behavioral  sciences 
to  prevention  programs  on  the  street   Only  by  establishing  linkages  between  AIDS  prevention  researchers 
and  service  providers,  will  these  relationships  truly  grow  and  prosper. 

NIH:  AIDS  BEHAVIORAL  RESEARCH 

With  regard  to  research  on  HIV  prevention,  the  deficit  in  the  national  commitment  to  research  effective 
strategies  to  achieve  prevention  has  been  repeatedly  identified  and  emphasized  by  a  host  of  independent 
outside  expert  advisory  groups.   In  its  report  last  year,  the  National  AIDS  Commission  found  that  tremendous 
opportunities  for  substantial  movement  in  the  HIV  prevention  agenda  have  been  lost  because  of  the  gross 
underfunding  of  this  area. 

Consistent  with  the  professional  judgement  of  the  scientists  doing  the  work  on  AIDS  overall,  the  national 
AIDS  organizations  have  proposed  funding  of  AIDS  research  activities  at  $350  million  over  the  fiscal  1994 
budget   While  the  recent  NTH  reauthorization  bill  will  result  in  spending  on  AIDS  research  based  on  the  NIH 
AIDS  strategic  plan,  the  Congress  will  still  want  to  advise  NIH  on  the  relevant  overall  priorities  within  the 
AIDS  budget   In  order  to  ensure  an  appropriate  balance  between  behavioral  and  biomedical  research  in  the 
AIDS  portfolio  at  NIH,  CAPE  recommends  that  a  significant  portion  of  the  overall  AIDS  research  budget  be 
dicated  to  primary  HIV  prevention  research. 
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SAMHSA:  OUTREACH  DEMONSTRATIONS 

Given  the  increasing  incidence  of  HIV  infection  among  injecting  drug  users  and  their  sexual  partners,  it  is 
particularly  troubling  that  the  President's  proposal  zero  funding  the  only  targeted  program  for  HTV  prevention 
among  this  population.   Since  the  mid-1980s,  there  has  been  a  growing  awareness  that  outreach  to  injecting 
drug  users  not  in  treatment  is  an  effective  strategy  to  reach  drug  users  on  the  street,  who  are  not  otherwise  in 
touch  with  the  public  health  system.   Based  on  research  at  the  National  Institute  on  Drug  Abuse  (NIDA),  this 
intervention  strategy  has  shown  dramatic  reductions  in  bad  needle  hygiene  among  injectors  and  indeed  many 
of  those  contacted  have  moved  on  into  drug  abuse  treatment   In  the  late  1980s  Congress  was  funding  a 
demonstration  at  almost  $50  million  to  show  the  effectiveness  of  this  strategy. 

Over  time  this  program  was  shifted  from  NIDA  to  the  Center  for  Substance  Abuse  Treatment  (CSAT)  at  the 
Substance  Abuse  and  Mental  Health  Services  Administration  (SAMHSA).   During  the  course  of  this  transfer, 
funding  was  reduced  to  just  over  $10  million.   Now  the  President  has  proposed  eliminating  that  program 
entirely.  This  is  unconscionable,  especially  given  the  fact  that  the  voice  of  this  population  is  largely  missing 
from  the  policy  circles  inside  the  beltway.   CAPE  urges  a  full  restoration  of  funding  for  this  program  in  the 
FY  1995  budget  and  a  targeting  of  these  funds  to  innovative  strategies  to  reach  the  sexual  partners  of 
iecting  drug  users. 

SEXUALLY  TRANSMITTED  DISEASE  PROGRAMS 

Finally,  CAPE  strongly  urges  support  for  the  funding  recommendations  of  the  Sexually  Transmitted  Disease 
(STD)  Coalition.   Given  the  relationship  between  other  STDs  and  the  transmission  of  HIV,  it  is  critical  that 
the  Committee  understand  that  in  supporting  the  STD  budget,  they  are  doing  the  work  of  fighting  AIDS.  The 
STD  coalition  has  recommended  a  $62  million  increase  in  CDC's  STD  grants  and  direct  operations.  They 
have  also  called  for  a  $16  million  budget  increase  in  NIH  STD  related  research.  CAPE  stands  strongly 
behind  these  critical  proposals. 


c«ooo>»= 


Thank  you  for  this  opportunity  to  present  testimony  this  morning  on  behalf  of  the  Coalition  for  AIDS 
Prevention  and  Education  (CAPE),  I  would  be  pleased  to  answer  any  questions  the  Committee  may  have. 
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Wednesday,  February  9,  1994. 

WITNESS 
DANIEL  T.  BROSS,  AIDS  ACTION  COUNCIL 

Mr.  Serrano.  Daniel  T.  Bross,  Executive  Director  of  AIDS  Action 
Council.  Thank  you  for  joining  us  today,  sir. 

Mr.  BROSS.  Thank  you,  Mr.  Chairman  and  members  of  the  com- 
mittee. 

I  am  Daniel  Bross,  Executive  Director  of  the  AIDS  Action  Coun- 
cil and  the  Washington  representative  of  over  a  thousand  commu- 
nity-based State  AIDS  service  providers  from  across  the  country 
and  I  am  here  today  speaking  on  behalf  of  those  organizations  from 
the  AIDS  Resource  Center  of  Wisconsin  to  the  Texas  AIDS  net- 
work, to  the  San  Francisco  AIDS  Foundation  to  rural  and  urban 
service  providers  in  Illinois  and  to  the  South  Bronx  neighborhood 
AIDS  project.  AIDS  Action  Council  also  convenes  the  150-member 
National  Organizations  Responding  to  AIDS,  or  NORA  Coalition. 
Our  AIDS  Action  Council  budget  request  for  fiscal  year  1995  and 
NORA's  are  identical. 

As  probably  all  of  you  know  all  too  well,  AIDS  is  the  leading  kill- 
er or  the  leading  cause  of  death  of  young  American  men  and  the 
fourth  leading  cause  of  death  of  young  American  women  and  the 
fifth  leading  cause  of  death  among  one-to-four-year-old  children  in 
the  United  States. 

We  are  well  aware  of  the  competing  demands  made  on  the  fed- 
eral budget,  yet  AIDS  continues  to  require  additional  resources,  es- 
pecially in  prevention  services  if  we  are  to  prevent,  as  Congress- 
woman  Pelosi  has  noted,  additional  lost  lives.  AIDS  is  often  de- 
scribed as  the  disease  that  receives  the  disproportionate  level  of 
federal  funding.  This  simply  is  not  so.  People  with  AIDS  died  at  a 
young  age,  cutting  off  many  years  of  productive  life,  of  work,  of 
paying  taxes,  of  contributing  to  society. 

When  we  look  at  spending  on  disease,  we  must  look  at  it  in  the 
context  of  years  of  potential  life  lost  not  only  number  of  annual 
deaths.  When  compared  to  cancer  or  heart  disease,  AIDS  receives 
the  lowest  amounts  of  federal  funds  per  years  of  potential  life  lost. 
Actually,  only  $544  compared  to  $562  for  heart  disease  and  $1,044 
for  cancer.  I  have  enclosed  a  chart  with  my  written  testimony  com- 
paring AIDS  funding  with  other  major  disease  groups. 

Successfully  attacking  the  HIV  AIDS  epidemic  in  our  Nation  re- 
quires a  compliment  to  a  full-scale  approach  in  prevention,  re- 
search and  care.  Absent  a  preventive  vaccine,  your  only  hope  of 
halting  further  HIV  transmission  is  through  a  comprehensive  tar- 
geted approach  to  HIV  prevention  throughout  the  Nation.  We  were 
dismayed  to  find  that  the  president  did  not  include  an  increase  for 
these  programs. 

We  propose  a  $95  million  increase  over  last  year  in  the  Centers 
for  Disease  Controls  HIV-prevention  related  programs,  and  AIDS 
Action  Council  wants  to  echo  the  compliments  paid  Congress- 
woman  Pelosi  by  the  previous  speaker  Helen  Fox  and  the  efforts 
and  the  leadership  she  has  shown  in  not  only  putting  forward  her 
legislation,  but  working  aggressively  with  this  fine  staff  at  the  CDC 
to  make  sure  we  do  have  effective  prevention  in  this  country. 

Ms.  Pelosi.  I  appreciate  that.  Thank  you. 
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Mr.  Bross.  For  those  who  have  already  become  infected,  we  must 
ensure  they  have  access  to  care  and  services.  To  that  end,  we  pro- 
pose $226  million  for  increases  in  health  service  programs  in  the 
Ryan  White  CARE  Act  rather  than  the  $93  million  increase  in  the 
President's  budget.  We  request  an  increase  of  $64  million  for  Title 
I  of  that  Act. 

Our  request  for  an  additional  $88  million  for  Title  II  represents 
the  level  of  needs  for  this  State-based  program,  which  all  States  ac- 
cess. It  will  provide  the  necessary  funding  level  for  the  essential 
drug  purchase  assistance  program  and  will  allow  an  expansion  of 
services  in  regions  that  have  traditionally  been  underserved. 

Our  request  of  $34  million  in  increases  in  funds  for  Title  111(b) 
will  permit  the  service  of  early  intervention  and  life  prolonging 
services  to  poor  clients  being  seen  at  community  and  migrant 
health  centers  and  other  federally  qualified  health  centers. 

We  also  support  a  $40  million  increase  in  Title  IV  programs  serv- 
ing children,  adolescents  and  families.  This  is  an  underserved  pop- 
ulation that  unfortunately  constitutes  a  rapidly  growing  segment  of 
the  HIV  population. 

Ultimately,  biomedical  and  behavioral  research  will  provide  the 
critical  answers  and  treatment  for  HIV  infection.  To  that  end,  we 
propose  a  $550  million  increase  in  AIDS  related  biomedical  and  be- 
havioral research  at  the  National  Institutes  of  Health.  Our  support 
for  increased  funding  for  AIDS  research  comes  in  the  context  of  a 
call  for  an  overall  increase  in  our  Nation's  commitment  to  bio- 
medical and  behavioral  research.  In  addition  to  AIDS  care,  re- 
search and  prevention,  two  non-AIDS-specific  health  programs  are 
of  special  importance  to  us. 

We  support  full  funding  for  the  CDC's  multi-drug  resistant,  TB 
elimination  plan,  which  would  require  an  increase  of  $342  million. 
There  was  only  a  $4  million  increase  for  this  program  in  the  Presi- 
dent's fiscal  year  1995  budget. 

Finally,  substance  abuse  is  linked  to  the  largest  percentage  of 
new  cases  of  HIV  infection.  We  request  a  $500  million  increase  in 
the  Substance  Abuse  Services  Block  Grant  to  expand  treatment  ca- 
pacity, and  enhance  quality  of  service  for  these  treatment  pro- 
grams. 

We  are  pleased  to  see  that  the  President  has  increased  this  pro- 
gram by  $300  million. 

This  is  a  broad-brush  stroke  of  AIDS  Action  and  NORA's  funding 
priorities.  There  are  numerous  smaller  programs  critical  to  the 
fight  against  this  epidemic.  Over  the  next  weeks,  we  will  present 
the  members  of  this  committee  with  a  detailed  overview  of  these 
programs  and  their  funding  needs  for  fiscal  year  1995. 

Thank  you. 

Mr.  Serrano.  Thank  you  very  much  for  your  testimony,  sir. 
Thank  you  for  joining  us  today. 

Mr.  Bross.  Thank  you. 

[The  prepared  statement  follows:! 
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Mr.  Chairman  and  Members  of  the  Committee.   I  am  Daniel  Bross,  Executive 
Director  of  AIDS  Action  Council,  the  Washington  representative  of  over  1000 
community-based  AIDS  service  providers  from  across  the  country.    AIDS  Action 
Council  is  the  only  national  organization  dedicated  solely  to  shaping  federal 
AIDS  policy.   We  speak  for  all  kinds  of  community-based  AIDS  organizations, 
from  the  AIDS  Resource  Center  of  Wisconsin  the  AIDS  Project  of  New  Haven 
to  the  South  Bronx  Neighborhood  AIDS  Project,  to  the  largest  New  York  and 
San  Francisco  service  providers.   AIDS  Action  Council  also  convenes  the 
coalition.  National  Organizations  Responding  to  AIDS  (NORA),  our  budget 
requests  and  NORA's  are  identical.   The  NORA  recommendation  funding  chart 
is  included  with  this  statement. 

AIDS  was  the  principal  public  health  crisis  of  the  1980s.    Unfortunately,  it 
remains  so  in  the  1990s.    It  is  the  leading  cause  of  years  of  potential  life  lost  for 
all  Americans;  it  is  the  leading  cause  of  death  for  young  American  men  and  the 
fourth  leading  cause  of  death  for  young  American  women,  and  the  fifth  leading 
cause  of  death  among  one-to-four  year  old  children  in  the  US.   Once  a  disease 
centered  in  large,  urban  areas,  it  is  now  an  epidemic  that  is  truly  national  in 
scope.   Once  stressing  an  already  overburdened  urban  public  health  care  system, 
it  now  is  further  eroding  a  rural  health  care  system  that  has  had  difficulty 
providing  access  to  health  care  in  the  first  place.   Increasingly,  AIDS  is  also 
associated  with  the  other  major  public  health  epidemic  afflicting  our  nation: 
substance  abuse.   AIDS  is  primarily  a  disease  affecting  disenfranchised  people. 
Their  HIV  disease  is  reflective  of  the  current  and  past  failure  of  the  health  care 
system  to  meet  the  nation's  needs  for  care,  prevention,  and  substance  abuse 
treatment. 

We  are  well  aware  of  the  competing  demands  made  on  the  federal  budget.   Your 
committee  has  shown  extraordinary  leadership  in  the  past  in  making  tough 
choices.   If  we  are  to  successfully  contain  this  pandemic,  we  must  look  to 
Congress  once  again  to  provide  the  increased  resources  needed,  especially  in 
prevention.   Promoting  good  health  and  preventing  the  spread  of  disease  could 
not  be  a  better  investment  in  our  nation's  future.  We  firmly  believe  that 
deferring  spending  that  addresses  this  epidemic  assures  that  the  budgetary  impact 
of  AIDS  will  be  greater  in  the  years  ahead,  and  countless  lives  will  be  needlessly 
lost. 

AIDS  is  often  held  up  as  the  disease  that  receives  a  disproportionate  level  of 
federal  funding.   This  is  not  so.    People  with  AIDS  die  at  a  young  age,  cutting 
off  many  years  of  productive  life,  of  work,  of  paying  taxes,  of  contributing  to 
society.   When  we  look  at  spending  on  disease,  we  must  look  at  it  in  the  context 
of  Years  of  Potential  Life  Lost,  not  only  number  of  annual  deaths.   When 
compared  to  cancer  or  heart  disease,  AIDS  receives  the  lowest  amount  of  federal 
funds  per  years  of  potential  life  lost-actually  only  $544  compared  with  $562  for 
heart  disease  and  $1,044  for  cancer.    I  have  enclosed  a  chart  with  this  written 
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testimony  comparing  AIDS  funding  with  other  major  disease  groups. 

Successfully  attacking  the  HIV/AIDS  epidemic  in  our  nation  requires  a 
commitment  to  a  full-scale  approach  in  three  critical  areas:  prevention,  research, 
and  care. 


Prevention 

Absent  a  preventive  vaccine,  which  some  experts  say  may  not  be  available  for 
another  decade,  our  only  hope  of  halting  further  HIV  transmission  is  through  a 
comprehensive,  targeted  approach  to  AIDS  prevention  throughout  the  nation. 
This  can  become  a  model  of  effective  health  promotion  in  a  number  of  critical 
areas  of  public  health.   We  were  dismayed  to  find  that  the  President  did  not 
include  an  increase  in  this  program.   We  propose  a  $95  million  increase  over  last 
year  in  the  Center  for  Disease  Control's  HIV  prevention-related  programs. 

Of  the  three  strategies  in  the  fight  against  AIDS  —  prevention,  care  services,  and 
research  -  prevention  has  remained  the  most  neglected  in  the  federal  response 
for  the  past  half  decade  and  has  remained  close  to  level-funded  over  the  past  four 
years.   Ironically,  with  effective  and  well-funded  prevention  programs  in  place, 
we  could  successfully  reduce  the  demand  for  care  services  in  the  future. 

Despite  a  lack  of  widespread  awareness  of  the  effectiveness  of  HIV  prevention 
programming,  there  is  very  strong  and  clear  data  indicating  that  HIV  prevention 
does  work.   Increased  funding  for  prevention  programs  designed  and  delivered  at 
the  community  level  is  our  top  priority.  The  Centers  for  Disease  Control  and 
Prevention  is  to  be  commended  for  instituting  a  community  planning  process 
among  state  and  local  health  department  cooperative  agreement  holders. 
Community  planning  is  an  ongoing,  collaborative  process.   Public  health 
authorities,  other  state  and  local  agencies,  nongovernmental  agencies  and 
representatives  from  all  communities  and  groups  at  risk  for  HIV  infection  will 
now  work  in  partnership  to  plan  and  implement  HIV  prevention  programs.  We 
must  not  jeopardize  this  sort  of  community  planning  effort  by  not  offering  the 
financial  support  to  carry  out  the  federal  government's  mandate. 


Care 

Poverty  is  the  biggest  single  barrier  to  health  care  access.   For  those  who  have 
already  become  infected,  we  must  ensure  that  they  receive  access  to  care  and 
services.   Progress  in  drug  development  through  research  is  meaningless  unless 
we  can  assure  access  to  health  care.  To  that  end,  we  propose  $226  million  in 
increases  for  health  service  programs  in  the  Ryan  White  CARE  Act  rather  than 
the  $93  million  increase  in  the  Presidents  budget 
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We  request  $389.5  million  for  Title  I  of  the  Act  (vs.  $364.5  million  in  the 
President's  budget),  which  provides  emergency  aid  to  high-incidence  cities  and 
would  permit  expansion  for  newly  eligible  Title  I  cities  (estimated  at  5)  without 
having  to  cut  services  in  currendy  funded  Tide  I  cities.   This  would  also  allow 
for  a  small  cost-of-living/caseload  increase  of  only  10%  over  the  final  FY  1994 
level  for  currendy  funded  cities,  despite  higher  estimates  of  caseload  increases 
and  services  eligibility. 

Our  $272  million  request  for  Tide  n  (vs.  $214  in  the  President's  budget) 
represents  the  level  of  need  for  this  state-based  program  which  all  states  access. 
It  will  permit  a  more  adequate  funding  level  for  the  essential  drug  purchase 
assistance  program  that  now  must  be  supported  out  of  Tide  I  funds  and  will 
allow  an  expansion  of  care  consortia  in  regions  that  have  been  underserved  to 
date,  as  well  as  allowing  for  current  services  for  a  15%  caseload  increase.   In 
addition,  this  tide  specifically  addresses  programs  serving  women,  children,  and 
their  families. 

Our  request  of  $34  million  increase  (vs.  $19  million  in  the  President's  budget)  in 
funds  for  Tide  mB  will  permit  the  support  of  early  intervention  services  to  poor 
clients  being  seen  at  community  health  centers  and  other  federally  qualified 
health  centers.  This  program  is  a  critical  first  step  in  providing  earlier  —  and 
therefore  life  prolonging  —  care  and  preventive  services  for  people  with  HIV. 
This  program  received  flat  funding  last  year,  despite  ever-increasing  caseloads. 

We  also  support  a  $40  million  increase  (vs.  $5  million  in  the  President's  budget) 
for  Title  IV  programs  serving  children,  adolescents  and  families.  This  is  a 
grossly  underserved  population  that  unfortunately,  constitutes  a  rapidly  growing 
segment  of  the  HTV  population.   This  program  has  been  essentially  level  funded 
for  three  years  despite  a  40%  increase  in  demand  for  services  each  year,  and  is 
an  important  model  for  demonstrating  how  readily  research  and  comprehensive 
care  can  be  coordinated  to  increase  participation  in  clinical  trials  for  children, 
adolescents  and  pregnant  women. 


Research 

Ultimately,  biomedical  and  behavioral  research  will  provide  the  critical  answers 
for  treatment  and  prevention  of  HIV  infection.   Without  a  larger,  concentrated, 
planned  commitment  to  an  effective  research  agenda,  we  will  be  unabie  to  stem 
the  tide  of  the  epidemic.  The  United  States  is  unique  in  the  world  in  having  the 
resources  and  HTV  research  infrastructure  to  undertake  this  mission  that  can  save 
literally  millions  of  lives  around  the  world.   But  we  have  not  had  the  political 
will  to  do  so.  To  that  end,  we  propose  a  $550  million  increase  in  AIDS-related 
biomedical  and  behavioral  research  at  the  National  Institutes  of  Health.   (The 
President  has  put  an  additional  $78  million  in  his  budget)  Our  support  for 
increased  funding  for  AIDS  research  comes  in  the  context  of  a  call  for  an  overall 
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increase  in  our  nation's  commitment  to  biomedical  and  behavioral  research. 

We  believe  that  without  the  funding  levels  requested  for  NIH,  important 
opportunities  will  be  lost  in  all  areas  of  research  --  basic  research  and  drug 
discovery,  clinical  treatments,  vaccine  development,  behavioral  research,  and 
epidemiology  --  all  of  which  will  result  in  more  deaths  and  higher  health  care 
costs.   In  addition,  the  need  for  better  funded  and  better  managed  AIDS  research 
is  reflected  in  recent  congressional  passage  of  the  NTH  reauthorization  bill,  which 
creates  a  planning  and  priority  setting  process  that  will  assure  that  funds  are 
spent  in  a  manner  reflecting  research  needs. 

Beside  our  triple  track  approach  of  AIDS  care,  research  and  prevention,  two  non- 
AIDS  specific  public  health  programs  are  of  special  importance  to  us: 
tuberculosis  elimination,  and  substance  abuse  treatment. 


Tuberculosis 

We  support  full  funding  of  the  CDC's  Multi-Drug  Resistant-TB  Elimination  Plan 
at  $484.  There  is  only  a  $4  million  increase  for  this  program  in  the  President's 
budget.   TB  continues  to  pose  an  increasing  threat  to  the  public  health  and  poses 
a  special  threat  to  persons  with  HIV  infection,  since  those  with  compromised 
immune  systems  are  most  susceptible  to  TB.  While  clearly  having  serious 
implications  for  the  HIV  epidemic,  the  TB  epidemic  is  serious  in  and  of  itself 
without  the  underlying  issues  associated  with  HIV.  Therefore,  we  believe  these 
increases  should  be  considered  in  the  context  of  the  TB  control  program,  not  the 
ADDS  budget.  Without  a  complete  program  of  TB  control,  the  costs  of 
ultimately  controlling  the  epidemic  will  continue  to  rise,  as  have  the  estimates  for 
the  TB  elimination  program  over  the  last  several  years.  These  funds  should  be 
provided  to  assure  the  availability  of  a  continuum  of  services  needed  by  persons 
with  TB  to  allow  prompt  identification  of  those  with  TB  and  to  assure  their 
adherence  to  treatment  regimens  through  voluntary  means. 


Substance  Abuse  Treatment 

And  finally,  substance  abuse  is  linked  to  the  largest  percentage  of  new  cases  of 
HTV  infection.   A  significant  majority  of  new  cases  of  AIDS  in  women  is  either 
directly  or  indirectly  related  to  injection  drug  use.  The  best  method  for 
preventing  the  further  spread  of  HIV  is  to  assure  all  substance  users  treatment  on 
request   We  request  a  $500  million  increase  in  the  Substance  Abuse  Services 
Block  Grant  to  expand  treatment  capacity  and  enhance  quality  of  services  for 
these  treatment  programs.   We  are  pleased  to  see  that  the  President  has  increased 
this  program  by  $300  million  in  his  budget  In  addition,  the  block  grant 
mandates  a  set-aside  for  the  provision  of  HIV/AIDS-related  outreach  and  early 
intervention  services.   States  are  also  required  to  provide  tuberculosis  counseling. 
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testing  and  treatment  services  to  persons  receiving  substance  abuse  treatment.  To 
be  able  to  comply  with  these  requirements,  states  must  see  a  substantial  infusion 
of  funds. 

This  is  a  broad-brush  stroke  of  AIDS  Action  Council's  funding  priorities.    There 
are  numerous  smaller  programs  in  mental  health  care,  behavioral  science, 
substance  abuse,  STDs,  etc.  which  are  critical  to  the  fight  against  this  epidemic. 
At  a  later  date  we  will  present  the  committee  members  with  details  of  these 
programs  and  funding  needs. 
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Federal  HIV/AIDS-Related  Program  Funding  Summary 
(numbers  are  rounded  to  the  nearest  million) 


FY  1994 
funding 

FY  1995  NORA  recommended 
increase  over  FY  1994 

FY  1995  President's 
requested  increase 

Ryan  White 
CARE  Act 

(Care) 

$579.5  million 

+  $226  million 

+  $93  million 

Centers  for 
Disease  Control 
and  Prevention 

(Prevention) 

$543  million 

+  $95  million 

$0 

A  Coalition 

National  Institutes 
of  Health  (Research) 

$1.3  billion 

+  $550  million 

+  $78  million 

Convened  by 
AIDS  Action  Council 

Tuberculosis  (CDC) 

$142  million 

+  $342  million 

+  $4  million 

Substance  Abuse 
Block  Grant 

$1.2  billion 

+  $500  million 

+  $300  million 

AIDS  Drug  Treatment 

(Indian  Health  Service) 

$500,000 

+  $420,000 

1875 
Connecticut  Ave  WW 

AIDS  Housing 
Opportunities  Act 

(Housing) 

$156  million 

+  $156  million 

$0 

Suite  700 

Washington  DC 

20009 

Fax  202  986  1345 

Tel  202  986  1300 
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1992  Federal  Research  Spending  by  Year  of  Potential  Life  Lost 


$1,200     -r 


$1,000      - 


■  CANCER 

□  HEART  DISEASE 

■  HIV/AIDS 


CANCER  HEARTDISEASE 


HIV/AIDS 


SOURCE:  Center*  for  Dime  Control  projection*  and  Public  Health  Service  Budget  Office. 

NOTE:  Yean  of  Potential  Lift  Lott  Before  Age  65  (YPPL)  U  a  jaodart  measure  of  toe  Impact  of 
Figure*  for  1992  are 


YPTL 


FY  1992 


Caanr 

1.870000 

522.430 

Heart  Mm 

m      1.286000 

71X254 

AIDS 

1.546400 

51.000 

Sl.95tOOO.0OO 
$  7234004)00 
S  841.000000 


S  per  YPPL 

11.044 
$  562 
S  544 


Spending  figure*  drawn  from  FY  1993  Midget  ^"»""  cancer  budget  i*  total  National  Cancer 
Intntute  budget.  Including  AIDS:  total  AIDS  tpending  U  acroa  all  of  hOH:  bean  ipeoding  U  drawn 
from  bean  and  vaacular  dl*e**e*  cornponeot  of  National  Health.  Lung  and  Blood  Ioattoite  budget 
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Wednesday,  February  9,  1994. 

WITNESS 
CHARLES  N.  QUIGLEY,  CENTER  FOR  CIVIC  EDUCATION 

Mr.  SERRANO.  Charles  N.  Quigley,  Executive  Director,  Center  for 
Civic  Education.  Thank  you,  Mr.  Quigley,  for  being  with  us  today. 

Mr.  Quigley.  Thank  you.  I  appreciate  the  opportunity  to  address 
you,  Mr.  Chairman  and  Members  of  the  committee.  I  am  here  to 
request  your  support  for  the  civic  education  program  in  the  Depart- 
ment of  Education;  as  a  matter  of  fact,  for  civic  education  programs 
generally. 

It  has  long  been  recognized  that  enlightened  citizenry  is  nec- 
essary for  a  political  system  such  as  ours  to  exist.  It  has  also  long 
been  recognized  that  one  of  the  principle  goals  of  education  has 
been  to  foster  that  enlightenment  that  enables  people  to  participate 
intelligently,  and  yet  this  is  a  field  that  is  perhaps  one  of  the  most 
neglected  in  our  school  curriculum.  I  will  give  you  just  two  bits  of 
evidence. 

For  example,  there  was  a  recent  study  of  47  States  of  the  curric- 
ula requirements  which  revealed  that  explicit  attention  was  paid  to 
civic  education  in  less  than  1  percent  of  the  courses  at  the  elemen- 
tary level,  7  percent  at  the  middle  school  level  and  14  percent  at 
the  high  school  level. 

When  the  Governors  convened  in  Charlottesville  to  write  up  the 
national  goals,  the  first  drafts  of  the  national  goals  said  nothing 
whatsoever  about  the  preparation  of  people  to  become  competent 
citizens.  The  term  citizenship  was  added  to  goal  three  only  after 
considerable  pressure  was  placed  upon  the  group,  and  even  then  it 
is  not  listed  as  one  of  the  five  major  subject  areas  to  be  treated  in 
that  document.  When  this  administration  came  in,  they  added  arts 
and  foreign  languages  to  the  subject  areas,  thus  making  them 
seven  and  resisted  adding  civics  and  governments  or  civic  edu- 
cation. 

For  at  least  the  last  30  years,  Congress  has  been  the  champion 
of  civic  education  on  the  federal  level.  Most  recently,  Congress  has 
added  civic  education  to  the  goals  legislation,  the  Educate  America 
Act,  on  both  the  House  and  the  Senate  side.  It  added  civic  edu- 
cation to  the  Elementary  and  Secondary  Education  Acts  on  both 
the  House  and  the  Senate  side. 

The  only  programs  that  have  been  supported  in  the  Department 
of  Education  in  civics  have  been  placed  there  by  Congress.  For  ex- 
ample, two  of  the  most  notable  and  these  are  small  programs,  but 
they  have  considerable  national  impact,  two  of  the  most  notable  are 
the  law-related  education  program,  which  was  added  in  1978, 
which  is  basically  a  program  designed  to  help  students  understand 
their  rights  and  responsibilities  in  a  society  governed  by  a  rule  of 
law. 

Ted  Bell,  who  I  believe  is  one  of  our  most  knowledgeable  and  so- 
phisticated Secretaries  of  Education,  commented  that  the  law-relat- 
ed education  program  got  more  bang  for  the  buck  than  any  other 
program  in  the  Department  of  Education  during  his  tenure. 

The  other  program  that  I  am  particularly  supporting  here  is  the 
current  civic  education  program,  which  is  on  the  history  and  prin- 
ciples of  the  Constitution  and  Bill  of  Rights.  This  program,  created 
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by  Congress  and  funded  by  Congress  this  year  at  approximately 
$4.5  million  generates  approximately  $40  million  in  cost  sharing  at 
State  and  local  levels  and  is  being  implemented  in  over  22  thou- 
sand schools  in  every  State  and  congressional  district  in  the  United 
States.  This  last  academic  year  there  was  something  like  56  thou- 
sand teachers  with  over  4  million  students  and  in  the  first  6  years 
of  the  program  it  reached  approximately  16  million  students. 

Now,  it  is  just  not  reaching  the  students;  it  is  having  an  impact. 
There  is  research  reported  in  my  written  summary  showing  inde- 
pendent research  by  educational  testing  services  shows  that  this 
program,  more  than  any  other  program,  increases  students  knowl- 
edge and  understanding  of  the  Constitution,  the  Bill  of  Rights, 
their  contemporary  relevance.  It  also  increases  student  participa- 
tion. 

For  example,  in  Clark  County  schools,  seniors  taking  the  course, 
80  percent  registered  to  vote  as  compared  to  a  school  wide  average 
of  37  percent.  And  there  is  a  new  study  by  Professor  Richard  Brody 
at  Stanford  University  showing  that  students  going  through  the 
program  have  shifts  in  their  attitudes,  their  values,  and  their  com- 
mitments to  fundamental  constitutional  principles  that  are  all  posi- 
tive. 

The  international  impact  of  this  program  by  the  way  is  having 
a  considerable  impact  nationally,  but  this  and  also  other  programs 
supported  under  the  Law-Related  Education  Act  are  being  used  in- 
creasingly in  emerging  democracies  as  models. 

For  example,  the  curricular  materials  on  the  Constitution  and 
Bill  of  Rights  have  been  translated  into  Georgian  and  used  in  the 
Soviet  Republic  of  Georgia.  They  have  used  the  teacher  training  in 
Poland,  Slovakia,  and  the  Czech  Republic.  And  the  Federal  Repub- 
lic of  Germany  is  considering  using  these  materials  in  a  national 
program  similar  in  design  and  intent  to  the  current  program  in  the 
United  States. 

In  conclusion,  thanks  to  Congress,  the  national  education  goal  is 
now  to  include  explicit  attention  to  civics  and  governments.  There 
are  national  standards  being  developed,  and  that  is  one  of  the  eight 
subject  areas.  This  program  promotes  those  goals,  promotes  goal 
three,  promotes  goal  six,  and  it  is,  of  course  to  those  of  us  in  edu- 
cation, and  I  am  sure  the  general  public,  that  in  a  society  as  di- 
verse as  ours,  there  is  a  continual  need  to  develop  among  the  popu- 
lace, starting  at  an  early  age,  the  commitment  to  the  fundamental 
values  and  principles  that  bind  us  together  as  a  Nation,  and  that 
is  what  this  program  does.  I  hope  you  will  find  it  worthy  of  contin- 
ued support. 

Mr.  Serrano.  Thank  you  very  much,  Mr.  Quigley,  for  your  testi- 
mony and  we  thank  you  for  being  with  us  today. 

Mr.  Quigley.  You  are  welcome. 

[The  prepared  statement  follows:] 
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We  the  People... 
The  Citizen  and  the  Constitution 

Directed  by  the  Center  for  a  vie  Education 
Funded  by  the  U.S.  Department  of  Education  by  act  of  Congress 


Before  the  Subcommittee  on 
Labor,  Health  and  Human  Services,  and  Education 

Written  testimony  of 

Charles  N.  Quigley,  Executive  Director 

Center  for  Civic  Education 

on  behalf  of 

We  the  People...  The  Citizen  and  the  Constitution 

During  FY  94,  under  the  authority  of  the  Elementary  and  Secondary  Education  Act.  Congress 
provided  an  appropriation  of  $4,463  million  to  the  Department  of  Education  to  support  the  national 
program  in  chic  education  entitled  We  the  People-  The  Citizen  and  the  Constitution.  By  doing 
so.  Congress  continued  and  expanded  the  program  it  had  created  and  supported  for  six  years  initially 
under  the  auspices  of  the  Commissiori  on  the  Bicentennial  of  the  United  States  Constitution  chaired 
by  former  Chief  Justice  Warren  E  Burger. 

We  at  the  Center  are  pleased  that  the  Surxornmirtee  on  Elementary,  Secondary,  and  Vocational 
Education  has  included  this  program  in  HR.  6  that  has  been  referred  to  the  Committee  on  Education 
and  Labor.  We  respectfully  request  that  the  Subcommittee  on  Labor,  Health  and  Human  Services, 
and  Education  include  funding  at  the  authorized  level  of  S5  million  to  continue  the  program  and  to 
offset  partially  the  costs  of  its  growth.  The  following  information  is  provided  to  support  this  request 

Major  characteristics  of  the  program 

Relation  to  national  education  goals 

We  the  People—  is  the  most  extensive  program  funded  by  the  Department  of  Education  that  directly 
supports  the  attainment  of  the  National  Education  Goal  on  citizenship.  Goal  DX  It  promotes  student 
attainment  of  challenging  content  standards  in  civics  and  government  related  to  this  goal  currently 
being  developed  under  separate  funding  from  ED  by  the  Center  for  Civic  Education 

Studies  reveal  the  effectiveness  of  civic  education  and  its  current  neglect 

The  neglect  of  formal  instruction  in  civics  and  government  was  recently  highlighted  by  a  review  of 
the  (hsmrjuDon  of  courses  in  the  1992-93  social  studies  programs  of  47  states  conducted  by  the 
National  Center  for  History  in  the  Schools  at  the  University  of  California  at  Los  Angeles.  The 
survey  revealed  the  following  percentages  of  courses  offering  insuuetion  in  civics  and  government  of 
the  total  course  offerings  in  social  studies: 


Kindergarten  to  4th  grade 
Grades  5-8 
Grades  9-12 


=  0.4% 
=  6.9% 
=  14.0% 


This  neglect  of  civic  education  is  particularly  unfortunate  in  the  light  of  its  historic  role  as  a  principal 
goal  of  education  in  the  United  States  and  of  research  findings  such  as  the  following  which  reveal  its 
potential. 


Center  for  Civic  Education—  Mai  n  Office 

5146  Douglas  Fir  Road 

Calabasas.  CA  91302-1467 

(818)591-9321   •  FAX  (818)591-9330 


Washington,  DC  Office 

1785  Massachusetts  Avenue,  N.W.,  Room  325 

Washington.  DC  20036-2117 

(202)265-0529  •  FAX  (202)  265-0710 
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Dr.  Richard  Brody ,  Professor,  Department  of  Political  Science  at  Stanford  University  summarizes  the  results 
of  a  recent  study  of  secondary  education  and  its  effects  on  beliefs,  attitudes,  and  values  essential  to  a 
functioning  democracy.  The  study  revealed  that 

■  Students  using  the  We  the  People—  curriculum  are  more  supportive  of  American  political  values  than 
are  students  in  other  courses  in  civics,  government,  and  American  history. 

■  The  We  the  People—  curriculum  promotes  political  tolerance  by  increasing  self-confidence,  reducing 
political  conformity,  and  by  teaching  students  that  political  ideas  can  be  challenged  without  being 
deprecated. 

■  Students  in  high  school  civics,  government,  and  American  history  courses,  more  than  Americans  at  large, 
are  generally  supportive  of  the  constitutional  rights  and  civil  liberties  of  dissenting  individuals  and 
groups. 

Earlier  studies  noted  below  have  shown  that  students  participating  in  the  We  the  People-  program 
outperform  other  students  on  tests  of  their  knowledge  of  the  fundamental  principles  and  values  of  American 
constitutional  democracy.  Together,  these  studies  make  a  strong  case  for  the  support  by  Congress  and  the 
administration  for  increased  attention  to  education  in  civics  and  government  in  general  and  for  the  We  the 
People—  program  in  particular. 

Extent  of  participation 

The  We  the  People—  program  is  the  most  extensive  program  in  the  United  States  devoted  to  educating 
young  people  about  their  rights  and  responsibilities  as  citizens  under  the  Constitution  and  Bill  of  Rights.  The 
program  has  the  capacity  to  reach  every  elementary  and  secondary  school  student  in  public  and  private 
schools  across  the  nation 

During  its  first  six  animir  years,  the  program  has  involved  an  estimated  16  million  students  in  22,000 
schools  in  an  in-depth  study  of  the  Constitution  and  Bui  of  Rights.  This  year  the  offices  of  393  U.S. 
Representatives  and  95  VS.  Senators  have  participated  in  the  program  by  assisting  in  the  training  of  students 
and  teachers,  attending  and  presenting  awards  at  competitions,  and/or  signing  and  presenting  certificates  of 
achievement  to  students.  Hundreds  of  businesses  and  professional  and  community  organizations  also  have 
provided  their  assistance  in  the  implementation  of  the  program  in  communities  throughout  the  nation. 

The  curriculum 

The  Center  for  Civic  Education  developed  the  We  the  People...  curriculum  in  consultation  with  a 
nonpartisan  group  of  leading  scholars  and  educators.  It  complements  the  regular  school  curriculum  and  is 
designed  for  a  wide  range  of  achievement  levels.  As  a  part  of  the  program,  classes  have  the  opportunity  to 
participate  in  limlMed  congressional  hearings  on  the  history  and  contemporary  application  of  the 
Constitution  in  either  a  competitive  or  noncompetitive  setting.  External  evaluations  such  as  the  study  by 
Richard  Brody  noted  above  have  revealed  that  these  hearings  are  unusually  successful  in  motivating  students 
and  enhancing  learning. 

The  We  the  People-  curricula!  materials  provide  students  with  a  course  of  instruction  on  the  historical 
development  of  the  U.S.  Constitution  and  the  basic  principles  of  constitutional  democracy.  It  is  designed  to 
foster  civic  competence  and  civic  responsibility  through  the  development  of 

■  an  understanding  of  the  Constitution  and  Bin  of  Rights  and  the  fundamental  principles  and  values 
they  embody. 

■  an  understanding  of  the  rights  and  responsibilities  of  citizens  in  our  constitutional  democracy 


H 


622 


The  We  the  People—  curriculum  examines  the  following  topics,  at  levels  appropriate  for  students  from  upper 
elementary  grades  through  high  school: 

■  Political  philosophy.  The  basic  philosophical  ideas  that  influenced  the  development  of  the 
Declaration  of  Independence,  the  Constitution,  and  me  Bill  of  Rights. 

■  History  and  experience.  The  evolution  of  constitutional  government  and  the  historical  experiences 
that  influenced  the  development  of  the  Declaration  of  Independence,  the  Constitution,  and  the  Bill  of 
Rights. 

■  Writing  the  Constitution.  The  principal  issues  and  debates  of  the  Philadelphia  Convention  and  the 
struggle  between  the  Federalists  and  And  -Federalists  over  ratification. 

■  Establishing  the  government  The  organization  of  the  new  government  and  the  development  of 
judicial  review. 

■  Protection  of  basic  rights.  The  protection  of  freedom  of  religion,  freedom  of  expression,  due 
process  of  law,  equal  protection  of  the  laws,  and  the  right  to  vote. 

■  Responsibilities  of  citizenship.  The  role  of  the  citizen  in  our  constitutional  democracy  and  the  rights 
and  responsibilities  of  citizenship. 

The  We  the  People—  curriculum  is  available  at  three  instructional  levels  for  upper  elementary,  middle,  and 
high  schools.  At  each  level,  varied  teaching  strategies  encourage  student  participation  and  involvement 

Students  complete  the  curriculum  by  taking  a  test  on  the  history  and  principles  of  the  Constitution  and  Bill  of 
Rights.  Students  who  successfully  pass  the  test  receive  award  certificates,  signed  by  their  member  of 
Congress  or  another  prominent  official. 

Each  year  free  sets  of  the  auricular  materials  are  available  to  each  congressional  district.  Each  set  includes  all 
the  materials  required  to  implement  the  curriculum  in  the  classroom  such  as  student  texts,  tests,  a  teacher's 
guide,  and  instructions  for  conducting  noncompetitive  and  competitive  hearings. 

Results  of  independent  evaluations 

Independent  studies  by  Educational  Testing  Service  (ETS)  have  revealed  that  students  enrolled  in  the  We  the 
People-  program  at  upper  elementary,  middle,  and  high  school  levels  "significantly  outperformed 
comparison  students  on  every  topic  of  the  tests  taken."  Based  on  the  superior  performance  of  students  at  all 
levels,  the  ETS  report  characterized  the  We  the  People—  program,  as  a  "great  instructional  success"  and 
concluded  that  the  "program  achieved  its  major  instructional  goal  of  increasing  students'  knowledge  of  the 
Constitution  and  Bin  of  Rights." 

Even  more  impressive  were  the  findings  of  a  subsequent  test  in  which  ETS  compared  scores  of  a  random 
sample  of  900  high  school  students  who  studied  We  the  People—  with  280  sophomores  and  juniors  in 
political  science  courses  at  a  major  university.  The  high  school  students  outperformed  the  university  students 
in  every  topic  area  and  on  almost  every  test  item.  The  greatest  difference  was  in  the  area  of  political 
philosophy  where  the  participating  high  school  students  scored  14%  higher  than  the  university  students. 

In  a  study  conducted  in  Clark  County  Schools  in  Nevada,  80%  of  seniors  participating  in  the  program 
registered  to  vote  compared  with  the  school  average  of  37%. 
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Finally,  the  results  of  a  study  supported  by  the  Office  of  Technology  Assessment  and  conducted  by  the 
Council  for  Basic  Education  confirmed  the  effectiveness  of  the  program  in  goal  attainment  and  potential  use 
as  a  model  for  assessing  higher  levels  of  student  learning.  In  her  book  based  on  that  study,  Testing  for 
Learning,  the  author  and  principal  investigator.  Dr.  Ruth  Mitchell,  states: 

The  competition  and  the  preparation  for  it  have  lasting  effects  on  the  students'  learning.  Teachers 
assert  that  the  knowledge  learned  from  the  curriculum  and  die  competition  is  drawn  on  all  year.  One 
teacher  responded  when  asked  if  her  students  quickly  forget  the  material  once  the  competition  is 
over,  'Oh  no,  it  becomes  a  background  for  the  Advanced  Placement  U.S.  history  class.  Over  and 
over  again  they  refer  back  to  such  concepts  as  civic  virtue  or  right  to  revolution  in  order  to  explain 
and  put  in  context  certain  historical  and  modem  events.' 

The  competition  has  enormous  potential  as  a  model  for  the  evaluation  of  history/social  studies  and 
government  classes.  It  is  the  most  imaginative  and  well-organized  social  studies  assessment  I  know 
of— more  impressive  than  current  ideas  at  the  state  level 

International  impact 

The  success  of  the  program  has  led  to  interest  in  its  use  as  a  model  for  civic  education  in  other  nations, 
especially  in  emerging  democracies  of  the  former  Soviet  bloc.  For  example,  the  Republic  of  Georgia  has 
translated  the  high  school  text  into  the  Georgian  language  for  use  in  high  schools  and  adult  education  The 
high  school  text  is  being  used  in  Poland,  Slovakia,  and  the  Czech  Republic  in  classes  that  are  training 
English  teachers  in  order  to  provide  (hem  simultaneously  with  background  in  the  fundamental  principles, 
values,  and  institutions  of  constitutional  democracy  as  developed  in  the  United  States.  Professors  of  political 
science  affiliated  with  the  Federal  Center  for  Political  Education  of  the  Federal  Republic  of  Germany  are 
exploring  the  possibility  of  developing  a  program  for  German  youth  based  on  the  We  the  People—  model. 

Organizational  support 

Support  for  the  national  implementation  of  the  program  has  been  received  from  such  prominent  national 
groups  as  the  American  Association  of  School  Administrators,  American  Federation  of  Teachers,  American 
Lawyers  Auxiliary,  Association  for  Supervision  and  Curriculum  Development,  Council  for  American  Private 
Education,  Council  of  Chief  State  School  Officers,  Council  of  the  Great  City  Schools,  General  Federation  of 
Women's  Clubs,  Mexican  American  Legal  Defense  and  Education  Fund,  National  Association  for  the 
Advancement  of  Colored  People,  National  Association  of  Attorneys  General,  National  Association  of 
Counties,  National  Association  of  Elementary  School  Principals,  National  Association  of  Secondary  School 
Principals,  National  Association  of  Towns  and  Townships,  National  Catholic  Education  Association,  National 
Conference  of  State  Legislators,  National  Council  for  the  Social  Studies,  National  Education  Association, 
National  PTA,  National  School  Boards  Association,  National  School  Public  Relations  Association,  Optimist 
Intpmarirmal,  and  the  United  States  Chamber  of  Commerce. 

Need  for  additional  support 

Funding  for  the  program  for  FY  94  is  $4,463  million.  The  Center  would  greatly  appreciate  an  increase  to  the 
authorized  S5  million  level  to  provide  greater  support  for  the  admirdsrration  of  the  program  on  state  and  local 
levels  and  for  the  in-service  training  of  teachers. 
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Conclusion 

We  Americans  typically  have  the  same  feelings  of  respect  for  our  Constitution  and  Bui  of  Rights  that  we 
have  for  other  symbols  of  our  free  society  such  as  the  Declaration  of  Independence,  the  Statue  of  Liberty, 
and  the  flag.  Our  feelings  of  attachment  to  these  symbols  is  so  strong  that  others  have  sometimes  accused  us 
of  making  a  secular  religion  of  the  Constitution  and  Bill  of  Rights. 

We  may  venerate  these  documents,  but  all  too  many  of  us  do  not  understand  them.  Moreover,  there  is 
evidence  that  many  of  us  do  not  support  some  of  the  most  important  provisions  of  the  Constitution  and  Bui 
of  Rights  and  the  principles  and  values  underlying  them. 

A  recent  poll  of  Americans'  understanding  of  the  Constitution  was  summarized  as  indicating  that, 
"Americans  today  have  a  confused  understanding  of  the  Constitution's  basic  tenets  and  provisions."  Almost 
half  of  the  respondents  thought  that  an  excerpt  from  the  Communist  Manifesto  was  a  provision  of  the 
Constitution.  This  is  reminiscent  of  a  poll  taken  about  a  decade  ago  in  which  a  number  of  respondents, 
presented  the  Bui  of  Rights  in  contemporary  language,  thought  it  was  a  Communist  document. 

The  need  to  develop  among  our  youth  an  understanding  of  the  fundamental  principles  and  values  of  our 
constitutional  democracy  is  well  documented.  And,  it  is  a  continuing  need  as  each  generation  of  students 
must  be  trained  to  fulfill  their  responsibilities  as  citizens.  The  importance  of  developing  such  a  level  of 
understanding  and  commitment  was  noted  eloquently  by  Judge  Learned  Hand  in  an  article  on  liberty, 
published  in  the  Yale  Alumni  Magazine  on  June  6,  1941. 

I  often  wonder  whether  we  do  not  rest  our  hopes  too  much  upon  (institutions,  upon  laws,  and  upon 
courts.  These  are  false  hopes;  believe  me,  these  are  false  hopes.  Liberty  lies  in  the  hearts  of  men  and 
women,  when  it  dies  there,  no  constitution,  no  law,  no  court  can  save  ic  no  constitution,  no  court, 
no  law  can  even  do  much  to  help  it  While  it  lives  there  it  needs  no  constitution,  no  law,  no  court  to 
save  it.... 

The  Center  would  like  once  again  Id  express  its  appreciation  to  this  committee  and  the  Congress  for  their 
support  of  this  program.  We  are  aware  of  the  responsibilities  that  accompany  this  Oust  and  are  dedicated  to 
their  exemplary  fulfillment. 

Our  experience  in  developing  programs  on  the  Constitution  and  Bui  of  Rights  for  elementary  and  secondary 
schools  during  the  past  thirty  years  and,  in  particular,  our  experience  in  the  development  and  implementation 
of  this  program  convinces  us  of  its  capacity  to  foster  among  our  youth  an  understanding  of  these  documents 
that  will  promote  in  our  citizens  a  reasoned  commitment  to  constitutional  principles  and  values  and  to  the 
preservation  and  improvement  of  our  free  society. 
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Wednesday,  February  9,  1994. 

WITNESS 

JOSH  JAVITS,  AMYOTROPHIC  lateral  sclerosis  association 

Mr.  Serrano.  Our  last  witness  is  Josh  Javits,  ALS  Association. 
I  could  not  pass  up  the  opportunity,  of  course,  as  a  New  Yorker, 
to  tell  you  how  proud  I  am  to  have  you  with  us  today,  and  proud 
of  the  career  of  your  late  father,  Senator  Javits. 

Starting  out  in  politics,  I  had  the  good  fortune  of  meeting  him. 
And  in  a  conversation  about  education  in  the  South  Bronx,  he 
showed  me  the  kind  of  kindness  that  I  hope  to  exhibit  every  day 
when  someone  who  is  terrified  of  speaking  to  me — why  they  would 
be,  is  beyond  me — gets  to  be  in  front  of  me. 

Your  father  was  a  legend  in  our  State,  someone  we  respected.  Of 
course,  his  was  a  time  when  New  York  had  John  Lindsey,  Nelson 
Rockefeller,  and  Jake  Javits,  who  were  Republicans  who  not  only 
ran  as  liberals,  but  were  liberals  who  ran  as  Republicans.  Nearly 
an  extinct  species,  unfortunately. 

Mr.  Javits.  Mr.  Chairman  and  Members  of  the  subcommittee, 
thank  you  for  the  opportunity  to  testify  before  you  today  on  behalf 
of  the  Amyotrophic  Lateral  Sclerosis  Association,  ALS,  and  the  30 
thousand  Americans  affected  with  ALS  that  it  represents. 

I  also  want  to  commend  you,  Mr.  Chairman,  and  Members  of  the 
subcommittee,  for  your  leadership  in  the  fight  against  ALS.  As  you 
are  aware,  for  the  last  two  years,  there  has  been  report  language 
specifically  aimed  at  increasing  funding  for  ALS  research  at  the 
National  Institutes  for  Health.  We  know  that  without  your  leader- 
ship, this  would  not  have  been  possible. 

As  you  know,  my  name  is  Joshua  Javits,  and  I  am  the  son  of  the 
late  Jacob  Javits,  who  proudly  served  this  country  in  the  House  for 
8  years  and  in  the  Senate  for  24  years  from  the  State  of  New  York. 
He  continued  to  be  active  in  the  Senate  and  later  in  his  private  life, 
keeping  up  an  impressive  schedule  of  practicing  law,  making 
speeches,  writing  articles,  despite  being  diagnosed  with  ALS.  As 
the  disease  progressed,  he  required  life-support,  including  a  res- 
pirator and  a  wheelchair  and  even  eventually  became  practically 
paralyzed  and  he  died  in  1986. 

I  currently  serve  as  a  member  of  the  Board  of  Trustees  of  the 
ALS  Association.  ALS,  commonly  referred  to  as  Lou  Gehrig's  Dis- 
ease, is  a  progressive  fatal  neuromuscular  disease  that  attacks  the 
nerve  cells  and  pathways  in  the  brain  and  spinal  cord. 

Recently  a  team  of  scientists  lead  by  ALSA-funded  researchers, 
identified  the  gene  that  when  defective  is  responsible  for  approxi- 
mately half  the  cases  of  familial  ALS.  These  findings  could  unlock 
the  mysteries,  not  only  of  familial  ALS,  but  for  the  sporadic  form 
as  well.  While  not  a  cure,  it  opened  the  door  to  understanding  the 
degeneration  of  motor  neurons  and  gives  insight  to  possible  treat- 
ment and  eventually  therapeutic  intervention  for  those  individuals 
at  risk  with  familial  ALS.  This  is  the  first  real  clue  to  this  disease 
in  over  124  years  when  it  was  discovered.  We  still  have  a  long  way 
to  go. 

The  Washington  Post,  quoting  Peter  Pearson,  the  scientist  in 
charge  of  the  Genome  Database  summed  it  up:  "With  genetic 
knowledge,  you  are  giving  yourself  a  fighting  chance  of  getting 
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therapies.  But  it  is  a  whole  different  thing  actually  coming  up  with 
a  therapy."  The  technology  and  understanding  is  available,  what  is 
needed  is  resources,  both  financial  and  human.  With  federally  sup- 
ported research,  we  believe  the  next  key  discoveries  may  take 
place,  offering  genuine  hope  to  an  otherwise  hopeless  situation. 

There  are  three  types  of  ALS,  and  I  referred  to  them  briefly  be- 
fore, sporadic,  which  is  the  most  common;  familial  ALS,  which  is 
the  inherited  form,  affecting  5  to  10  percent  of  all  cases  of  the  dis- 
ease; and  Guamanian,  where  there  is  an  increased  incidence  on  the 
islands  of  Guam  and  the  Kii  Peninsula  in  Japan. 

There  is  no  known  cause,  treatment  or  cure  for  those  affected 
with  ALS.  The  majority  of  people  diagnosed  live  only  two  to  five 
years.  Of  5  thousand  new  cases  diagnosed  each  year;  that  is  13 
new  cases  a  day.  ALS  has  no  boundaries.  It  can  strike  anyone,  any 
age,  any  race,  any  color,  any  geographic  origin.  It  is  not  a  rare  dis- 
ease. It  is  projected  that  roughly  300  thousand  Americans  alive  and 
well  today  will  ultimately  die  from  ALS.  More  people  die  each  year 
of  ALS  than  of  Huntington's  disease  or  multiple  sclerosis. 

It  is  important  to  point  out  that  one  of  the  crudest  aspects  of 
ALS  is  that  it  does  not  affect  the  intellectual  function.  The  body 
continues  to  waste  away  while  the  mind  remains  completely  intact. 
My  father  was  a  very  athletic  and  active  man  all  his  life  until  ALS 
entombed  his  mind  in  a  progressively  dysfunctional,  unfunctioning 
body. 

The  financial  cost  to  families  of  persons  with  ALS  is  exceedingly 
high.  It  can  cost  up  to  $250  thousand  a  year  to  care  for  a  person 
with  ALS.  Entire  savings  of  families  are  quickly  depleted.  There 
are  limited  or  no  federal  or  State  or  local  financial  resources  avail- 
able to  provide  even  a  minimum  level  of  care  to  maintain  a  per- 
son's right  to  a  quality  of  life  with  dignity  and  respect. 

The  ALS  association  is  the  only  national  not-for-profit  voluntary 
health  agency  dedicated  solely  to  the  fight  against  ALS.  A  major 
portion  of  the  ALS  association's  annual  budget  is  committed  to 
fund  ALS-specific  research.  The  association's  grant  program  follows 
the  format  and  rating  procedures  established  by  the  NIH.  In  1993, 
ALS  awarded  12  grants  of  a  total  commitment  of  $1.1  million.  ALS 
is  proud  of  its  research  program.  It  has  contributed  to  the  increas- 
ing interest  in  ALS  research  by  the  scientific  community. 

ALS  has  received  over  200  proposals  for  research  projects  in 
1993.  This  increasing  interest  in  ALS  research,  we  feel,  is  also  di- 
rectly related  to  the  subcommittee  report  language  in  fiscal  year 
1993  and  fiscal  year  1994,  urging  the  National  Institute  of  Neuro- 
logical Disorders,  NINDS,  of  NIH,  to  give  high  priority  to  ALS  re- 
search. I  also  would  like  to  expand  its  partnership  with  NINDS,  es- 
pecially in  the  area  of  NIH  intramural  research  in  light  of  the  re- 
cent research  breakthrough  and  promising  ALS  research  opportuni- 
ties. 

Mr.  Chairman,  Members  of  the  committee,  let  me  again  thank 
you  for  your  attention  and  your  leadership.  Much  more  needs  to  be 
done.  The  ALS  Association  desires  to  develop  a  more  intense  and 
cooperative  research  partnership  with  NINDS  and  NIH. 

To  that  end,  we  will  be  submitting  for  your  consideration  report 
language  to  accompany  the  fiscal  year  1995  Labor,  Health  and 
Human  Services,  Education  appropriations  bill.  This  report  Ian- 
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guage  is  intended  to  urge  NINDS  to  increase  intramural  research 
because  we  believe  this  research  combined  with  other  privately 
funded  research  will  lead  to  important  breakthroughs  not  only  for 
ALS,  but  possibly  for  other  neurological  diseases. 

With  this,  and  with  your  continuing  leadership,  a  cure  can  be 
found  for  this  devastating,  deadly  disease  before  the  end  of  the  dec- 
ade. And  on  behalf  of  my  father  and  my  family  and  the  30  thou- 
sand Americans  with  ALS,  I  thank  you. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  Members  of  the  Subcommittee,  thank  you  for  the 
opportunity  to  testify  before  you  today  on  behalf  of  the 
Amyotrophic  Lateral  Sclerosis  Association  (ALSA)  and  the  30,000 
Americans  affected  with  ALS  it  represents.  I  also  want  to  commend 
you,  Mr.  Chairman,  and  the  members  of  your  Subcommittee  for  your 
leadership  in  the  fight  against  ALS.  As  you  are  well  aware,  for 
the  last  two  years,  there  has  been  report  language  specifically 
aimed  at  increasing  funding  for  ALS  research  at  the  National 
Institutes  of  Health  (NIH) .  We  know  that,  without  your  leadership, 
this  would  not  have  been  possible. 

My  name  is  Josh  Javits  and  I  am  the  son  of  the  late  Jacob 
Javits,  who  proudly  served  his  country  for  24  years  as  a  Senator 
from  the  State  of  New  York  and  as  a  Member  of  the  House  of 
Representatives  for  8  years.  He  continued  to  be  active  in  the 
Senate  and  later  in  his  private  life  keeping  up  with  an  astonishing 
schedule  of  practicing  law,  giving  speeches  and  writing  articles 
despite  being  diagnosed  with  ALS.  As  the  disease  progressed,  he 
reguired  life  support,  including  a  respirator  and  a  wheelchair  and 
even  became  practically  paralyzed. 

I  currently  serve  as  a  member  of  the  Board  of  Trustees  of  the 
ALS  Association.  ALS,  commonly  referred  to  as  Lou  Gehrig's 
Disease,  is  a  progressive  fatal  neuromuscular  disease  that  attacks 
the  nerve  cells  and  pathways  in  the  brain  and  spinal  cord.  Motor 
neurons,  among  the  largest  of  all  nerve  cells,  reach  from  the  brain 
to  the  spinal  cord  and  from  the  spinal  cord  to  muscles  throughout 
the  body.  When  these  motor  neurons  die,  as  with  ALS,  the  ability 
of  the  brain  to  start  and  control  muscle  movement  dies  with  them. 
As  voluntary  muscle  action  is  affected,  patients  become 
progressively  more  paralyzed,  eventually  unable  to  speak,  eat,  or 
breath  on  their  own.  Yet,  through  this  complete  degeneration  of 
the  body,  the  mind  remains  fully  intact. 

There  are  three  types  of  ALS:  Sporadic,  which  is  the  most 
common;  familial,  which  is  the  inherited  form,  affecting  5-10%  of 
all  cases  of  the  disease;  and  Guamanian,  where  there  is  an 
increased  incidence  on  the  island  of  Guam  and  the  Kii  Peninsula  of 
Japan . 

ALS  was  first  identified  in  1869  by  Jean-Martin  Charcot,  a 
French  neurologist.  Only  recently  have  there  been  exciting  new 
discoveries  that  significantly  advance  the  medical  and  scientific 
community's  understanding  of  the  disease  and  reinforce  our  belief 
that  a  cause  and  a  cure  can  be  found.  The  technology  and 
understanding  is  available;  what  is  needed  is  resources  -  both 
financial  and  human.  With  federally  supported  research,  we  believe 
the  next  key  discoveries  may  take  place  offering  genuine  hope  to  an 
otherwise  hopeless  situation. 
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ALSA  cont'd. 

There  is  no  known  cause,  treatment  or  cure  for  those  afflicted 
with  ALS.  The  majority  of  people  diagnosed  live  only  two  to  five 
years.  Over  5,000  new  cases  are  diagnosed  each  year.  That  is  13 
new  cases  a  day!  ALS  has  no  boundaries  -  it  can  strike  anyone,  any 
age,  any  race,  color,  or  geographic  origin.  It  is  not  a  rare 
disease.  It  is  projected  that  roughly  300,000  Americans  alive  and 
well  today  will  ultimately  die  from  ALS.  More  people  die  each  year 
of  ALS  than  of  Huntington's  disease  or  multiple  sclerosis. 

It  is  important  to  point  out  that  one  of  the  cruelest  aspects 
of  ALS  is  that  it  does  not  affect  intellectual  function.  The  body 
continues  to  waste  away  while  the  mind  remains  completely  intact! 
My  father  was  a  very  active  and  athletic  man  all  his  life  until  ALS 
entombed  his  mind  in  an  progressively  dysfunctional  body. 

The  financial  cost  to  families  of  persons  with  ALS  is 
exceedingly  high.  It  can  cost  up  to  $250,000  a  year  to  care  for  a 
person  with  ALS.  Entire  savings  of  families  can  be  quickly 
depleted  -  there  are  limited  or  no  federal,  state  or  local 
financial  resources  available  to  provide  even  a  minimum  level  of 
care  to  maintain  a  person's  right  to  a  quality  of  life  with  dignity 
and  respect. 

The  ALS  Association  is  the  only  national  not-for-profit 
voluntary  health  agency  dedicated  solely  to  the  fight  against  ALS. 
Its  mission  is  to  encourage,  identify,  fund  and  monitor  cutting- 
edge  research  worldwide  into  the  cause,  means  of  prevention  and 
possible  cure  of  ALS;  educate  the  public  as  to  the  gravity  of  this 
disease  to  stimulate  support  in  search  for  the  cause  and  cure; 
serve  as  an  information  resource  for  the  medical  profession,  and  in 
the  interim,  assist  patients  and  families  through  information, 
resource,  and  referrals  for  counseling,  training  and  support  on  how 
to  cope  with  this  devastating  disease. 

The  Association's  nation-wide  network  of  local  Chapters  and 
Support  Groups,  as  well  as  ALSA-certified  ALS  clinics,  help  to 
carry  out  the  mission  of  the  organization  at  the  grass  roots  level. 

The  ALSA  is  governed  by  a  volunteer  Board  of  Trustees. 
Professional  guidance  and  assistance  is  provided  by  a  Scientific 
Advisory  Council  comprised  of  eminent  scientists  and  neurologists 
of  world  renown.  In  addition,  there  is  a  Scientific  Review 
Committee  which  screens  applications  for  ALSA- supported  research 
grants.  It  reviews  and  scores  the  applications  as  to  their 
scientific  merit  and  relevance  to  ALS,  making  recommendations  for 
funding  to  the  Board  of  Trustees. 
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ALSA  cont'd. 

A  major  portion  of  the  ALS  Association's  annual  budget  is 
committed  to  fund  ALS-specific  research.  The  Associations 's  Grant 
program  follows  the  format  and  rating  procedures  established  by  the 
NIH.  In  1993  alone,  ALSA  awarded  12  grants  for  a  total  commitment 
of  approximately  $1,100,000.  ALSA  is  proud  of  its  research  program 
which  has  contributed  to  the  increasing  interest  in  ALS  research  by 
the  scientific  community. 

ALSA  received  over  200  proposals  for  research  projects  in 
1993.  This  increasing  interest  in  ALS  research  we  feel  is  also 
directly  related  to  the  subcommittee  report  language  in  FY93  and 
FY94  urging  the  National  Institute  of  Neurological  Disorders  and 
Stroke  (NINDS)  of  NIH  to  give  high  priority  to  ALS  research.  ALSA 
would  like  to  expand  its  partnership  with  NINDS,  especially  in  the 
area  of  NIH  intramural  research,  in  light  of  the  recent  research 
breakthrough  and  the  promising  ALS  research  opportunities. 

Recently  a  team  of  scientists  led  by  ALSA-funded  researchers 
identified  the  gene,  that  when  defective,  is  responsible  for 
approximately  half  of  the  cases  of  familial  ALS.  These  findings 
could  unlock  the  mysteries  not  only  of  familial  ALS  but  of  the 
sporadic  form  as  well.  While  not  a  cure,  it  opened  the  door  to 
understanding  the  degeneration  of  motor  neurons  and  gives  insight 
to  possible  treatment  and  eventual  therapeutic  intervention  for 
those  individuals  at  risk  of  familial  ALS. 

This  is  the  first  real  clue  into  this  disease  in  over  125 
years.  We  still  have  a  long  way  to  go  and  here's  how  the 
Washington  Post,  quoting  Peter  L.  Pearson,  the  scientist  in  charge 
of  the  Genome  Data  base  summed  it  up:  "With  genetic  knowledge,  you 
are  giving  yourself  a  fighting  chance  of  getting  therapies.  3ut 
it's  a  whole  different  thing  actually  coming  up  with  a  therapy." 

Clinical  trials  of  nerve  growth  factors  CNTF  and  IGF-1  are 
currently  in  the  latter  part  of  Phase  II-III  (efficacy  phase) 
testing.  Other  potential  therapies  are  also  in  various  stages  of 
trial.  The  ALS  Association  supports  compassionate  access  to  drugs 
in  clinical  trial  after  appropriate  safety  and  efficacy  data  have 
been  obtained  and  will  work  through  all  channels,  including  the 
federal  government  (FDA) ,  drug  companies,  and  other  applicable 
parties  to  expedite  both  evaluation  of  data  and  compassionate 
access  to  all  promising  therapies. 

Mr.  Chairman,  members  of  the  Subcommittee,  let  me  again 
thank  you  for  your  attention  and  your  leadership.  Much  more  needs 
to  be  done.  The  ALS  Association  desires  to  develop  a  more  intense 
cooperative  research  partnership  with  the  NINDS  and  the  NIH. 
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ALSA  cont'd. 

Toward  that  end  we  will  be  submitting,  for  your  consideration, 
report  language  to  accompany  the  FY95  Labor,  Health  and  Human 
Services,  Education  Appropriations  Bill.  This  report  language  is 
intended  to  urge  NINDS  to  increase  intramural  research  because  we 
believe  this  research,  combined  with  other  privately  funded 
research,  will  lead  to  important  breakthroughs,  not  only  for  ALS 
but  possibly  for  other  neurological  diseases.  With  this  and  with 
your  continuing  leadership  a  cure  can  be  found  for  this 
devastatingly  deadly  disease  before  the  end  of  this  decade. 

For  my  father,  my  mother,  my  family,  and  for  the  30,000 
Americans  with  ALS,  I  thank  you. 


-  4  - 
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Mr.  Serrano.  Thank  you  once  again,  Mr.  Javits,  for  coming  be- 
fore us  today  and  for  sharing  your  information  with  us  and  for 
being  so  committed  to  this  issue. 

Mr.  JAVITS.  Thank  you  very  much. 

Mr.  Serrano.  Mr.  Porter.  ' 

Mr.  Porter.  I  might  say  also  I  was  a  great  fan  of  your  father's, 
and  I  would  like  to  commend  you  for  providing  that  leadership  and 
that  continuous  commitment  to  finding  the  keys  that  can  unlock  a 
cure  for  this  deadly  disease. 

Mr.  Javits.  Thank  you  very  much. 

Mr.  Serrano.  On  behalf  of  Chairman  Natcher,  Mr.  Porter,  and 
myself,  we  thank  everyone  this  morning  and  the  committee  will 
now  recess  until  tomorrow  at  10:00  a.m. 


Thursday,  February  10,  1994. 

WITNESSES 

WILLIAM  CASPE,  M.D.,  NATIONAL  PEDIATRIC  HIV  RESOURCE  CENTER 
PATRICE  AND  BRIANA,  HIV  PATIENTS 

Mr.  Serrano  [presiding].  Good  morning.  I  would  like  to  call  this 
hearing  to  order.  Chairman  Natcher  is  very  much  tied  up  working 
on  the  earthquake  relief  bill,  which  has  to  come  to  a  conclusion 
sometime  within  the  next  24  to  48  hours. 

Ms.  Pelosi  from  California  is  on  her  way  from  a  previous  meet- 
ing. She  will  be  chairing  this  hearing  this  morning.  In  the  mean- 
time, I  will  fill  in  and  I  want  to  thank  all  of  you  for  being  with  us 
today  at  this  very  important  hearing. 

I  will  remind  each  one  of  you,  as  has  been  previously  agreed  to, 
that  the  presentation  should  stay  within  the  five  minute  limit  so 
that  we  can  give  the  people  at  the  end  of  our  two-hour  session  as 
much  time  as  the  people  up  front.  And  with  that,  I  would  like  to 
call  our  first  witness,  Dr.  William  Caspe,  Bronx  Lebanon  Hospital, 
speaking  for  the  National  Pediatric  HIV  Resource  Center. 

Dr.  Caspe,  I  would  like  to  welcome  you.  It  is  not  every  day  that 
I  get  to  welcome  a  constituent  at  the  beginning  of  the  hearing,  or 
any  time  during  the  hearing.  And  I  congratulate  you  on  all  the 
work  that  you  are  doing.  We  are  looking  forward  to  hearing  your 
testimony. 

Dr.  Caspe.  Thank  you,  Congressman. 

Let  me  introduce  myself  to  those  of  you  who  aren't  my  Congress- 
man. My  name  is  Bill  Caspe.  I  am  a  general  pediatrician.  I  am  the 
Director  of  Pediatrics  at  the  Bronx  Lebanon  Hospital  which  is  the 
primary  voluntary  hospital  in  the  South  Bronx  where  Congressman 
Serrano's  district  is,  and  I  am  also  the  Project  Director  for  the 
Bronx  Pediatric  AIDS  Consortium,  which  is  one  of  the  32  pediatric 
AIDS  demonstration  projects  in  the  United  States. 

In  fact  we  have  one  of  the  largest  projects  in  the  United  States. 
We  are  currently  caring  for  about  350-plus  children  and  we  are  a 
constituent  of  the  National  Pediatric  HIV  Resource  Center.  I  have 
been  a  professor  of  pediatrics  in  the  Bronx  for  22  years.  I  came 
there  after  my  residency. 

In  about  1981,  I  saw  my  first  little  girl  who  was  HIV  infected  be- 
fore we  knew  what  it  was,  in  a  sense.  I  just  knew  she  was  sick. 
It  took  another  three  or  four  years  before  we  were  able  to  appro- 
priately diagnose  her.  She  died  two  years  ago.  So  in  a  sense,  I  have 
been  at  this  epidemic  from  its  inception,  from  the  very  early  days 
before  we  knew  what  this  disease  was. 

I  want  to  thank  you  for  the  opportunity  to  speak  here,  and  basi- 
cally, I  am  going  to  be  speaking  for  funding,  specifically  Ryan 
White  CARE  Act,  specifically  Title  IV  of  the  CARE  Act. 

(635) 
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First  of  all,  one  thing  you  have  to  know  is  that  the  funding  that 
comes  through  this  mechanism  is  absolutely  vital  to  the  success  of 
our  projects.  It  is  some  of  the  only  money  that  comes  for  clinical 
care  from  the  feds.  I  want  to  make  three  points:  Point  number  one, 
it  is  an  epidemic.  There  are  10  thousand  to  20  thousand  children 
currently  in  the  United  States,  by  best  guesstimates,  who  are  HIV 
infected.  That  is  not  CDC  defined  AIDS,  which  is  an  old  terminol- 
ogy, but  these  are  children  who  carry  the  virus,  will  get  sick  from 
the  virus,  and  will  eventually  die  from  the  virus. 

Mothers  and  children  are  the  two  most  rapidly  increasing  seg- 
ments of  the  HIV  population.  There  are  currently,  and  by  current 
estimates,  110  thousand  infected  women  in  the  United  States. 
Every  year,  6  thousand  women  of  childbearing  age  who  are  HIV  in- 
fected give  birth  to  approximately  1,500  children  who  will  be  in- 
fected, adding  to  the  pool. 

Adolescence  is  a  special  problem.  If  19  percent  of  the  total  num- 
ber of  AIDS  cases  in  adults  are  in  the  24-  to  29-year-old-age  group, 
and  there  is  a  10-year  lag  period  between  the  time  you  are  infected 
and  the  time  you  actually  get  the  disease,  then  most  of  these  kids, 
these  adolescents,  actually  got  infected  during  their  adolescent 
years.  And  we  have  no  precise  count  of  the  number  of  adolescents, 
but  we  believe  it  is  in  the  tens  of  thousands. 

In  New  York  City,  AIDS  is  the  leading  cause  of  death  in  women 
of  childbearing  age,  15  to  44.  By  the  year  2000,  this  disease  will 
have  produced  80  thousand  orphans  who  have  lost  both  of  their 
parents  to  this  disease.  It  is  currently  the  fourth  or  fifth  most  sig- 
nificant cause  of  childhood  death  in  the  United  States.  So  when  we 
talk  about  this  not  being  an  epidemic,  this  is  not  my  appreciation. 

These  kids  also  live  longer  now.  In  the  beginning  of  the  epidemic, 
we  only  saw  the  sickest  kids.  Now,  half  the  children  live  to  age 
nine  and  about  a  quarter  of  the  kids  actually  go  to  school.  At  our 
hospital,  we  started  seeing  kids  in  1988.  We  had  a  program  that 
cared  for  50  children.  We  now  care  for  350  children.  And  these  kids 
are  sick. 

On  Tuesday,  before  I  came  to  Washington,  a  father  who  was  a 
Jehovah's  Witness  brought  in  a  two-year-old  who  had  lost  seven 
pounds  in  the  last  three  weeks,  constant  fevers,  and  had  basically 
every  organ  system  involved,  had  pneumonia  or  actually  had  LIP, 
and  had  large  liver,  large  spleen,  large  lymph  nodes,  had  cardiac 
disease,  undiagnosed.  He  didn't  know  what  the  disease  was.  Our 
job  over  the  next  couple  of  weeks  is  to  basically  explain  it  to  him. 
The  baby's  mother  died  of  unknown  causes  a  year  ago,  probably 
pneumonia. 

Let  me  just  stop  for  a  second.  Somebody  handed  me  an  article 
yesterday,  one  of  many  I  have  seen,  that  there  is  no  pediatric  AIDS 
epidemic.  And  let  me  just  respond  to  that.  The  way  the  article  was 
written,  if  I  was  the  editor  of  a  journal,  I  would  have  thrown  it  out 
as  being  academic  crap.  It  basically  said,  okay,  look,  here  are  the 
cases  of  pediatric  AIDS  as  defined  by  the  CDC.  The  CDC  admits 
that  is  a  gross  undercount.  Here  are  the  kids  who  have  died  of 
AIDS  as  defined  by  the  CDC.  Right  now  we  are  in  a  period  where 
we  are  keeping  these  children  alive  longer.  The  death  rate  has  ac- 
tually gone  down. 
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Now  let's  look  at  the  number  of  dollars  per  child  who  has  died, 
and  it  seems  like  a  big  sum  of  money.  Well,  the  numbers  start  off 
with  the  wrong  assumption.  They  are  not  looking  at  HIV  infection 
and  they  are  looking  at  deaths  which  now  is  not  a  significant  prob- 
lem, but  will  be  a  significant  problem  over  the  next  decade. 

The  other  thing  with  the  article  that  bothered  me  was  if  you 
lined  up  10  AIDS  researchers  and  half  of  them  were  pediatric  re- 
searchers and  half  of  them  were  adult  researchers  and  you  put 
them  in  a  room  together,  first  of  all,  they  would  probably  look  like 
the  Council  of  Economic  Affairs  or  something,  but  you  couldn't  tell 
them  apart.  If  you  are  doing  vaccine  research  and  you  happen  to 
be  a  pediatrician,  it  is  the  same  as  doing  vaccine  research  if  you 
are  an  internist.  To  count  that  as  pediatric  research  versus  internal 
medicine  research,  doesn't  make  any  sense  to  me,  it  is  all  towards 
the  same  end. 

Back  to  point  number  two.  This  is  a  disease  of  the 
disenfranchised.  In  the  United  States,  this  is  a  disease  much  of  the 
inner  cities.  It  has  the  same  pattern  of  distribution  as  drug  use, 
poverty,  low  maternal  education,  low  birthweight,  et  cetera.  Black 
and  Hispanic  women  are  way  overrepresented.  Black  women  are  13 
times  more  likely  and  Hispanic  women  six  times  more  likely  to  get 
this  disease  than  white  women.  The  actual  numbers,  54  percent  of 
the  patients  we  take  care  of  are  black,  24  percent  Hispanic,  and  the 
numbers  within  the  community  in  the  United  States  are  14  and  11 
respectively. 

These  are  people  without  lobbyists.  These  are  people  without  po- 
litical clout.  These  are  people  who  are  basically  just  trying  to  sur- 
vive. My  guess  is  they  don't  own  tuxedoes,  they  never  appear  at 
fund  raisers  and  they  don't  have  a  PAC.  And  they  are  just  trying 
to  get  by  day-to-day.  And  this  program,  which  is  my  third  point, 
provides  the  only  clinical  dollars  for  us.  We  do  not  get  Title  I,  II 
and  III  dollars.  Title  IV  is  our  primary  source  of  income. 

Briefly,  in  1988,  Congress  created  the  demonstration  projects  of 
which  the  Bronx  Pediatric  AIDS  Consortium  is  one.  In  1994,  this 
was  moved  into  Title  IV.  Funding  has  remained  flat  lined  since 
1991. 

Since  1991,  we  have  had  a  50  percent  increase  in  the  number  of 
children  that  we  take  care  of  every  year.  We  functionally  had  a  de- 
crease in  the  amount  of  dollars,  because  with  inflation,  we  are  los- 
ing steps.  So  I  am  laying  off  people  or  decreasing  the  amount  of 
staff  I  have  from  Title  IV  while  the  numbers  are  going  up  simulta- 
neously. And  for  many  mothers,  this  is  the  primary  entry  point  into 
the  system. 

So  Bronx  Pediatric  AIDS  Consortium  takes  care  of  1,000  chil- 
dren. We  also  take  care  of  1,800  mothers.  Because  they  come  into 
the  system  as  their  children  are  sick.  They  allow  us  to  take  care 
of  them  as  well. 

In  summary,  our  projects  take  care  of  nationally  about  30  thou- 
sand people,  representing  10  thousand  families.  We  have  seen  an 
87  percent  increase  in  the  number  of  people  we  have  taken  care  of 
since  1991.  We  do  a  good  job,  I  think.  We  are  losing  ground,  I  am 
sure.  We  need  your  help,  absolutely. 

Basically  we  are  asking  for  an  increase  of  $40  million  in  funding, 
which  we  project  would  allow  us  to  take  care  of  40  percent  larger 
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population.  And  what  you  have  done  so  far  has  been  enormously 
helpful,  for  which  I  want  to  thank  you. 

Now,  I  want  to  introduce  you  to  a  new  friend,  two  new  friends, 
Patrice  and  Briana  from  New  Jersey. 

Briana  is  basically  a  testimony  to  good  medical  care.  She  has  had 
every  complication  known.  And  if  you  saw  her  eat  breakfast  this 
morning,  you  would  see  basically  a  healthy  three  and  a  half  year 
old,  very  healthy  three  and  a  half  year  old.  She  out  ate  the  other 
four  people  at  the  table. 

And  now  I  am  going  to  let  Patrice  speak  for  herself. 

Patrice.  I  am  Patrice,  I  am  34  years  old,  I  am  HIV  positive.  So 
is  my  daughter.  When  she  was  born,  she  came  into  the  world,  she 
had  respiratory  failure,  already  HIV,  everything  is  working  against 
her  coming  into  the  world.  She  was  HIV  positive.  She  stayed  in  the 
hospital  like  two  months  after  she  was  born. 

You  know,  they  was  treating  her  for  respiratory  failure,  HIV,  all 
other  kinds  of  infection.  So  they  sent  me  over  to  the  CHAP  pro- 
gram, which  was  the  best  thing  that  ever  happened  to  her,  because 
they  said  she  wasn't  going  to  live  until  she  got  two  years  old,  but 
she  is  living  proof.  She  is  three  now,  be  four  soon,  and  she  is  living. 
So  if  we  could  have  more  programs  like  CHAP,  it  is  the  best  thing. 
It  is  the  best  thing  for  her.  That  is  why  she  is  still  here. 

Dr.  Caspe.  We  would  be  happy  to  answer  any  questions. 

Mr.  Serrano.  Thank  you. 

First  of  all,  Dr.  Caspe,  once  again  publicly  I  want  to  thank  you 
for  the  work  you  are  doing  at  Bronx  Lebanon  Hospital  there.  It  is 
very  close  to  my  heart  and  soul.  All  of  my  children  were  born  at 
Bronx  Lebanon. 

Let  me  ask  you,  ma'am,  if  you  had  not  gone  to  this  program, 
where  in  the  community  would  you  have  gone?  Where  would  they 
have  sent  you  if  you  did  not  have  this  program? 

Patrice.  There  is  nowhere  else  to  go.  CHAP  is  the  only  program 
that  I  know  of  that  is  where  I  live  at  in  Newark.  And  it  is  a  good 
program.  We  need  to  have  more  of  those  programs,  you  know,  more 
support  groups.  Because  it  took  me  like  two  years  to  tell  my  family, 
you  know,  that  I  was  sick,  and  that  was  a  heavy  burden  on  me, 
because  I  couldn't  talk  about  it.  It  is  like  hard  for  me  now  to  talk 
about  it,  you  know.  But  I  wish  they  had  more  programs,  so  more 
kids  like  her  can  get  the  kind  of  health  care  that  they  need.  Be- 
cause she  gets  excellent  care. 

Mr.  Serrano.  Dr.  Caspe,  just  very  briefly,  how  has  your  caseload 
changed  since  the  program  itself  changed  from  an  experiment  to 
the  TitJe  IV? 

Dr.  Caspe.  Well,  the  demonstration  projects,  the  word  has  al- 
ways been  a  misnomer.  They  were  never  demonstrations,  they  were 
basically  clinical  care  projects.  Again,  we  went  up  from  50  children 
to  350  children  in  two  and  a  half  years. 

Mr.  Serrano.  From  50? 

Dr.  Caspe.  To  350.  And  that  number  keeps  growing.  We  probably 
see  one  or  two  new  referrals  a  week  into  the  program.  And  at  the 
hospital,  which  has  the  highest  sero  prevalence  rate  probably  in 
the  country,  about  3  out  of  every  100  women  delivering  there  is 
HIV  infected. 
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Mr.  Serrano.  Ms.  Pelosi  has  a  couple  of  questions  also,  but  I 
would  like  to  turn  the  hearing  over  to  her  now  since  she  was  sched- 
uled to  chair  it  and  she  is  here  with  us  now.  We  will  do  one  of 
these  nameplate  switches. 

Ms.  Pelosi  [presiding].  Thank  you  Dr.  Caspe,  and  your  distin- 
guished guests.  I  want  to  thank  you  for  your  wonderful  testimony 
and  I  know  you  know  that  Mr.  Serrano  is  a  champion  on  this  com- 
mittee for  pediatric  AIDS  funding  for  Title  IV  funding,  and  I  can 
see  that  his  inspiration  is  very  clearly  here  today. 

Thank  you  very  much  for  your  testimony. 

Patrice,  thank  you  for  sharing  your  story  with  us,  and  bringing 
your  beautiful  baby. 

[The  prepared  statement  follows:] 
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Good  Morning.  I  am  Bill  Caspe,  M.D.  and  I  am  the  director  of  the  Bronx  Pediatric 
AIDS  Consortium  and  Assistant  Dean  of  the  Albert  Einstein  College  of  Medicine.  My 
organization  is  a  constituent  member  of  the  National  Pediatric  HIV  Resource  Center.  I  have 
been  involved  in  HIV  care,  treatment  and  research  since  the  beginning  of  the  epidemic,  and  it 
is  my  honor  to  address  the  Appropriations  Committee  today  on  issues  related  to  funding  of  the 
Ryan  White  CARE  Act. 

I  am  here  today  to  ask  for  your  continued  support  for  all  Titles  of  the  Ryan  White  AIDS 
CARE  Act,  and  in  particular,  Title  IV  of  the  CARE  Act  which  provides  funds  for  pediatric, 
adolescent  and  family  HIV  services.  As  you  know,  the  CARE  Act  has  been  instrumental  in  the 
creation  of  services  and  programs  that  have  immeasurably  improved  the  quality  of  life  for  many 
people  living  with  HIV  and  AIDS  in  the  United  States  today. 

I  need  to  get  one  thing  off  my  chest  at  the  outset.  This  last  weekend,  the  Chicago 
Tribune  ran  an  article  about  pediatric  AIDS  research  funds  and  tried  to  state,  basically,  that 
"pediatric  AIDS  is  not  a  problem".  Let  me  assure  you  that  pediatric  AIDS  is  a  problem  in  the 
United  States. 

Unfortunately,  the  article  fails  to  analyze  HIV  infection  in  children  —  as  opposed  to 
diagnosed  AIDS  cases  --  within  an  appropriate  context  and  has  several  inaccuracies.  The  most 
important  inaccuracy  is  the  portrayal  of  children  with  HIV  as  existing  in  a  vacuum.  The  reality 
is  that  they  belong  to  mothers  and  fathers  infected  with  HIV  and  may  have  sisters  and  brothers 
infected  with  HIV  also.  However,  I  am  not  here  today  to  spend  time  disputing  this  article  or 
arguing  for  more  pediatric  AIDS  research  funding.  I  am  here  today  to  argue  for  additional  Title 
IV  care  dollars  for  children,  youth  and  families  with  AIDS  which  is  under- funded. 

I  want  to  assure  this  committee  that  I  understand  the  budgetary  constraints  that  Members 
of  Congress  are  facing  this  year,  and  I  am  immensely  grateful  that  the  President's  budget 
recommends  any  increase  at  all  in  the  FY  1995  funding  for  Title  IV.  Unfortunately,  however, 
the  HIV  epidemic  is  exacting  such  a  toll  among  American  children,  youth  and  families  --  most 
of  whom  are  historically  disenfranchised  African-Americans  and  Hispanics  —  that  I  feel 
compelled  to  ask  this  committee  for  additional  Title  IV  funds. 

I  want  to  make  three  main  points  today.  Each  of  these  points  is  supported  by  background 
information  provided  in  my  written  testimony. 

ONE:  Children  with  HIV  are  living  longer  and  need  additional  family  HIV  services.  More 
children  are  born  each  year  with  confirmed  HTV  infection.  In  addition,  huge  numbers 
of  children  and  youth  are  being  orphaned  when  their  parents  die  of  AIDS. 

TWO:  Title  TV  projects  do  not  just  serve  children.  They  serve  children,  youth,  women,  men 
and  families,  and  help  to  prevent  expensive  in-patient  care.  Title  TV  projects  are  located 
in  cities  and  counties  with  65%  of  identified  pediatric  and  adolescent  HIV  cases. 

THREE:  Title  TV  projects  are  severely  under-funded.  The  President  has  requested  $5  million 
in  additional  funds  for  Title  IV  programs  in  FY  1995  and  this  amount  not  enough. 
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Epidemiology 

The  HIV  epidemic  is  spreading  rapidly  among  women,  children,  and  adolescents  in  the 
United  States.  As  of  September  1993,  nearly  5,000  children,  over  14,000  young  people  ages 
13  to  24,  and  approximately  40,700  adult  women  have  been  diagnosed  with  AIDS.1  For 
children,  perinatal  transmission  -  transmission  from  mother  to  child  --  was  the  probable  risk 
factor  in  over  85  percent  of  the  cases.  In  addition,  over  70  percent  of  all  AIDS  cases  among 
women  are  related  to  injection  drug  use,  with  either  the  woman  or  her  partner  being  an  injection 
drug  user. 

Unfortunately,  the  need  for  effective  HIV  care  is  even  greater  than  these  statistics  might 
suggest.  Since  AIDS-defining  symptoms  appear  an  average  of  ten  years  after  infection  with 
HIV,  AIDS  statistics  allow  us  to  estimate  the  needs  of  people  who  are  at  just  one  end  of  the 
continuum  of  those  living  with  HIV  disease.  Approximately  15,000  to  20,000  children,2  an 
unknown  number  of  adolescents,  1 10,000  women,  and  over  1  million  men  are  estimated  to  have 
HIV  infection  but  are  not  yet  diagnosed  with  AIDS.3  Using  1989  national  sero-survey  data  for 
childbearing  women,  the  CDC  estimates  that  6,000  HIV  infected  women  will  give  birth  to 
children  each  year;  approximately  1,500  to  2,000  of  whom  will  also  be  infected  with  HIV.4 

According  to  a  recent  Congressional  report,  at  least  an  estimated  40,000  new  HIV 
infections  occur  among  adolescents  and  adults  each  year.  Over  46,400,  or  19  percent,  of  the 
reported  AIDS  cases  in  the  U.S.  are  among  young  adults  in  the  20  to  29  age  range,  suggesting 
that  a  majority  were  infected  with  HIV  during  their  adolescent  years.5  Analysis  of  1992  vital 
statistics  shows  that  HIV  disease  is  the  leading  cause  of  death  in  men  25  to  44  year  olds;  the 
fourth  leading  cause  of  death  in  women  25-44  years  old;  and  the  sixth  leading  cause  of  death 
among  young  people  15-24  years  old.4  Finally,  AIDS  was  the  eighth  leading  cause  of  death 
for  children  aged  1-4  in  1990,  and  has  been  estimated  to  become  the  fifth  leading  cause  of  death 
among  children  of  all  ages  in  this  country  in  this  decade.7 

HTV  disproportionately  affects  low-income  African-American  and  Latino  persons.  Fifty- 
four  percent  of  the  reported  children  with  AIDS  are  African- American,  although  only  14  percent 
of  the  nation's  children  are  African-American.  In  addition,  24  percent  of  the  children  with 
AIDS  are  Latino,  although  only  11  percent  of  U.S.  children  are  Latino. 

Equally  dire  are  the  projections  of  the  number  of  children  that  will  be  orphaned  as  a 
result  of  the  HIV/ AIDS  epidemic  -  24,600  under  age  13  and  2 1 ,000  between  the  ages  of  13  and 
17  by  1995,  with  the  total  number  of  children  orphaned  rising  to  more  than  80,000  by  the  year 
2000.8  The  potential  implications  of  these  numbers  for  an  already  overburdened  health  care  and 
social  service  system  are  enormous. 
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Title  IV  Legislative  Background 

Title  IV  of  the  CARE  Act  was  authorized  as  part  of  the  overall  CARE  Act  in  1990  but 
funds  for  the  section  were  not  appropriated  until  this  fiscal  year  when  Congressman  Serrano  took 
the  lead  in  shifting  $20.9  million  for  the  existing  Pediatric/Family  AIDS  Demonstration 
Programs  into  Title  IV.  Title  IV  provides  distinct  funding  for  an  HIV-affected  population  that 
has  had  difficulty  in  accessing  other  Ryan  White  CARE  dollars.  Most  pediatric  and  adolescent 
HIV  service  providers  are  small  and  have  severely  limited  budgets.  These  providers  generally 
have  no  public  policy  departments,  public  relations  persons,  epidemiologist  or  policy  researchers 
on  staff.  Many  Title  IV  clinicians  share  responsibility  for  providing  direct  patient  care, 
administering  clinical  drug  trials  and  raising  funds. 

Title  IV  funds  support  Projects  in  44  direct  service  sites  in  22  states.  Washington,  DC 
and  Puerto  Rico,  and  are  involved  in  the  following: 

■  Investing  in  the  health  care  infrastructure  where  none  exists.  Title  IV  grants  are 
provided  to  low-income  communities  to  coordinate  existing  services  for  children, 
adolescents  and  their  parents,  and  stimulate  the  development  of  new  HIV  and  related 
services  that  include  medical,  social,  and  other  support  services  for  families  and  youth. 

■  Delivering  both  primary  and  secondary  HIV  prevention  services.  In  many  locations,  the 
pediatric,  adolescent  and  family  HIV  project  is  the  only  point  of  entry  into  the  health 
care  system  for  infected  adolescent  girls,  pregnant  women  and  single  women.  Our 
projects  have  conducted  street  outreach  activities  and  have  been  able  to  reach  women  at- 
risk  of  HIV  infection  and  runaway  and  homeless  youth,  thereby  aiding  them  in  accessing 
comprehensive  HIV  care. 

■  Fostering  relationships  between  existing  care  models  and  innovations  in  care  by 
establishing  linkages  with  HIV  clinical  trials  and  other  research  programs. 

■  Providing  for  the  distinct  service  needs  of  high  risk  and  infected  adolescents  who  require 
special  attention.  The  care  of  adolescents  with  HIV/ AIDS  has  lagged  behind  the 
development  of  services  for  children  and  adults.  HIV  seropositive  adolescents  are  rarely 
diagnosed  and  seldom  receive  appropriate  medical  and  psychological  services. 
Adolescents  with  HIV/ AIDS  face  institutional  barriers  to  entitlement  programs,  substance 
abuse  treatment,  housing,  and  other  essential  services  that  were  designed  for  adults.  Few 
young  people  have  been  enrolled  in  research  protocols  which  provide  free  care  and 
access  to  life-prolonging  treatments. 

Costs  of  Care 

While  data  on  the  cost  of  direct  medical  care  for  children  with  AIDS  are  limited,  it  is 
estimated  that  these  costs  range  from  $40,000  to  $50,000  per  year;  inpatient  costs  account  for 
over  90  percent  of  these  expenses.9 10  This  figure  is  significantly  higher  than  comparable  costs 
for  other  childhood  diseases.  The  cost  of  treating  all  people  with  HIV  in  1991  was  estimated 
at  $5.8  billion,  $1.4  billion  of  which  was  spent  solely  on  treating  persons  with  asymptomatic 
HIV  infection.    It  is  estimated  that  the  cost  of  treating  all  people  with  HIV  will  increase  by  21 
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percent  each  year  through  1994." 

Research  supports  the  idea  that  comprehensive,  coordinated,  community-based  care 
actually  helps  to  reduce  these  extraordinary  costs.  The  work  of  projects  such  as  the  Bronx 
Pediatric  AIDS  Consortium  actually  resulted  in  a  decrease  in  costly  hospitalizations  —  from  0.27 
inpatient  hospital  days  per  client  served  in  1991  to  0.16  in  1992. 12 

Clients  Served 

The  total  number  of  clients  served  by  Title  IV  projects  in  1992  was  28,738.  This 
represented  an  87%  increase  from  1991.  The  total  number  of  families  served  was  10,163,  a 
28%  increase  over  1991.  Demand  for  services  at  project  sites  has  increased  over  50%  for  each 
of  the  previous  three  years.  The  total  number  of  women  served  in  1992  was  11,989,  a  124% 
increase  over  1991.  The  total  number  of  children  (age  0-12)  and  adolescents  served  in  1992  was 
10,297  and  2,817  respectively.  This  represented  an  81%  increase  for  children  and  a  74% 
increase  for  adolescents.  Five  out  of  six  clients  served  in  1992  were  African-American  or 
Hispanic.  The  total  number  of  outpatient  encounters  reported  in  1992  was  103,008,  representing 
a  117%  increase  over  the  previous  year. 

Bronx  Pediatric  AIDS  Consortium 

The  Bronx  has  the  highest  HIV  seroprevalence  rates  among  newborns  in  the  United 
States,  and  has  over  24%  of  reported  pediatric  AIDS  cases.  The  Bronx  Pediatric  AIDS 
Consortium  was  formed  in  the  early  1980's  to  respond  to  the  epidemic  among  children,  youth 
and  families.  Located  in  the  nation's  most  economically  deprived  and  physically  devastated 
inner-city  areas,  the  consortium  consists  of  clinicians  and  service  providers  located  at  the  Albert 
Einstein  College  of  Medicine,  Bronx  Lebanon  Hospital,  Bronx  Municipal  Hospital,  Montefiore 
Medical  Center  and  North  Central  Bronx  Hospital. 

The  consortium  has  provided  care  to  a  growing  population  each  year  of  operation.  In 
1989,  network  providers  had  an  estimated  4,500  clinic  visits.  In  the  following  year,  between 
January  1,  1990  and  April  1,  1991,  consortium  members  recorded  7,235  encounters  with  2,350 
individual  patients.  Between  January  1,  1990  and  January  31,  1992,  the  Consortium  recorded 
a  total  of  13,345  clinical  encounters  with  4,875  individual  patients  consisting  of  children, 
adolescents  and  women. 

Current  services  consist  of  primary  and  tertiary  comprehensive  medical  care,  access  to 
clinical  trials,  developmental  services,  social  services  that  include  assistance  with  housing, 
transportation,  entitlement,  legal  services,  and  mental  health  substance  abuse  treatment,  foster 
care,  day  care  and  respite  care.  Psychosocial  support  is  also  given  and  access  to  care-givers  is 
provided  on  a  24  hour  basis. 
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Funding  History 

Although  the  demand  for  services  has  grown  at  very  high  rates,  Congressional  funding 
levels  for  pediatric  and  adolescent  services  has  remained  essentially  level  funded  for  3  years. 
In  FY  1994,  despite  separate  requests  for  $6  million  for  Title  IV  and  $21  million  for  HIV 
demonstrations,  Congress  consolidated  funding  within  Title  IV  at  $22  million,  despite  an 
increase  of  $210  million  for  Titles  I  and  II  for  FY  1994. 

FY  1995  Funding  Request 

The  National  Organizations  Responding  to  AIDS  Coalition  and  AIDS  Action  Council 
have  recommended  a  total  funding  level  of  $62  million  for  Title  IV.  By  increasing  funding  for 
Title  IV,  it  is  estimated  that  the  number  of  clients  served  could  be  increased  dramatically,  and 
that  existing  Project  sites  could  provide  enhanced  services  to  a  rapidly  increasing  client  case 
load.  In  addition,  better  access  to  clinical  trials  and  other  research  projects  sponsored  by  NIH, 
a  requirement  of  Title  IV,  could  be  provided. 

A  small  amount  of  new  funds  would  provide  planning  grants  in  states  and  counties  with 
no  project  that  are  currently  reporting  low  HIV  or  middle  incidence  rates  and  are,  therefore, 
presently  unserved  by  Title  IV  Projects.  An  expanded  system  could  begin  to  develop  the 
capacity  to  deliver  comprehensive  HIV  care  in  advance  of  the  need  that  is  sure  to  arrive.  Initial 
planning  grants  are  vitally  necessary  to  support  data  collection,  needs  assessments  and  local 
meetings  among  service  providers  to  begin  to  identify  areas  where  the  infrastructure  needs 
further  investment.  $20  million  in  additional  funds  for  Title  IV  could  be  spent  in  the  following 
categories: 

■  $2  for  initial  planning  and  development  of  15  new  care/ research  programs  and  to  implement 
new  services. 

■  $8  million  to  support  existing  comprehensive  care  sites  to  serve  the  ever  growing  number  of 
clients  in  need,  to  hire  and  train  additional  staff  and  to  provide  stronger  links  with  clinical 
research  trials. 

■  $8  million  to  strengthen  and  expand  programs  specifically  suited  for  adolescents,  a  population 
that  is  grossly  under-served  by  both  comprehensive  care  providers  and  clinical  trial  centers. 

■  $2  million  to  enhance  evaluation  and  data  collection  activities  associated  with  the  provision  of 
clinical  trials  and  the  provision  of  comprehensive  services. 

Conclusion 

Perhaps  the  pediatric  AIDS  community  had  the  luxury,  unlike  our  adult  colleagues,  to 
begin  to  put  systems  in  place  ahead  of  the  crisis  in  numbers.  Now,  I  must  sadly  report,  we  have 
rapidly  growing  numbers  of  persons  showing  up  for  services  that  is  at  a  crisis  level.  Congress 
must  support  the  expansion  of  Title  IV  programs.  I  thank  this  committee  for  its  attention  and 
I  hope  that  my  testimony  is  helpful  in  your  deliberations. 
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ALSO  TESTIFYING  TODAY  ON  BEHALF 

OF  THE 

TITLE  IV  PEDIATRIC/ADOLESCENT  AIDS  PROJECTS, 

THE  CHILDREN'S  HOSPITAL  AIDS  PROGRAM  OF  THE 

NEW  JERSEY  HOSPITAL  OF  MEDICINE  AND  DENTISTRY 

(CHAP), 

AND  THE 

NATIONAL  PEDIATRIC  HIV  RESOURCE  CENTER: 


Patrice  (34)  and  Briana  (3  1/2)  live  in  transitional  housing  in  Newark, 
New  Jersey.  Patrice  found  out  she  was  HIV-positive  when  she  was  7 
months  pregnant  with  Briana.  When  Briana  was  born,  she  suffered  from 
an  HIV-related  respiratory  infection  and  spent  her  first  two  months  in  a 
neo-natal  intensive  care  unit.  Then,  2  months  after  she  returned  home, 
Briana  had  to  be  rushed  to  the  emergency  room  because  she  was  having 
trouble  breathing.  The  doctors  thought  she  was  having  trouble  with  her 
asthma,  sending  her  home  after  treating  her  for  that.  Twelve  hours 
later,  Patrice  had  to  rush  Briana  back  to  the  hospital  where  she  was 
correctly  diagnosed  with  Pneumocystis  pneumonia  (PCP).  This  time 
Briana  was  admitted  to  the  hospital  and  immediately  transferred  to  the 
New  Jersey  Hospital  of  Medicine  and  Dentistry's  CHAP  program  where 
the  medical  staff  was  more  experienced  in  treating  children  with  AIDS. 
For  the  next  21  days  Briana  was  fed  and  medicated  intravenously  and 
the  PCP  cleared.  Later  Briana  would  have  problems  with  recurrent  viral 
pneumonia  and,  eventually,  would  spend  20  of  her  first  24  months  in 
hospitals. 

Today,  however,  thanks  to  the  CHAP  doctors  and  to  the  related  Title  IV 
sponsored  support  services,  and,  last  but  not  least,  to  the  indefatigable 
spirit  of  this  remarkable  child  and  her  equally  remarkable  mom,  Briana 
has  not  been  in  the  hospital  for  17  months.  She  takes  AZT,  Bactrim, 
gamma-globulin,  prednisone  and  lots  of  vitamins  and,  as  you  can  see,  she 
is  doing  very  well. 

About  CHAP: 

The  Children's  Hospital  AIDS  Program  is  a  comprehensive  care  center  for 
children  and  adolescents  living  with  HIV.  The  program  provides  both 
inpatient  and  outpatient  medical  care,  a  wide  range  of  social  services  and 
various  programs  for  family  support  CHAP  recieves  most  of  its  funding 
through  the  Ryan  White  CARE  Act  Title  IV  Pediatric  and  Adolescent  AIDS 
Service   Project  Program. 
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Thursday,  February  10,  1994. 

witnesses 

christopher  burke,  actor,  "life  goes  on" 

donna  rosenthal,  national  down  syndrome  socd3ty 

Ms.  Pelosi.  Mr.  Christopher  Burke  and  Donna  Rosenthal  of  the 
National  Down  Syndrome  Society. 

Please  come  around,  as  our  Chairman  would  say.  As  you  come 
forward,  I  am  sure  Mr.  Serrano  advised  you  that  our  Chairman  is 
involved  in  bringing  the  earthquake  conference  report  to  the  floor 
today  and  had  to  have  a  conference  before  they  do  that.  So  I  know 
you  all  miss  his  presiding  here  and  we  will  try  to  follow  his  exam- 
ple of  making  you  as  welcome  as  we  possibly  can  without  him 
being  here. 

Welcome,  Mr.  Burke. 

Mr.  BURKE.  Thank  you. 

Ms.  Rosenthal.  Thank  you,  very  much,  Madam  Chair,  and 
Members  of  the  committee.  We  are  very  pleased  to  be  here  and  to 
have  the  opportunity  to  present  this  testimony.  The  National  Down 
Syndrome  Society  was  established  in  1979  to  help  people  with 
Down  syndrome  to  achieve  their  full  potential  in  community  life. 
And  at  the  same  time,  to  unravel  the  mysteries  of  this  genetic  dis- 
order through  research. 

There  are  more  than  250  thousand  people  in  the  United  States 
today  with  Down  syndrome.  The  thrust  of  our  efforts  is  to  educate 
the  public  about  the  abilities  and  capabilities  of  people  with  Down 
syndrome,  to  support  research  about  not  only  Down  syndrome  but 
its  related  illnesses  of  Alzheimer's  disease,  leukemia  and  of  course 
mental  retardation,  and  to  provide  supportive  services  to  the  fami- 
lies and  individuals  themselves.  It  is  a  very  exciting  time  for  people 
with  Down  syndrome  because  they  are  far  exceeding  the  expecta- 
tions of  society  and  are  constantly  reaching  new  levels  of  achieve- 
ment and  accomplishment. 

Certainly,  Chris  Burke,  to  my  right,  who  has  had  a  starring  role 
in  ABC's  television  series,  "Life  Goes  On,"  is  an  example  of  these 
achievements.  First  of  all,  because  the  show  demonstrates  that  a 
person  with  Down  syndrome  can  master  a  major  television  role 
week  after  week  for  four  years,  and  become  one  of  the  most  recog- 
nized and  beloved  television  personalities. 

Just  as  an  aside,  as  we  came  in  last  night  to  Union  Station,  the 
man  who  was  getting  us  a  cab  turned  to  Chris  and  said,  "you  are 
the  celebrity;  right?"  It  is  very  exciting  for  me  to  be  with  him  and 
see  all  the  recognition  that  he  gets  wherever  he  goes. 

Second  of  all,  his  character,  Corky,  has  shown  that  people  with 
Down  syndrome  are  just  like  you  and  me,  with  the  same  goals  and 
dreams,  loves  and  frustrations,  challenges,  and  aspirations.  The 
show  and  Chris  Burke  himself  have  shown  the  public  that  a  world 
of  opportunities  should  be  available  for  people  with  Down  syn- 
drome, in  the  same  way  that  they  are  available  for  you  and  me. 

We  ask  you  today  to  continue  to  provide  the  necessary  support 
to  maximize  the  potential  of  people  with  Down  syndrome.  Our  writ- 
ten testimony  focuses  on  two  areas  of  concern,  research  and  edu- 
cation. I  am  just  going  to  summarize  now  our  recommendations. 
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First,  we  recommend  that  you  earmark  specific  additional  fund- 
ing for  the  National  Institute  of  Child  Health  and  Human  Develop- 
ment for  Down  syndrome  research.  There  simply  isn't  enough 
money  and  it  really  needs  to  be  earmarked  and  we  hope  that  you 
will  do  that. 

Secondly,  today  people  with  Down  syndrome  are  being  included 
in  educational  classrooms  and  we  need  to  learn  more  about  what 
works  and  what  doesn't  and  what  needs  to  be  national  guidelines. 
And  so  we  urge  that  you  provide  specific  funds  to  the  Department 
of  Education  for  that  very  important  part  because  not  only  the  edu- 
cation of  people  with  Down  syndrome,  but  the  education  of  every- 
body is  involved  in  that  and  it  is  very  important. 

Third,  we  urge  that  you  provide  additional  funds  to  the  Depart- 
ment of  Education  for  necessary  support  services  that  are  critical 
for  the  learning  experience  in  schools  and  classrooms  to  be  success- 
ful and  educationally  meaningful. 

And  finally,  as  people  with  Down  syndrome  are  moving  into  the 
work  force  and  continuing  their  education  well  into  adulthood,  we 
know  that  they  no  longer  plateau  but  continue  learning  all  the  way 
through,  well  into  their  20s.  We  urge  you  to  provide  additional 
funds  for  vocational  training  and  continuing  education  programs. 
And  now,  it  is  my  great  pleasure  to  introduce  Chris  Burke  to  you. 

Mr.  Burke.  Good  morning.  My  name  is  Chris  Burke.  I  am  the 
National  Spokesperson  and  Special  Projects  Coordinator  at  NDSS. 
I  am  also  a  television  actor.  And  you  may  have  seen  me  on  the 
ABC  TV  series  "Life  Goes  On."  I  play  Corky  Thatcher,  a  teenager 
with  Down  syndrome  who  faces  many  challenges  and  many  suc- 
cesses in  life. 

I  am  here  today  to  tell  you  that  people  with  Down  syndrome 
need  your  help  to  succeed.  I  am  starting  a  magazine  at  NDSS 
called  "News  and  Views."  There  will  be  articles  by  people  with 
Down  syndrome,  their  brothers  and  sisters,  and  friends.  It  will 
show  what  people  with  Down  syndrome  can  do.  People  with  Down 
syndrome  want  to  do  the  best  they  can,  just  like  everyone  else.  We 
have  dreams,  hopes  and  goals.  We  laugh  and  have  fun  and  we  can 
be  serious  and  do  a  good  job.  We  can  do  lots  of  things  if  we  are 
given  the  chance. 

My  dream  of  being  an  actor  has  come  true.  It  has  shown  lots  of 
people  what  people  like  me  can  do.  It  gives  people  with  Down  syn- 
drome and  their  families  the  hope  that  their  dreams  will  come 
true. 

Please  give  people  with  Down  syndrome,  which  I  call  "up  syn- 
drome," the  chance  to  reach  our  greatest  goals.  It  is  about  abilities, 
not  disabilities.  Please  support  research,  education  and  job  train- 
ing. We  are  counting  on  your  help. 

Thank  you  very  much. 

[The  prepared  statement  follows:] 
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Testimony  of  the  National  Down  Syndrome  Society 
February  10.  1994 

The  National  Down  Syndrome  Society  would  like  to  thank  the  House  Appropriations  Subcommittee 
on  Labor,  Health  and  Human  Services,  Education  and  Related  Agencies  for  the  opportunity  to  present 
this  testimony. 

The  National  Down  Syndrome  Society  was  establ  ished  in  1 979  to  help  people  with  Down  syndrome 
to  achieve  their  full  potential  in  community  life,  and  to  unravel  the  mysteries  of  this  genetic  disorder 
through  research.  There  are  more  than  250,000  people  with  Down  syndrome  in  our  nation  today.  The 
thrust  of  our  efforts  is  to  educate  the  public  about  the  abilities  and  capabilities  of  people  with  Down  syndrome, 
to  support  research  about  this  disorder  and  its  related  illnesses,  and  to  provide  supportive  services  for 
families  and  individuals  affected  by  Down  syndrome. 

It  is  a  very  exciting  time  for  people  with  Down  syndrome  because  they  are  far  exceeding  the 
expectations  of  society,  and  are  consistently  reaching  new  levels  of  achievement  and  accomplishment. 
Certainly  Christopher  Burke's  starring  role  in  the  ABC  Television  series  "Life  Goes  On"  is  an  example 
of  these  achievements  because  1 )  it  demonstrates  that  a  person  with  Down  syndrome  can  master  a  demanding 
television  role  week  after  week  for  four  years  and  become  one  of  the  most  recognized  and  beloved  television 
personalities,  and  2)  his  character.  Corky,  shows  that  people  with  Down  syndrome  are  just  like  you  and 
me.  with  the  same  goals  and  dreams,  loves  and  frustrations,  challenges  and  aspirations.  The  show  and 
Chris  Burke  himself  have  shown  the  public  that  a  world  of  opportunities  should  be  available  to  people 
with  Down  syndrome  in  the  same  way  they  are  available  to  you  and  me. 

We  ask  you  today  to  continue  to  provide  the  necessary  support  to  maximize  the  potential  of  people 
with  Down  syndrome.    Our  testimony  will  focus  on  two  areas  of  concern:    Research  and  Education. 

RESEARCH 

Down  syndrome  is  present  when  Chromosome  21  occurs  in  triplicate  form.  There  are  approximately 
1000  genes  on  Chromosome  21,  which  is  the  smallest  chromosome  and  the  first  one  to  be  mapped.  It 
is  a  very  important  chromosome  because,  not  only  does  its  occurrence  in  triplicate  cause  Down  syndrome, 
but  genes  on  the  chromosome  impact  many  well  known  illnesses. 

If  we  can  discover  and  treat  the  causes  of  Down  syndrome,  not  only  will  this  have  an  effect  on 
the  one  in  every  800-1000  births  which  is  a  child  with  Down  syndrome,  but  it  will  also  prevent  a  large 
number  of  miscarriages  experienced  by  women  of  all  ages  that  result  from  chromosomal  disorders. 

If  we  can  discover  and  treat  the  causes  of  Alzheimer  disease  which  clinically  affects  approximately 
25  percent  of  people  over  age  35  with  Down  syndrome,  we  will  hopefully  have  the  answers  to  the  debilitating 
disease  which  also  affects  older  adults  in  the  general  population. 

If  we  can  discover  and  treat  the  causes  of  childhood  leukemia,  it  will  affect  both  children  with 
Down  syndrome  who  suffer  from  this  illness  at  a  rate  four  times  the  norm,  and  children  in  the  population 
at  large  who  are  affected  by  this  lethal  cancer. 
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If  we  can  discover  and  treat  the  causes  of  mental  retardation,  the  impact  will  be  felt  not  only  by 
people  with  Down  syndrome,  but  also  by  many  others  born  with  related  problems. 

Understanding  the  genes  and  their  role  in  Down  syndrome  and  related  illnesses,  which  is  known 
as  phenotypic  mapping,  is  just  beginning.  This  research  is  in  the  forefront  of  work  being  undertaken 
by  the  National  Institutes  of  Health. 

The  Subcommittee  is  well  aware  of  budget  pressures  which  affect  the  research  activities  of  the 
National  Institutes  of  Health.  Many  outstanding  and  critical  Down  syndrome  research  projects  are  being 
turned  away,  not  because  they  are  unworthy  of  funding,  but  simply  because  there  are  insufficient  funds. 

Our  triumphs  continue  in  spite  of  these  limitations.  However,  it  would  be  unfortunate  for  all 
of  the  pioneering  work  to  be  slowed  now,  when  progress  on  Chromosome  21  is  leading  the  way  for 
researchers  in  other  areas. 

The  National  Down  Syndrome  Society  urges  the  Subcommittee  to  commit  the  resources  necessary 
to  continue  the  work  on  Down  syndrome  and  mental  retardation  by  specifying  increased  funding  to  the 
National  Institute  for  Child  Health  and  Human  Development  for  next-step  research  in  Down  syndrome 
and  Chromosome  2 1 .  This  will  insure  our  hopes  for  progress  in  unlocking  the  genetic  secrets  that  affect 
the  lives  of  so  many  children  and  adults  with  this  genetic  disorder. 

EDUCATION 

Since  the  founding  of  the  National  Down  Syndrome  Society  fourteen  years  ago,  the  opportunities 
available  to  persons  with  Down  syndrome  have  grown  enormously.  This  is  due  in  great  measure  to  the 
vision  of  Congress,  which  has  consistently  enacted  legislation  that  requires  integration  into  the  mainstream. 
Most  people  with  Down  syndrome  have  IQ's  that  fall  in  the  mild  to  moderate  range  of  retardation.  We 
now  know  that  early  intervention  programs  that  start  as  early  as  six  weeks  after  birth  can  boost  a  range 
of  physical  and  mental  abilities.  Children  with  Down  syndrome  are  definitely  educable,  and  educators 
and  researchers  still  do  not  know  their  full  potential.  Today  children  with  Down  syndrome  and  related 
disabilities  are  being  included  in  regular  classrooms  across  the  country.  The  degree  of  integration  is 
based  on  individual  abilities,  but  the  trend  is  toward  full  inclusion  in  the  social  and  educational  life  of 
the  community. 

As  this  trend  toward  inclusion  grows  throughout  the  country  and  people  with  Down  syndrome 
are  integrated  more  and  more  into  regular  education  settings,  it  is  important  not  to  lose  sight  of  the  fact 
that  educational  options  need  to  be  made  available,  and  that  supports  are  necessary  for  success  -  supportive 
services  such  as  speech  therapy  and  computer  technology,  team  teachers  or  trained  aides  in  the  classroom, 
vocational  training  for  real  jobs,  and  continuing  education  programs  for  people  21  years  and  older  who 
need  additional  educational  reinforcement  to  succeed. 

One  of  the  great  fears  is  that  with  inclusion  will  come  cutbacks  in  these  important  services,  and 
with  cutbacks  will  come  a  poorer  quality  of  education  for  everyone,  and  with  a  poorer  quality  of  education 
will  come  less  preparation  for  adulthood  and  the  world  of  work.   Therefore  it  is  critical  that  sufficient 
funds  be  appropriated  by  the  House  Appropriations  Committee,  and  an  example  set  for  states  and  local 
governments  to  adequately  fund  quality  education  for  all. 
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Young  adults  with  Down  syndrome  are  now  entering  the  work  force,  assuming  responsible  roles 
in  banks,  stores,  hotels,  restaurants,  corporations,  and  small  businesses.  They  can  and  do  succeed.  To 
cite  a  few  examples: 

John  Taylor  is  the  senior  sales  person  at  Sam  Goody's  in  Nanuet,  New  York,  and  was  named 
employee  of  the  month. 

Mitchell  Levitz  is  working  in  the  Peekskill,  New  York  Chamber  of  Commerce  and,  with  his  friend 
Jason  Kingsley,  has  authored  a  book  called  Count  Us  In:  Growing  Up  With  Down  Syndrome,  which  has 
just  been  published  by  Harcourt  Brace.  Mitchell  and  Jason  are  currently  on  a  celebrity  book  tour  in 
ten  cities  across  the  country,  and  you  can  find  the  book  in  every  major  bookstore. 

Sarah  Glascock  has  two  jobs  -  a  morning  job  at  the  Panorama  Pharmacy  in  Los  Angeles  and  an 
afternoon  job  at  the  Red  Lobster,  positions  she  has  held  for  several  years.  Both  employers  consider  her 
one  of  their  most  reliable  and  pleasant  employees. 

Jeff  Perry  works  as  a  courtesy  clerk  at  Farmer  Jack's  and  concentrates  on  doing  his  job  with  speed 
and  accuracy.    Farmer  Jack's  saluted  Jeff  in  the  employee  newspaper  recently. 

These  accomplishments  are  only  possible  with  a  strong  education  and  vocational  preparation. 

RECOMMENDATIONS 

In  conclusion,  the  National  Down  Syndrome  Society  wishes  to  make  the  following  recommendations 
to  the  House  Appropriations  Subcommittee  on  Labor,  Health  and  Human  Services,  Education  and  Related 
Agencies. 

•  First,  we  recommend  that  you  earmark  specific  additional  funding  for  the  National  Institute  of 
Child  Health  and  Human  Development  for  Down  syndrome  research. 

•  Second,  we  urge  you  to  provide  specific  funds  to  the  Department  of  Education  to  be  used  for 
special  projects  to  define  and  evaluate  the  concept  of  inclusion  and  provide  guidelines  which  can  be  applied 
nationwide. 

•  Third,  we  urge  you  to  provide  additional  funds  to  the  Department  of  Education  for  the  necessary 
support  services  that  are  critical  for  the  learning  experience  in  schools  and  classrooms  to  be  successful 
and  educationally  meaningful. 

•  Fourth,  we  urge  you  to  provide  additional  funds  to  the  Department  of  Education  for  vocational 
training  and  continuing  education  programs  for  people  with  Down  syndrome  and  related  disabilities,  so 
that  they  are  better  prepared  to  make  their  contributions  as  citizens  and  wage  earners  in  the  world  of 
work  and  community  life. 

We  greatly  appreciate  this  opportunity  to  offer  our  recommendations  to  me  Subcommittee  and 
welcome  your  inquiries  into  any  of  the  issues  raised. 
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Ms.  Pelosi.  Thank  you  very  much. 

Mr.  Serrano.  It  really  fills  my  heart  to  know  that  this  struggle 
continues.  To  see  you,  Mr.  Burke,  here  today  reminds  me  of  not  too 
long  ago  when  7  o'clock  on  Sunday  nights  was  a  fixed  time  for  my 
family  to  sit  down  with  my  two  teenage  children  and  my  five  year 
old.  If  I  was  out  of  town,  I  could  not  call  during  that  time  period 
for  no  one  would  answer  the  telephone.  You  have  been  quite  an  in- 
spiration to  so  many  people.  Not  only  an  inspiration,  you  are  a 
great  actor,  especially  that  episode  when  you  went  into  the  city  and 
were  out  there  throughout  the  whole  episode  and  met  the  singing 
troubadour  who  was  in  every  scene.  That  reminded  some  of  us  of 
the  first  time  we  saw  New  York  City  coming  from  Puerto  Rico  and 
how  frightening  that  was. 

We  really  congratulate  you  on  your  work  and  for  being  here 
today. 

Mr.  Burke.  Thank  you  very  much.  Appreciate  it. 

Ms.  PELOSI.  Thank  you,  Ms.  Rosenthal,  thank  you,  Mr.  Burke  for 
your  testimony,  and  also  as  Mr.  Serrano  mentioned  for  being  an  in- 
spiration. You  can  be  assured  that  everyone  on  this  committee  val- 
ues people  for  what  they  can  do  instead  of  judging  them  for  what 
they  cannot  do.  And  hearing  the  testimony  of  the  aspirations  and 
the  abilities  of  people  with  Down  syndrome  directly  from  you  was 
very  helpful  to  us. 

I  appreciate  your  bringing  your  story  to  us  today. 

Thank  you. 


Thursday,  February  10,  1994. 

WITNESS 

LAWRENCE  S.  HOFFHEIMER,  NATIONAL  COALITION  FOR  RESEARCH 
IN  NEUROLOGICAL  DISORDERS 

Ms.  Pelosi.  Mr.  Lawrence  Hoffheimer,  the  National  Coalition  for 
Research  in  Neurological  Disorders.  Welcome  and  good  morning. 

Mr.  Hoffheimer.  Good  morning.  Thank  you,  Ms.  Pelosi,  Mem- 
bers of  the  committee.  On  behalf  of  the  member  organizations  of 
the  National  Coalition  for  Research  in  Neurological  Disorders,  I 
would  like  to  thank  you  for  this  opportunity  to  testify.  NCR  mem- 
bers encompass  over  50  organizations,  including  patient  groups, 
medical  societies  and  scientific  societies,  all  dedicated  to  the  elimi- 
nation of  the  tragedies  resulting  from  neurological  disorders.  It  is 
with  great  personal  pleasure  that  I  appear  before  you  once  again 
today. 

There  are  three  parts  to  my  testimony.  First,  I  will  briefly  out- 
line the  tremendous  scale  and  cost  of  neurological  disorders.  Sec- 
ond, I  will  describe  the  great  advances  made  in  treating  these  dis- 
orders in  the  last  year  alone.  And  thirdly,  I  will  highlight  the  ad- 
vances that  the  research  is  making  currently  and  in  the  near  fu- 
ture. 

Congress,  the  administration,  the  business  community,  and  con- 
sumers are  rightly  concerned  with  the  tremendous  pressure  health 
care  costs  place  on  our  economy.  According  to  a  1992  survey  con- 
ducted by  the  health  economic  consulting  firm  of  Lewin-ICF,  the 
annual  costs  of  disorders  of  the  brain  and  central  nervous  system 


655 

are  estimated  to  be  over  $400  billion.  These  costs  represent  more 
than  7  percent  of  our  Gross  National  Product.  The  direct  medical 
costs  of  brain  disorders  are  estimated  to  be  over  $100  billion,  which 
is  more  than  $1.00  out  of  every  $7.00  spent  on  health  care  in  1991. 

The  cost  of  diseases  of  the  brain  is  calculated  to  be  more  than 
$1,600  per  person  in  the  United  States,  or  $3,700  for  each  em- 
ployed person.  This  amount  is  equal  to  15  percent  of  the  average 
annual  income  for  the  American  worker.  Neurological  disorders 
comprise  over  a  quarter  of  the  total  costs  and  indirect  costs  and 
greatly  exceed  direct  costs  because  most  neurological  disorders  re- 
sult in  long-term  functional  limitations,  which  cause  a  loss  of  pro- 
ductive capability  by  the  afflicted  individuals. 

To  put  these  staggering  figures  in  perspective,  consider  both  the 
direct  and  indirect  cost  of  just  one  category,  dementia.  These  costs 
are  slightly  less  than  the  total  federal  spending  on  medicare.  My 
point  is  simple.  The  National  Institute  on  Neurological  Disorders 
and  Stroke,  NINDS,  is  responsible  for  90  percent  of  the  research 
being  carried  out  on  these  neurological  disorders  which  cost  our 
country  over  $100  billion  annually.  As  a  society,  we  are  spending 
only  $600  million  for  prevention  and  to  cure  these  disorders  that 
cost  over  $100  billion,  which  is  an  investment  of  only  six-tenths  of 
1  percent. 

Isn't  the  hope  of  cures  and  effective  preventative  measures  pro- 
vided through  research  at  NINDS  worth  more  than  this?  The  mem- 
bers of  the  National  Coalition  for  Research  in  Neurological  Dis- 
orders certainly  think  so.  This  data  reflects  only  the  published 
studies.  Many  neurological  disorders  have  no  studies  on  their  costs. 
For  instance,  take  concerns  raised  publicly  recently  about  the  pos- 
sible brain  tumor  or  neurological  damage  caused  by  cellular  tele- 
phones or  electromagnetic  fields. 

Public  concerns  about  the  safety  of  these  technologies  can  only 
be  evaluated  if  we  possess  sufficient  understanding  about  how  the 
brain  works.  Society,  through  phone  companies  and  utilities,  may 
well  pour  millions  more  into  research  to  satisfy  these  public  anxi- 
eties. 

During  the  past  year,  the  investment  this  committee  has  made 
in  neurological  research  has  seen  the  beginning  of  a  substantial  re- 
turn on  this  investment.  Based  largely  on  the  research  supported 
by  NINDS,  several  new  products  have  been  made  available  to  con- 
sumers over  the  past.  In  1993,  the  Food  and  Drug  Administration 
approved  four  new  drugs  for  neurological  conditions.  Felbatol  was 
the  first  major  anti-epileptic  to  be  introduced  in  the  United  States 
in  over  15  years  and  was  in  part  developed  by  NINDS;  Neurontin 
was  approved  for  epilepsy;  Betaseron  was  approved  for  multiple 
sclerosis,  and  Cognex  was  approved  as  the  first  drug  for  the  treat- 
ment of  Alzheimer's  disease.  In  related  areas,  the  FDA  approved 
Risperdal  for  schizophrenia  and  Effexor  for  depression. 

Right  now  there  are  many  other  compounds  in  clinical  trials  for 
FDA  approval.  These  hold  great  promise  for  Alzheimer's  disease, 
epilepsy,  stroke,  head  injury,  ALS  and  other  neurological  disorders. 
The  development  of  these  drugs  for  American  consumers  is  based 
in  large  part  on  research  supported  by  NINDS. 

In  terms  of  neuroscience  research,  1993  has  also  been  a  banner 
year.  I  would  like  to  share  with  you  some  of  the  following  break- 
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throughs,  much  funded  by  the  NINDS  research.  A  new  class  of 
genes  has  been  identified  that  are  involved  in  early  development, 
including  that  of  the  entire  neurological  structure.  Two  teams  of  re- 
searchers reported  advances  in  regenerating  severed  spinal  tissue 
in  rats,  which  if  successfully  replicated  may  indicate  possible  treat- 
ments for  people  paralyzed  by  spinal  cord  injuries.  The  gene  for 
Lou  Gehrig's  disease,  ALS,  has  at  long  last  been  identified,  holding 
out  the  possibility  that  potential  therapies  may  be  close  at  hand. 

ATP,  which  appears  in  every  living  cell,  has  been  identified  as 
a  classic  neurotransmitter  that  acts  outside  cells  to  transmit  mes- 
sages between  nerve  cells  in  the  brain  and  other  parts  of  the  body. 
This  may  be  a  key  breakthrough  in  understanding  how  the  brain 
and  immune  system  interact. 

Scientists  have  isolated  the  gene  that  causes  neurofibromatosis, 
a  disfiguring  and  sometimes  fatal  neurological  condition.  Scientists 
have  reported  the  ability  to  pinpoint  the  stage  at  which  an  error 
occurs  in  a  mother's  unfertilized  egg  causing  the  child  to  be  born 
with  Down  syndrome. 

Researchers  have  cloned  a  crucial  brain  protein,  the  NMD  A  re- 
ceptor which  eventually  may  lead  to  new  drugs  for  stroke,  epilepsy, 
memory  loss  and  a  variety  of  other  degenerative  neurological  condi- 
tions. New  studies  have  lent  support  to  linking  a  gene  to  alcohol- 
ism. 

Finally,  an  intramural  research  team  working  with  the  NINDS 
laboratory  of  Daniel  Alkon  have  discovered  the  physiological  dif- 
ferences in  the  skin  cells  of  persons  with  Alzheimer's  disease.  This 
finding  could  lead  to  a  standard  battery  of  skin  tests  to  diagnose 
the  disease.  The  results  offer  hope  that  one  day  physicians  will  ul- 
timately be  able  to  predict  who  is  at  risk. 

I  am  pleased  to  say  that  the  above  items  are  just  the  tip  of  the 
iceberg.  The  research  on  neurological  disorders  is  more  robust, 
more  productive  and  more  exciting  than  at  any  time  in  history.  Our 
government  invests  $600  million  in  research  on  neurological  dis- 
orders. That  research  is  the  only  real  way  to  control  the  more  than 
$100  billion  in  direct  and  indirect  costs  of  these  disorders. 

This  investment  has  produced  tangible  and  meaningful  changes 
in  the  lives  of  many  patients  whose  conditions  can  be  diagnosed 
earlier  and  treated  more  effectively.  There  remains  millions  for 
whom  research  must  be  supported  to  maintain  the  hope  and  pre- 
vention, early  diagnosis  and  more  effective  treatment. 

As  promise  turns  to  reality,  the  members  of  NCR  urge  you  to 
bring  your  work  to  fruition.  We  could  ask  for  many  millions  more 
and  that  request  would  be  justified.  Instead,  we  are  asking  for  an 
increase  of  10  percent  over  the  President's  budget  to  maintain  the 
scientific  and  clinical  momentum  of  today. 

Thank  you  very  much. 

Ms.  Pelosi.  Thank  you,  Mr.  Hoffheimer. 

Mr.  Bonilla? 

Mr.  Bonilla.  Thank  you,  Mr.  Chairman. 

Mr.  Hoffheimer,  I  would  just  like  to  draw  attention  to  a  couple 
of  points  you  made,  because  I  think  you  are  probably  involved  in 
some  of  the  most  complex  medical  research  that  is  ever  known  to 
man.  Unlocking  the  secrets  of  neurological  disorders  can,  as  you 
pointed  out,  lead  to  prevention  and  the  secrets  of  what  may  cause 
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disease  in  some  areas.  And  one  of  the  things  that  we  must  continue 
to  be  at  the  forefront  of,  is  research  involving,  as  you  pointed  out, 
electromagnetic  fields,  cellular  phones,  and  power  lines.  We  are 
still  not  sure  what  kinds  of  problems  they  are  causing  the  brain. 
Tell  us,  if  NINDS  wasn't  doing  this  kind  of  research,  who  would 
be  doing  it  or  would  it  get  done  at  all? 

Mr.  Hoffheimer.  One  of  the  problems  with  basic  science  in  the 
neurosciences  is  that  it  is  very,  very  basic  as  opposed  to  being 
strongly  clinical  driven.  And  as  a  result,  the  up-front  costs  are  not 
going  to  be  invested  by  the  private  sector  like  they  would  in  a  lot 
of  other  areas.  So  it  is  really  our  only  hope. 

Mr.  Bonilla.  Also,  I  am  aware  that  you  are  involved  in  a  project 
that  recognizes  researchers  in  this  area,  and  they  often  don't  get 
recognized  as  they  do  in  other  areas.  The  research  is  so  obscure 
that  a  lot  of  people  aren't  even  aware  of  it.  Tell  me  about  the 
project  that  you  are  involved  in  to  recognize  researchers. 

Mr.  Hoffheimer.  Well,  one  of  the  things  that  we  have  been  very 
excited  about  doing  is  recognizing  outstanding  scientists,  particu- 
larly neuroscientists.  One  of  the  problems,  and  this  is  true  of  the 
research  community  generally,  is  that  they  are  so  dedicated  and 
driven  to  their  research,  that  they  spend  little  time  educating  those 
who  are  funding  that  research  about  the  importance  of  what  they 
are  doing.  The  National  Foundation  for  Brain  Research,  which  I  di- 
rect, spends  a  great  deal  of  time  trying  to  educate  consumers,  cor- 
porate America,  the  business  community,  and  certainly  Congress, 
about  the  science  that  is  taking  place  on  a  continuing  basis,  cer- 
tainly well  beyond  appropriations  hearings.  We  work  very  hard  to 
do  that. 

Mr.  Bonilla.  Well,  I  think  that  is  excellent  that  you  are  involved 
in  a  project  that  recognizes  those  researchers,  and  I  just  wanted  to 
point  that  out.  Thank  you  so  much  for  being  here. 

Thank  you,  Madam  Chairman. 

Ms.  Pelosi.  Thank  you,  Mr.  Hoffheimer,  for  your  excellent  testi- 
mony. 


Thursday,  February  10,  1994. 

WITNESS 
DR.  CARL  LANGBERT,  AMERICAN  DENTAL  ASSOCIATION 

Ms.  Pelosi.  Our  next  witness  is  Dr.  Carl  Langbert  from  the 
American  Dental  Association.  Welcome,  Dr.  Langbert,  please  come 
forward. 

I  want  to  remind  witnesses  that  your  full  text  will  be  placed  in 
the  record,  as  Mr.  Serrano  announced  at  the  beginning.  In  order 
that  we  may  hear  from  everyone  in  a  reasonable  time,  we  are  ask- 
ing witnesses  to  confine  their  statements  to  five  minutes. 

Dr.  Langbert.  Thank  you  so  much. 

Good  morning,  Madam  Chair,  and  Members  of  the  subcommittee. 
I  am  Dr.  Carl  Langbert,  Chairman  of  the  Council  of  Governmental 
Affairs  and  the  Federal  Dental  Services  of  the  American  Dental  As- 
sociation and  a  private  practitioner  in  Highland  Park,  New  Jersey. 
On  behalf  of  the  Association's  140,000  members,  I  would  like  to 
thank  this  subcommittee  for  your  steadfast  support  over  the  years 
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for  federal  dental  programs  and  the  funding  of  dental  health  care 
initiatives  which  benefit  the  poor  in  our  society. 

I  am  here  today  on  behalf  of  the  ADA  to  once  again  ask  for  your 
help.  We  are  asking  for  continued  funding  for  disease  prevention, 
dental  research  and  dental  education  in  fiscal  year  1995.  The 
CDC's  Division  of  Oral  Health  plays  a  vital  role  in  disease  preven- 
tion. It  analyzes  data,  conducts  research  and  educates  citizens 
about  the  transmission  of  infectious  disease  in  the  health  care  set- 
ting. 

In  response  to  the  rising  incidence  of  TB,  the  division  is  also  de- 
veloping infection  control  procedures  and  techniques  for  the  dental 
office.  In  order  to  carry  out  these  functions,  the  division  must  have 
the  necessary  resources  to  provide  expertise  to  the  dental  commu- 
nity and  to  conduct  investigations  when  needed. 

We  believe  very  strongly  that  the  division  of  oral  health  which 
CDC  created  as  a  separate  entity  within  the  National  Center  for 
Prevention  Services  should  be  listed  as  a  separate  line  item.  This 
would  allow  the  division  to  more  effectively  fill  its  mandate  to  en- 
hance dental  public  health.  As  a  separate  line  item,  Congress  can 
more  easily  target  dental  issues  for  funding  which  demand  atten- 
tion. Also,  the  NCPS  can  more  easily  budget  the  division's  activi- 
ties without  taking  funds  from  other  line  items  which  is  currently 
being  done. 

Most  State  dental  public  health  programs  have  experienced  re- 
ductions in  funding.  As  a  result,  surveillance  of  oral  health  disease 
remains  virtually  nonexistent  at  the  State  and  local  levels,  and  is 
conducted  at  irregular  intervals  nationally.  Federal  funding  is  nec- 
essary to  facilitate  the  development  of  a  health  infrastructure  to 
address  these  problems.  To  meet  all  the  needs  of  the  Division  of 
Oral  Health,  we  recommend  the  funding  level  of  $6  million. 

In  the  area  of  dental  research,  we  support  the  efforts  of  the  Na- 
tional Institute  of  Dental  Research  and  dedicated  research  sci- 
entists across  the  country  in  their  efforts  to  address  dental  diseases 
and  disorders.  As  the  Nation's  preeminent  dental  research  center, 
NIDR  has  made  great  strides  in  uncovering  the  causes  of  these 
problems  and  in  developing  effective  treatments. 

I  would  like  to  highlight  an  NIDR  initiative  for  Minority  Oral 
Health  Research  Centers.  The  establishment  of  the  research  cen- 
ters is  intended  to  not  only  improve  the  oral  health  status  of  mi- 
norities, but  to  also  increase  the  numbers  of  minorities  engaged  in 
research.  NIDR  is  projecting  that  an  additional  $2.25  million  will 
be  required  to  provide  all  six  centers  with  formal,  full-scale  re- 
search grants.  The  Association  strongly  supports  and  urges  full 
funding  for  this  NIDR  initiative. 

The  ADA  also  requests  that  the  committee  provide  NIDR  $202 
million  in  funding  to  support  its  ongoing  research  projects,  rec- 
ognizing that  the  agency  is  the  primary  support  entity  in  the  area 
of  oral  health  research.  We  support  the  continued  full  funding  for 
geriatric  dentistry  residency,  geriatric  education  centers  and  geri- 
atric training  programs  to  ensure  that  the  frail,  elderly  and  the 
handicapped  are  provided  proper  care. 

The  Association  recommends  that  $6  million  be  appropriated  for 
the  General  Dentistry  Residency  program,  and  $17  million  to  fund 
both  the  Geriatric  Education  Centers  and  the  Geriatric  Training 
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programs.  For  the  extra  expenses  incurred  in  the  treatment  of 
HIV-infected  patients,  the  Association  requests  $9  million  for  the 
HIV-AIDS  Dental  Reimbursement  program.  This  money  reim- 
burses dental  school  clinics  for  care  they  have  already  adminis- 
tered. I  thank  you,  Congresswoman  Pelosi,  for  all  your  help  last 
year  on  this  particular  issue. 

Finally,  to  provide  grants  to  students  in  extreme  financial  need, 
the  ADA  recommends  $32  million  for  the  Disadvantaged  Assistance 
Authority,  and  $37  million  for  the  Exceptional  Financial  Need 
Scholarship  program.  The  Association  believes  the  funding  levels 
recommended  are  necessary  to  ensure  diversity  in  the  student  pop- 
ulation. Assisting  low-income  families  and  minority  students  is  nec- 
essary as  current  dental  education  costs  skyrocket,  often  exceeding 
$60  thousand  for  a  four-year  period. 

Thank  you  so  much  for  your  time.  I  appreciate  being  here  very 
much,  both  you,  Madam  Chairwoman,  and  the  subcommittee,  and 
I  will  be  more  than  happy  to  answer  any  questions. 

Ms.  Pelosi.  Thank  you,  Dr.  Langbert. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  Members  of  the  Subcommittee: 

I  am  Dr.  Carl  G.  Langbert,  Chairman  of  the  Council  on 
Governmental  Affairs  and  Federal  Dental  Services  of  the  American 
Dental  Association- and  a  private  practitioner  in  Highland  Park, 
New  Jersey.   On  behalf  of  the  Association's  140,000  members, 
thank  you  for  the  opportunity  to  speak  in  support  of  funding  for 
disease  prevention,  dental  research  and  dental  education. 

DISEASE  PREVENTION 

The  Division  of  Oral  Health  was  established  in  1991  as  a  separate 
entity  within  the  National  Center  for  Prevention  Services, 
Centers  for  Disease  Control  because  of  the  prominent  role  that 
dentistry  plays  in  prevention  activities.   The  ADA  believes  that 
it  is  necessary  for  the  Committee  to  establish  the  Division  as  a 
separate  line  item  in  order  to  allow  it  to  more  effectively 
fulfill  its  mandate  to  enhance  dental  public  health.  As  a 
separate  line  item,  Congress  can  more  easily  target  and  fund 
dental  issues  which  demand  attention.   Furthermore,  making  the 
Division  a  line  item  would  facilitate  the  NCPS's  budgeting 
activities,  as  that  agency  must  now  take  funds  from  other  line 
items  to  fund  the  Division. 

The  CDC  provides  technical  assistance  to  state  and  local 
governments  to  facilitate  the  development  and  implementation  of 
prevention  and  oral  health  improvement  efforts.  This  is 
accomplished  through  consultation,  training,  dissemination  of 
health  and  education  materials,  provision  of  scientific 
information  and  surveillance.  The  Division  of  Oral  Health's 
duties  include  working  with  the  public  and  private  dental 
communities  to  analyze  data,  conduct  research  and  educate 
citizens  about  the  transmission  of  infectious  diseases  in  the 
health  care  setting. 

Oral  diseases  and  conditions  are  among  the  most  prevalent  health 
problems  in  the  nation.  While  the  incidence  of  tooth  decay 
(dental  caries)  has  been  significantly  reduced  in  the  population 
as  a  whole,  it  remains  unacceptably  high  among  the  elderly, 
minorities,  poor  children  and  individuals  with  systemic  diseases. 
Although  oral  diseases  are  not  commonly  associated  with  issues  of 
mortality,  30,000  Americans  were  diagnosed  with  oral  cancer  and 
9,000  died  of  the  disease  in  1992. 

Unfortunately,  most  state  dental  public  health  programs,  which 
were  initially  underfunded,  have  experienced  additional 
reductions  in  funding,  seriously  undermining  their  efforts  to 
remedy  their  oral  health  problems.   In  fact,  states  reporting 
categorical  dental  expenditures  estimate  that  those  expenditures 
were  less  than  1%  of  total  expenditures  for  all  public  health 
programs.  As  a  result,  surveillance  of  oral  health  disease 
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remains  virtually  nonexistent  at  the  state  and  local  levels  and 
is  conducted  at  irregular  intervals  nationally. 

To  enable  the  CDC  to  meet  its  obligation  to  facilitate  state  and 
local  activities  necessary  to  ensure  sound  public  health 
programs,  the  ADA  recommends  sufficient  funding  for  the  CDC  in  FY 
1995  to  initiate  the  targeted  development  of  the  dental  public 
health  infrastructure.  The  additional  CDC  funding  would  allow  the 
agency  to,  in  turn,  provide  financial  resources,  such  as  grants 
and  cooperative  agreements,  to  the  states  and  localities  to 
enable  them  to  enhance  their  infrastructure,  improving 
surveillance  and  targeting  efforts  to  reach  high  risk, 
underserved  populations.  The  CDC  could  also  provide  enhanced 
technical  support  through  the  assignment  of  trained  public  health 
advisors. 

In  addition,  the  Division  must  have  sufficient  funding  to  carry 
out  traditional  dental  programs  such  as  those  designed  to  prevent 
baby  bottle  tooth  decay,  to  increase  the  use  of  sealants  and  to 
fluoridate  community  water  supplies.   When  used  in  combination, 
these  programs  can  virtually  eliminate  tooth  decay. 

In  response  to  the  rising  incidence  of  TB,  the  Division  on  Oral 
Health  is  developing  infection  control  procedures  and  techniques 
for  the  dental  office.   In  the  past,  the  Association  has  worked 
closely  with  the  Division  as  it  developed  guidelines  for 
infection  control  in  the  dental  operatory  for  other  contagious 
diseases.   The  ADA  is  presently  working  with  the  Division  as  it 
expands  its  scope  to  include  controlling  the  spread  of  TB.  In 
order  to  carry  out  this  function,  the  Division  must  have  the 
necessary  resources  to  provide  expertise  to  the  dental  community 
and  to  conduct  epidemiological  investigations  when  needed. 

To  effectively  meet  all  of  the  needs  identified  above,  the 
Association  strongly  recommends  that  the  Committee  establish  the 
Division  of  Oral  Health  as  a  separate  line  item  and  fund  it  at  $6 
million  for  fiscal  year  1995. 

DENTAL  RESEARCH 

The  Association  supports  the  efforts  of  the  National  Institute  of 
Dental  Research  (NIDR)  and  dedicated  research  scientists  across 
the  country  in  their  efforts  to  address  dental  diseases  and 
disorders.  As  the  nation's  preeminent  dental  research  center, 
NIDR  has  made  great  strides  in  uncovering  the  causes  of  dental 
disorders  and  disease  and  in  developing  effective  treatment. 

NIDR  is  funding  research  initiatives  to  identify  the  causes  of 
and  seek  the  treatment  for  dental  caries,  periodontal  diseases, 
oral  soft  tissue  diseases,  oral  manifestations  of  AIDS  and  oral 
cancer.  The  institute  remains  actively  engaged  in  seeking  better 
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treatment   modalities  of  congenital  anomalies  such  as  cleft  lip 
and  palate,  malocclusion  of  the  teeth  and  jaws,  disfigurements 
that  occur  through  accidents,  and  acute  and  chronic  orofacial 
pain. 

The  agency  is  currently  supporting  6  developmental  Regional 
Research  Centers  on  Minority  Oral  Health  at  minority  dental 
schools  or  schools  serving  large  minority  populations  in  San 
Antonio,  Washington,  New  York,  Newark,  Nashville  and  Los  Angeles. 
The  establishment  of  the  research  centers  is  intended  to  not  only 
improve  the  oral  health  status  of  minorities,  but  also  increase 
the  number  of  minorities  engaged  in  research.  NIDR  is  projecting 
that  an  additional  $2.25  million  will  be  required  to  provide  all 
6  centers  with  formal,  full-scale  research  grants  in  FY  1995.  The 
Association  strongly  supports  and  urges  full  funding  for  this 
NIDR  initiative. 

In  addition,  NIDR  has  long  supported  bioengineering  research  at 
the  nation's  dental  schools  and  the  National  Institute  of 
Standards  and  Technology  in  an  effort  to  develop  new  dental 
materials.   For  example,  a  thin  cavity  liner  used  under  fillings 
has  been  designed  to  limit  the  progression  of  decay.  There  has 
also  been  a  great  deal  of  progress  in  the  development  of  coating 
materials  to  protect  tooth  roots  from  dental  caries.   In 
addition,  work  on  restorative  materials  continues,  as  estimated 
funding  to  implement  research  in  this  area  will  require  an 
expenditure  in  FY  1995  of  $22  million. 

The  ADA  requests  that  the  Committee  provide  NIDR  $202  million  in 
funding  for  FY  1995  to  support  its  ongoing  research  projects, 
recognizing  that  the  agency  is  the  primary  support  entity  in  the 
area  of  oral  health  research. 

DENTAL  EDUCATION 

The  Association  requests  the  continued  full  funding  for  General 
Dentistry  Residencies,  Geriatric  Education  Centers  and  Geriatric 
Training  Programs,  to  ensure  that  qualified  individuals  receive 
proper  dental  care. 

The  frail  elderly  and  the  handicapped  are  assisted  by  General 
Dentistry  Residencies,  as  these  programs  provide  dentists  with 
the  skills  and  clinical  experience  necessary  to  properly  treat 
patients  in  need  of  specialized  or  complex  care.  The  Association 
recommends  that  $  6  million  be  appropriated  for  the  General 
Dentistry  Residencies  program  for  FY  1995. 

Geriatric  Education  Centers  (GECs)  provide  short-term  faculty 
training,  curriculum  and  other  educational  resource  development, 
technical  assistance  and  outreach  for  the  elderly.   The  Geriatric 
Training  Programs  provide  postdoctoral  fellowships  for  medical 
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and  dental  faculty,  who  return  to  their  home  institutions  to 
direct  research  addressing  the  health  care  problems  of  the  aged. 
The  ADA  requests  a  total  appropriations  of  $  17  million  to  fund 
both  of  these  endeavors,  with  a  reasonable  allocation  set  aside 
specifically  for  dentistry. 

For  the  extra  expenses  incurred  in  the  treatment  of  HIV-infected 
patients,  the  Association  requests  $  9  million  for  the  HIV/AIDS 
Dental  Reimbursement  program. 

To  help  recruit  African-American  and  Hispanic  students  and  to 
provide  grants  to  students  in  extreme  financial  need,  the  ADA 
recommends  $  32  million  for  the  Disadvantaged  Assistance 
authority.   Finally,  the  Exceptional  Financial  Need  (EFN) 
scholarship  program,  which  provides  further  assistance  to 
minority  students  from  low-income  families,  should  be 
appropriated  $  37  million  for  FY  1995.  The  Association  believes 
the  funding  levels  recommended  are  necessary  to  ensure  diversity 
in  the  student  population.  Assisting  low-income  families  and 
minority  students  is  necessary  as  current  dental  education  costs, 
often  exceeding  $60,000.00  for  a  four-year  period,  are  becoming 
prohibitive. 


AGENCY  FOR  HEALTH  CARE  POLICY  AND  RESEARCH 

The  Agency  for  Health  Care  Policy  and  Research  has  initiated  a 
number  of  projects  affecting  clinical  decision-making  and 
developing  data  bases  that  will  be  necessary  to  advance  a  dental 
component  of  the  Medical  Treatment  Effectiveness  Program 
(MEDTEP) .   The  agency  is  also  supporting  research  to  help  the 
dental  profession  improve  access  to  dental  care  and  better 
understand  how  various  factors  interact  to  influence  oral  health 
outcomes. 

In  order  for  the  agency  to  effectively  advance  the  development  of 
new  knowledge  about  oral  health  care,  it  must  be  supported  with 
adequate  resources.   The  Association  believes  that  a  minimum 
funding  level  of  $  150  million  is  necessary  for  this  agency  to 
properly  perform  its  mission. 
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Ms.  Pelosi.  Mr.  Bonilla? 

Mr.  Bonilla.  Thank  you,  Madam  Chairwoman.  Just  a  brief  com- 
ment. My  understanding  is  this  is  the  first  time  you  testified  before 
the  committee? 

Dr.  Langbert.  Yes,  sir. 

Mr.  Bonilla.  I  think  you  did  an  excellent  job  and  I  hope  you  are 
here  next  year. 

Dr.  Langbert.  Thank  you,  I  hope  you  invite  us  next  year. 

Mr.  Bonilla.  I  would  just  like  to  point  out  that  you  are  involved 
in  an  area  of  medicine  where  I  believe  research  and  prevention  has 
done  more  to  cut  back  on  dental  problems  in  this  country  than  per- 
haps anything  else.  In  some  cases,  dentists  wish  they  had  more 
work,  I  guess,  because  the  research  that  you  have  been  involved 
with  has  been  very  effective.  So  welcome  again,  and  I  just  want  to 
say  that  I  hope  you  come  back  next  year  and  do  another  great  job 
for  us. 

Dr.  Langbert.  Thank  you.  On  behalf  of  the  Association,  we 
strongly  appreciate  your  comments. 

Ms.  Pelosi.  Dr.  Langbert,  if  I  may  just  pick  up  where  my  col- 
league left  off  in  terms  of  dental  health.  Certainly,  I  associate  my- 
self with  his  remarks,  but  I  also  want  to  point  out  that  one  of  the 
reasons  we  were  successful  last  year  in  getting  the  money  for  the 
research  project  was  early  signals  of  ill  health  in  a  patient.  The 
work  that  you  do  is  very  important  in  that  area,  and  we  have  tre- 
mendous resources  in  our  area  that  have  demonstrated  this  to  me 
and  I  was  so  pleased  that  the  committee  was  also  further  con- 
vinced. Your  very  compelling  testimony  will  be  useful  to  us  in  our 
deliberations.  Thank  you  so  much. 

Dr.  LANGBERT.  Thank  you  all  very  much. 


Thursday,  February  10,  1994. 

WITNESS 

FERNANDO  M.  TREVINO,  PH.D.,  MPH,  AMERICAN  PUBLIC  HEALTH  AS- 
SOCIATION 

Ms.  Pelosi.  Dr.  Fernando  Trevino.  Welcome  to  the  committee. 
Dr.  Trevino  is  representing  the  American  Public  Health  Associa- 
tion. 

Mr.  Trevino.  Madam  Chair,  distinguished  Members  of  the  sub- 
committee, I  am  Fernando  Trevino  and  I  have  the  privilege  of  serv- 
ing as  the  Executive  Director  of  the  American  Public  Health  Asso- 
ciation. The  American  Public  Health  Association  is  the  world's  old- 
est and  largest  society  of  public  health  professionals  and  it  is  a 
great  honor  for  us  to  have  this  opportunity  to  appear  before  you  to 
discuss  public  health  funding. 

We  are  disappointed  to  see  that  the  President's  budget  is  propos- 
ing almost  no  increases  in  public  health  funding.  Most  programs 
will  not  even  keep  pace  with  inflation,  and  indeed  the  public  health 
work  force  will  be  significantly  reduced  under  this  budget.  If  the 
President's  budget  is  adopted,  too  many  critical  needs  will  go 
unmet.  Given  time  and  space  constraints,  we  will  only  discuss  a 
handful  of  programs  funded  through  the  Centers  for  Disease  Con- 
trol and  Prevention  that  are  of  great  interest  to  the  public  health 
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community.  We  believe  that  as  a  minimum,  the  Centers  for  Disease 
Control  should  receive  $2.5  billion  in  fiscal  year  1995. 

Secretary  Shalala  speaks  about  breast  cancer  as  an  administra- 
tion priority,  but  the  budget  does  not  provide  one  penny  more  for 
the  program  that  enables  thousands  of  women  annually  to  be 
screened  for  this  life-threatening  disease.  Breast  and  cervical  can- 
cer will  kill  more  than  half  a  million  women  in  the  1990s,  even 
though  most  cervical  cancer  deaths  can  be  prevented  and  breast 
cancer  mortality  could  be  reduced  from  30  to  50  percent  with  early 
detection.  Only  18  States  now  have  comprehensive  breast  and  cer- 
vical cancer  mortality  prevention  programs.  CDC  needs  $200  mil- 
lion in  fiscal  year  1995  to  move  toward  a  national  program. 

The  administration  agrees  that  injury  disproportionately  impacts 
our  children,  youth  and  young  adults.  It  is  the  leading  cause  of 
death  for  Americans  ages  1  to  44,  and  every  day,  60  children  die 
from  injury.  That  is  almost  three  children  every  hour.  Yet  the  same 
administration  that  puts  a  high  priority  on  children's  programs 
such  as  Head  Start  and  childhood  immunization,  offers  no  in- 
creased funding  for  childhood  injury  prevention.  We  urge  you  to 
fund  CDC's  Center  for  Injury  Prevention  and  Control  at  $85  mil- 
lion in  fiscal  year  1995. 

Diabetes  is  the  7th  leading  cause  of  death  in  the  United  States, 
contributing  300  thousand  deaths  per  year.  About  14  million  Amer- 
icans have  diabetes,  but  6  million  of  them  are  not  even  aware  they 
have  the  disease.  This  administration  knows  that  diabetic  eye  dis- 
ease is  the  single-greatest  cause  of  blindness  in  working-age  Ameri- 
cans. Early  diagnosis  and  treatment  could  prevent  at  least  24  thou- 
sand new  cases  of  blindness  and  save  over  $167  million  annually. 
Diabetic  lower  extremity  disease  causes  54  thousand  amputations 
each  year  among  adult  Americans.  Appropriate  care  would  reduce 
amputations  by  more  than  50  percent,  saving  over  $600  million  an- 
nually in  hospitalization  costs  alone. 

Funding  programs  like  these  that  produce  results  isn't  spending, 
it  is  an  investment  with  a  substantial  return.  Our  Association 
gratefully  acknowledges  last  year's  efforts  by  Members  of  this  sub- 
committee to  increase  resources  for  diabetes  prevention  and  control 
and  we  urge  you  to  fund  CDC's  Diabetes  Translation  Program  at 
$60  million  in  fiscal  year  1995.  Only  38  States  now  receive  CDC 
support  for  this.  Even  in  these  States,  the  level  of  support  is  ade- 
quate only  in  selected  localities.  The  administration  has  not  re- 
quested any  additional  funding  for  this  program.  If  we  are  serious 
about  controlling  diabetes,  this  program  must  reach  every  State  in 
our  Union. 

The  administration's  budget  currently  identifies  sexually  trans- 
mitted diseases  as  one  of  the  most  critical  health  challenges  facing 
the  United  States.  It  points  out  particularly  high  rates  of  STDs  in 
adolescents  and  young  adults.  It  speaks  to  our  ability  to  prevent 
and  control  STD,  yet  provides  no  new  funds  to  tackle  the  STD  epi- 
demic in  America.  10  thousand  cases  of  female  infertility  attrib- 
utable to  STDs  could  be  averted  each  year  by  an  adequately  funded 
nationwide  infertility  prevention  program. 

Thousands  of  infants  are  born  each  year  with  congenital  syphilis, 
putting  them  at  risk  for  permanent  disability  including  severe 
mental  retardation.  Many  of  these  cases  could  be  prevented  by  in- 
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vesting  in  CDC's  program.  APHA  supports  an  appropriation  of 
$280  million  to  enhance  CDC's  prevention  control  activities  in  the 
areas  of  congenital  syphilis,  chlamydia,  genital  herpes  and 
resistent  gonorrhea. 

Lead  is  now  recognized  as  the  most  common  environmental  dis- 
ease among  children.  Without  this  subcommittee's  support,  thou- 
sands of  children  would  not  have  been  screened  for  elevated  lead 
levels  and  wouldn't  have  been  assured  of  medical  referrals  and  en- 
vironmental intervention.  But  much  more  can  and  must  be  done. 
Lead  poisoning  is  preventable  and  in  keeping  with  the  administra- 
tion's commitment  to  improving  the  health  status  of  our  children, 
we  urge  you  to  fully  fund  this  program. 

In  the  absence  of  a  vaccine  or  other  cure,  our  only  means  of  slow- 
ing or  stopping  the  spread  of  HIV  infection  are  education,  risk  re- 
duction, and  prevention  programs  that  teach  people  how  not  to 
transmit  or  become  infected  with  the  virus.  The  administration 
speaks  of  AIDS  as  a  priority,  but  neglects  to  provide  any  additional 
funding  for  CDC's  AIDS  prevention  activities. 

In  closing,  I  want  to  express  our  appreciation  to  this  subcommit- 
tee for  your  past  efforts  on  behalf  of  public  health  and  prevention. 
Many  of  the  gains  we  have  made  in  this  past  decade  would  not 
have  occurred  without  your  support.  We  need  your  support  once 
again.  We  have  the  tools  to  make  great  strides  in  diabetes,  breast 
and  cervical  cancer,  injury  control  and  tuberculosis,  to  mention 
only  a  few.  The  goal  of  health  care  for  all  can  and  must  be 
achieved.  Without  your  support,  we  cannot  reach  your  goal. 

Thank  you  very  much  and  I  would  be  pleased  to  answer  any 
questions  you  may  have. 

Ms.  Pelosi.  Thank  you,  Dr.  Trevino,  I  had  one  quick  question. 

First  I  want  to  commend  you  for  your  testimony.  Others  have 
made  the  point,  and  I  agree,  that  the  administration  needs  to  fund 
the  CDC  AIDS  prevention  much  more  fully.  However,  I  had  one 
question  about  injury  control. 

Are  these  injuries  in  the  home,  is  it  domestic  violence,  is  it  acci- 
dents? 

Mr.  Trevino.  They  cover  a  variety  of  parameters,  Congress- 
woman  Pelosi,  and  it  may  be  more  than  I  can  cover  for  you  at  this 
time.  But  I  would  be  glad  to  get  that  additional  testimony  for  your 
consideration. 

Ms.  Pelosi.  Thank  you  very  much.  Thank  you  for  being  with  us 
today  and  for  your  testimony. 


Thursday,  February  10,  1994. 

WITNESS 
AARON  JACKSON,  M.D.,  AMERICAN  UROLOGICAL  ASSOCIATION 

Ms.  Pelosi.  Dr.  Aaron  Jackson,  please  come  forward,  American 
Urological  Association.  Welcome  to  our  committee,  good  morning. 
Dr.  Jackson  is  from  Howard  University. 

Dr.  Jackson.  Madam  Chair,  Members  of  the  subcommittee,  I  am 
Aaron  Jackson,  Chief  of  Urology  at  Howard  University  and  Depart- 
ment of  Surgery.  I  am  pleased  to  have  the  opportunity  to  present 
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the  recommendations  of  the  American  Urological  Association  for 
fiscal  year  1995  funding  for  urology  research  at  the  National  Insti- 
tutes of  Diabetes  and  Digestive  and  Kidney  Diseases,  and  the  Na- 
tional Cancer  Institute.  We  are  also  representing  that  the  Centers 
for  Disease  Control  and  Prevention  receive  additional  funds  to  ex- 
pand their  small  Prostate  Cancer  Outreach  Prevention  Program. 

Urological  diseases  can  affect  anyone,  from  early  infancy  through 
the  later  years  of  life.  Their  affect  on  minority  populations  and 
women  is  disproportionate  to  the  overall  affect  on  the  entire  popu- 
lation. These  diseases  result  in  health  care  expenditures  of  over  $9 
billion  each  year.  Measurable  advances  in  the  prevention  and  cure 
of  these  diseases  could  be  made  if  adequate  money  was  focused  on 
research  in  these  areas. 

This  Nation  needs  to  maintain  its  biomedical  research  infrastruc- 
ture. This  must  be  a  commitment  to  our  future.  This  subcommittee 
has  been  steadfast  in  its  support  of  biomedical  research,  and  the 
AUA  greatly  appreciates  those  efforts. 

We  need  to  continue  to  improve  our  ability  to  detect  and  treat 
prostate  cancer.  The  funding  for  prostate  cancer  research  at  NCI 
is  disproportionately  small.  We  strongly  urge  that  this  committee 
take  steps  to  address  that  disparity.  NCI  should  be  able  to  commit 
at  least  $100  million  for  prostate  cancer  research  in  fiscal  year 
1995. 

Another  part  of  the  effort  to  combat  prostate  cancer  is  to  increase 
our  understanding  of  the  basic  science  of  the  prostate.  It  is  the 
function  of  the  urology  program  at  NIDDK,  which  plays  a  signifi- 
cant leadership  role  in  funding  basic  and  clinical  research  on  pros- 
tate disease,  especially  as  it  affects  minority  populations.  We  rec- 
ommend that  prostate  research  and  the  urology  program  at  NIDDK 
be  granted  an  additional  $15  million.  These  new  funds  would  per- 
mit full-scale  implementation  of  an  important  clinical  trial  to 
evaluate  the  effects  of  various  pharmacological  agents  on  the  regu- 
lation of  prostate  growth. 

This  unique  trial  requires  an  additional  $5  million  to  move  from 
the  current  pilot  study  to  full  implementation.  Similarly,  we 
strongly  encourage  the  transfer  of  a  million  dollars  from  the  Office 
of  Research  on  Minority  Health  to  NIDDK  to  focus  greater  atten- 
tion on  the  disproportionate  occurrence  of  prostate  disease  among 
minority  populations. 

Since  prostate  cancer  does  disproportionately  strike  African- 
American  men,  it  is  imperative  that  we  conduct  prevention  and 
outreach  programs  within  this  community  to  assure  early  interven- 
tion and  treatment  using  the  best  tools  available.  CDC  is  a  logical 
place  for  such  an  effort,  given  its  experience  with  similar  programs 
in  breast  and  cervical  cancer.  We  are  pleased  that  the  efforts  of 
Congress  to  stimulate  such  a  program  have  succeeded  and  a  small 
program  has  been  developed.  These  efforts  show  great  promise. 
And  we  ask  that  $10  million  be  allocated  to  this  effort. 

There  is  a  pressing  need  to  increase  research  into  the  urologic 
disorders  which  affect  women,  urinary  incontinence,  urinary  tract 
infections  and  interstitial  cystitis.  These  diseases  affect  a  signifi- 
cant number  of  women  of  all  ages  and  result  in  major  U.S.  health 
care  expenditures.  There  is  very  little  funded  research  which  fo- 
cuses on  either  the  prevention  or  effective  treatment  of  these  dis- 
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eases.  We  recommend  the  addition  of  $6  million  for  research  into 
urinary  incontinence  and  urinary  tract  infections.  The  Office  of  Re- 
search on  Women's  Health  already  participates  in  the  urology  pro- 
gram at  NIDDK  This  effort  should  be  increased  to  $1  million  to 
support  work  on  incontinence  and  urinary  tract  infections  as  well 
as  interstitial  cystitis. 

Despite  the  support  that  Congress  has  given  to  funding  urologic 
research,  the  program  continues  to  struggle.  We  believe  that  this 
is  in  part  due  to  the  lack  of  focus  for  urology  research  at  NIH.  Cur- 
rently, grant  applications  in  urology  are  being  sent  to  as  many  as 
nine  Institutes,  with  possible  review  in  any  of  over  20  study  sec- 
tions. We  strongly  urge  consolidation  of  the  urology  research  fund- 
ing as  well  as  a  reduction  in  the  number  of  study  sections  review- 
ing urology  applications.  The  remaining  study  sections  should  be 
expanded  to  include  additional  urologic  scientists  to  ensure  that 
the  necessary  expertise  is  there  to  have  adequate  peer  review  of 
applications.  We  ask  the  subcommittee's  help  in  achieving  this  bet- 
ter organization  of  urologic  research  at  NIH. 

Madam  Chairman,  this  completes  my  testimony  and  I  will  be 
happy  to  answer  questions  from  the  committee. 

[The  prepared  information  follows:! 
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Mr.  Chairman  and  Members  of  the  Subcommittee:  I  am  Aaron  G. 
Jackson,  M.D.,  Chief  of  Urology  at  Howard  University  in  Washington, 
D.C.  I  am  pleased  to  have  the  opportunity  to  present  the 
recommendations  of  the  American  Urological  Association  (AUA)  for 
fiscal  year  1995  funding  for  urology  research  at  the  National 
Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases  (NIDDK)  and 
the  National  Cancer  Institute  (NCI) .  We  are  also  recommending  that 
the  Centers  for  Disease  Control  and  Prevention  (CDC)  receive 
additional  funds  to  expand  their  small  prostate  cancer  outreach 
prevention  program. 

Urological  diseases  can  affect  anyone,  from  early  infancy  through 
the  later  years  of .life.  Their  effect  on  minority  populations  and 
women  is  disproportionate  to  the  overall  effect  on  the  entire 
population.  These  diseases  result  in  health  care  expenditures  of 
over  $9  billion  each  year.  Measurable  advances  in  the  prevention 
and  cure  of  these  diseases  could  be  made  if  adequate  money  was 
focused  on  research  in  these  areas . 

This  nation  needs  to  maintain  its  biomedical  research 
infrastructure  if  we  are  to  continue  to  improve  the  health  of  our 
citizens.  This  must  be  a  commitment  to  our  future,  just  as  health 
care  reform  is  a  commitment  to  the  future.  This  Subcommittee  has 
been  steadfast  in  its  support  of  biomedical  research,  and  AUA 
greatly  appreciates  those  efforts.  In  fact,  we  urge  series 
consideration  of  the  recommendations  of  the  NIDDK  coalition  to 
increase  spending  in  that  institute  to  $798  million  in  the  next 
fiscal  year.  We  are  concerned  that  the  President's  budget  will  not 
allow  essential  progress  in  biomedical  research  to  proceed. 
Urology  is  a  fairly  new  field  of  research  in  this  country  and  one 
that  is  filled  with  promising  developments.  Research  published  on 
prostate  cancer  and  benign  prostatic  disease  hold  out  the 
possibility  for  much  improved  methods  of  detection,  prevention  and 
treatment.  Only  by  investing  additional  resources  can  we 
capitalize  on  these  opportunities  in  a  reasonable  period  of  time. 

We  need  to  continue  to  improve  our  ability  to  detect  and  treat 
prostate  cancer.  The  President's  budget  proposes  substantial 
resources  for  breast  cancer,  but  is  silent  on  prostate  cancer,  even 
though  the  incidence  of  these  diseases  is  quite  similar.  Despite 
this  fact,  the  funding  for  prostate  cancer  research  at  NCI  is 
disproportionately  small.  We  strongly  urge  that  this  committee 
take  steps  to  address  that  disparity.  NCI  should  be  able  to  commit 
at  least  $100  million  for  prostate  cancer  research  in  fiscal  year 
1995.  The  full  array  of  NCI  programs  must  be  supported,  including 
centers  of  excellence,  clinical  trials,  individual  research  grants, 
and  research  training. 

Another  part  of  the  effort  to  combat  prostate  cancer  is  to  increase 
our  understanding  of  the  basic  science  of  the  prostate.  This  is 
the  function  of  the  urology  program  at  NIDDK  which  plays  a 
significant  leadership  role  in  funding  basic  and  clinical  research 
on  prostate  disease,  especially  as  it  affects  minority  populations. 
We  recommend  that  prostate  research  in  the  urology  program  at  NIDDK 
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be  granted  an  additional  $15  million.  These  new  funds  would  also 
permit  full  scale  implementation  of  an  important  clinical  trial  to 
evaluate  the  effects  of  various  pharmacological  agents  on  the 
regulation  of  prostate  growth.  This  unique  trial  requires  an 
additional  $5  million  to  move  from  the  current  pilot  study  to  full 
implementation. 

Similarly,  we  strongly  encourage  the  transfer  of  $1  million  from 
the  Office  of  Research  on  Minority  Health  to  NIDDK  to  focus  greater 
attention  on  the  disproportionate  occurrence  of  prostate  disease 
among  minority  populations.  The  reasons  for  this  impact  are  not 
understood,  and  we  believe  that  a  focused  effort  between  the  Office 
of  Research  on  Minority  Health  and  NIDDK  would  reap  great  benefit. 

Since  prostate  cancer  does  disproportionatly  strike  African 
American  men,  it  is  imperative  that  we  conduct  prevention  and 
outreach  programs  within  this  community  to  assure  early 
intervention  and  treatment  using  the  best  tools  available.  CDC  is 
a  logical  place  for  such  an  effort  given  its  experience  with 
similar  programs  in  breast  and  cervical  cancer.  We  are  pleased 
that  the  efforts  of  Congress  to  stimulate  such  a  program  have 
succeeded  and  a  small  program  has  been  developed.  These  efforts 
show  great  promise,  and  we  ask  that  $10  million  be  allocated  to 
this  effort.  We  also  urge  an  expansion  of  the  Committee's 
instructions  to  CDC  to  allow  it  to  initiate  programs  with  a  variety 
of  public  and  private  nonprofit  groups. 

In  order  to  deal  effectively  with  other  urologic  diseases,  we 
recommend  that  the  following  steps  be  taken  to  expand  the  urology 
program  at  NIDDK. 

1.  The  George  M.  O'Brien  Kidney  and  Urology  Centers  at  NIDDK  have 
successfully  brought  together  multiple  disciplines  to  focus  on 
problems  within  the  kidney  and  urology  area.  We  urge  the 
expansion  of  these  centers  to  allow  more  coordinated  research 
on  benign  prostate  disorders,  women's  urology  and  pediatric 
urology. 

2 .  There  is  a  pressing  need  to  increase  research  into  the 
urologic  disorders  which  affect  women:  urinary  incontinence, 
urinary  tract  infections  and  interstitial  cystitis.  These 
disease  affect  a  significant  number  of  women  of  all  ages  and 
result  in  major  U.S.  health  care  expenditures.  There  is  very 
little  funded  research  which  focuses  on  either  the  prevention 
or  effective  treatment  of  these  diseases.  We  recommend  the 
addition  of  $6  million  for  research  into  urinary  incontinence 
and  urinary  tract  infections.  The  Office  of  Research  on 
Women's  Health  already  participates  in  the  urology  program  at 
NIDDK.  This  effort  should  be  increased  to  $1  million,  to 
support  work  on  incontinence,  and  urinary  tract  infections  and 
interstitial  cystitis. 
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3.  This  Subcommittee  has,  in  the  past,  generously  funded  the 
creation  of  an  end-stage  kidney  disease  data  base  by  the 
NIDDK.  This  data  base  has  provided  significant  information 
which  has  led  to  the  development  of  strategies  for  prevention 
and  increased  cost-savings  in  the  treatment  of  this  disease. 
Prostate  disease  takes  a  considerably  larger  toll  on  the  male 
population.  Therefore,  we  recommend  that  the  NIDDK 
development  of  a  data  base  for  prostate  diseases  be  supported 
by  this  committee.  This  data  base  would,  for  the  first  time, 
give  realistic  estimates  of  the  extent  of  these  diseases,  the 
health  care  expenditures  for  these  diseases,  the  variations  in 
treatment,  and  the  effect  that  these  diseases  have  on  the 
minority  populations.  We  recommend  that  $1  million  be 
designated  for  the  development  of  this  data  base  and  that 
NIDDK  report  annually  to  this  committee  on  the  data  derived 
from  it . 

Despite  the  support  that  Congress  has  given  to  funding  urologic 
research,  the  program  continues  to  fall  behind  other  areas  of 
activity  at  NIH.  We  believe  this  is  in  part  due  to  the  lack  of 
focus  for  urology  research  at  NIH.  Currently  grant  applications  in 
urology  are  being  sent  to  as  many  as  nine  institutes  with  possible 
review  in  any  of  over  20  study  sections.  We  strongly  urge  a 
consolidation  of  the  urology  research  funding  as  well  as  a 
reduction  in  the  number  of  study  sections  reviewing  urology 
applications.  The  remaining  study  sections  should  be  expanded  to 
include  additional  urologic  scientists  to  insure  that  the  necessary 
expertise  is  there  to  have  adequate  peer  review  of  the 
applications.  We  ask  the  Subcommittee's  help  in  achieving  this 
better  organization  of  urologic  research  at  NIH. 

Finally,  Mr.  Chairman,  let  me  comment  on  the  Agency  for  Health  Care 
Policy  and  Research  (AHCPR) .  On  February  8,  AHCPR  announced  the 
medical  practice  guideline  for  benign  prostatic  hyperplasia  (BPH) . 
This  common,  noncancerous  enlargement  of  the  prostate  afflicts  a 
substantial  number  of  men  over  the  age  of  50.  The  most  common 
effective  treatment  is  surgery.  This  makes  it  the  second  most 
common  surgical  procedure  in  the  Medicare  program.  AUA  was  very 
pleased  to  cooperate  with  the  Agency  in  the  production  of  this 
guideline,  which  we  feel  fulfills  the  hope  the  Congress  had  in 
establishing  AHCPR. 

We  have  also  tried  unsuccessfully  to  obtain  funding  for  an  outcomes 
study  to  look  at  the  different  treatments  for  BPH.  Outcomes 
studies  are  expensive  because  of  the  large  number  of  patients  that 
are  needed  to  conduct  prospective  clinical  trials.  If  Congress  is 
serious  about  funding  outcomes  studies,  it  will  need  to  rethink  the 
financing  commitment  to  AHCPR.  Current  spending  rates  do  not 
permit  the  conduct  of  outcomes  studies. 

Mr.  Chairman,  this  completes  my  testimony.  We  urge  careful 
consideration  of  our  recommendations  and  appreciate  the  opportunity 
to  appear  before  you  today.  I  will  be  pleased  to  answer  any 
questions  you  or  Members  of  the  Subcommittee  may  have. 
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Ms.  Pelosi.  Thank  you  so  much  for  your  excellent  and  enlighten- 
ing testimony. 
Dr.  Jackson.  Thank  you  very  much  for  allowing  me  to  testify. 


Thursday,  February  10,  1994. 

WITNESS 
DR.  JESS  THOENE,  NATIONAL  ORGANIZATION  FOR  RARE  DISORDERS 

Ms.  Pelosi.  Dr.  Jess  Thoene  from  the  National  Organization  for 
Rare  Disorders.  Welcome  to  our  committee.  Good  morning. 

Dr.  Thoene.  Thank  you,  Madam  Chairwoman,  Members.  I  am 
Dr.  Jess  Thoene,  Chairman  of  the  National  Organization  for  Rare 
Disorders,  otherwise  known  as  NORD.  I  am  also  Chief  of  the  Sec- 
tion of  Biochemical  Genetics  and  Metabolism  in  the  Department  of 
Pediatrics  and  Director  of  the  Pediatric  Clinical  Research  Center  at 
the  University  of  Michigan. 

NORD  represents  people  with  little  known  but  serious  maladies, 
often  called  rare  diseases.  Each  illness  affects  fewer  than  200  thou- 
sand Americans.  However,  there  are  more  than  5  thousand  of  these 
disorders  and,  cumulatively,  they  touch  the  lives  of  an  estimated 
20  million  Americans. 

I  am  here  today  to  discuss  NIH  appropriations.  Rare  disease  pa- 
tients are  very  concerned  about  the  specific  appropriations  for  in- 
vestigator initiated  grants,  Clinical  Research  Centers,  and  finally 
for  the  development  of  a  Center  for  Rare  Disease  Research  at  NIH. 

Turning  first  to  investigator  initiated  grants,  Madam  Chair- 
woman, we  have  long  been  concerned  about  the  status  of  bio- 
medical research  and  the  dwindling  odds  that  an  investigator  faces 
when  applying  for  a  ROl  grant  from  NIH.  Orphan  diseases  are  the 
non-telethon  diseases  that  do  not  give  rise  to  fears  of  epidemics, 
nor  do  they  have  large  constituencies  clamoring  for  political  atten- 
tion. Hence,  orphan  disease  scientists  cannot  count  on  massive 
publicity  campaigns,  nor  mountains  of  letters  to  Congress  demand- 
ing more  funding  for  their  disease.  So  when  they  apply  to  NIH  for 
an  investigator-initiated  research  grant,  the  only  rationale  they  can 
offer  to  support  this  request  is  the  excellence  of  their  science.  This 
special  breed  of  researchers  are  becoming  a  rare  breed,  and  indeed 
an  endangered  species.  We  are  losing  them,  Madam  Chairwoman, 
to  the  better  funded,  politically  stylish,  disease  of  the  month,  where 
funding  is  both  more  bountiful  and  dependable. 

This  year  marks  the  beginning  of  a  new  era  in  which  our  Nation 
will  hopefully  transform  health  care  from  an  American  privilege  to 
a  guaranteed  human  right.  In  the  context  of  looking  at  NIH,  its 
role  becomes  ever  more  important  for  health  care  reform.  In  addi- 
tion to  investigating  the  cause  and  treatments  of  human  disease, 
NIH  will  be  called  upon  to  play  an  expanded  role  in  prevention  re- 
search. NORD  supports  this  initiative,  but  fears  that  its  funding 
may  further  dwindle  the  resource  available  for  investigator  initi- 
ated ROl  grants.  We  ask  this  subcommittee  to  fund  the  new  pre- 
vention program  as  an.  addition  to  NIH's  regular  budget,  and  not 
transfer  the  funds  from  other  existing  activities. 
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The  President's  budget  calls  for  a  4.7  percent  across-the-board  in- 
crease for  NIH,  including  the  new  prevention  initiative.  NORD  be- 
lieves the  prevention  program  should  be  added  on,  on  top  of  the  4.7 
percent  guaranteed  increase  for  each  institute.  So  we  ask  that  each 
institute  receive  a  9  percent  increase  in  funding,  to  permit  addition 
of  the  prevention  initiative,  and  to  allow  also  for  adequate  funding 
for  ROls. 

In  the  past,  we  appreciate  that  you  have  recognized  the  spectacu- 
lar success  of  the  human  genome  project  or  HGP.  Most  intramural 
and  extramural  HGP  efforts  have  yielded  a  new  era  of  scientific 
progress  that  will  ultimately  benefit  all  of  humanity.  The  HGP  is 
also  adding  to  the  number  of  treatments  and  potential  cures  that 
have  been  impossible  to  visualize  until  now,  and  among  them  is  the 
exciting  evolving  technology  of  gene  therapy. 

Historically,  this  technology  was  conceived  to  relieve  the  symp- 
toms of  hereditary  diseases.  However,  of  the  64  gene  therapy  proto- 
cols currently  approved  and  involving  29  academic  institutions,  69 
percent  of  these  experiments  are  for  cancer  and  11  percent  are  for 
AIDS.  Only  five  genetic  diseases  are  currently  the  subject  of  ap- 
proved gene  therapy  protocols.  NORD  feels  there  is  something 
wrong  with  this  scenario.  The  success  of  the  few  studies  conducted 
to  date  on  gene  therapy  for  the  treatment  of  hereditary  diseases  in- 
dicates that  this  is  fertile  ground  that  begs  for  further  investiga- 
tions. But  there  is  more  funding  available  to  scientists  studying 
cancer  and  AIDS  than  genetic  diseases,  and  unless  special  empha- 
sis is  put  on  these  diseases,  it  will  be  difficult  to  entice  scientists 
into  this  area,  even  though  it  holds  great  promise  for  break- 
through. 

I  would  also  like  to  emphasize  to  you  that  your  appropriations 
must  protect  and  expand  the  clinical  research  center  program. 
These  centers  allow  the  study  of  patients  with  unique  disorders, 
free  from  the  concerns  about  insurance  reimbursement  policies  for 
experimental  treatments.  Private  insurance,  Medicare,  and  Medic- 
aid do  not  pay  for  medical  goods  and  services  associated  with  clini- 
cal research.  Hence  the  CRC  system  is  the  only  way  clinicians  can 
assure  that  research  protocols  are  not  limited  to  only  wealthy  pa- 
tients. CRCs  are  absolutely  necessary  for  the  conduct  of  clinical  re- 
search on  orphan  diseases,  and  the  program  should  be  expanded  to 
promote  the  study  of  all  orphan  diseases  for  which  a  valid  peer  re- 
view protocol  exists. 

Turning  to  my  last  point,  we  are  interested  in  funding  for  the 
Center  for  Rare  Disease  Research  at  NIH.  While  we  were  pleased 
NIH  has  established  this  office,  we  are  dismayed  by  the  fact  that 
no  funds  have  been  allocated  to  perform  its  assigned  tasks.  In  par- 
ticular, the  development  of  the  rare  disease  clinical  research 
database  has  been  stymied  by  this  lack  of  funding.  We  estimate 
NIH  supports  research  on  between  700  and  800  rare  diseases  at 
any  one  time  and  we  are  very  encouraged  by  this  amount  of  re- 
search. But  if  information  on  the  existence  of  these  clinical  trials 
is  not  readily  available,  patients  are  not  going  to  participate  in  the 
trials  as  fully  as  possible. 

We  believe  the  office  should  be  given  adequate  resources  to  de- 
velop a  research  agenda  to  systematically  investigate  the  wide 
range  of  rare  diseases.  It  has  been  suggested  for  over  a  decade  that 
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the  only  way  to  accomplish  this  goal  is  through  a  coordinated  effort 
at  the  federal  level.  To  assist  in  the  development  of  this  research 
agenda,  there  is  a  desperate  need  for  an  external  advisory  panel, 
having  oversight  and  providing  guidance  to  this  office  at  NIH  and 
to  other  public  health  service  agencies  to  guarantee  that  the  re- 
search goals  are  met. 

Finally,  Madam  Chairwoman,  we  thank  you  and  Members  of  the 
committee  for  the  leadership  and  stewardship  of  biomedical  re- 
search which  this  subcommittee  has  exercised  for  so  many  years. 
We  feel  confident  you  will  be  fair  in  dividing  the  1995  fiscal  appro- 
priations to  the  NIH  in  an  equitable  manner  and  you  will  ensure 
each  institute  receives  a  fair  increase  in  the  appropriation. 

Please  remember,  NORD  believes  so  strongly  that  investigator 
initiated  ROl  grants  are  the  lifeblood  of  biomedical  research  and 
our  country  has- maintained  world  leadership  in  this  field  because 
of  the  excellence  of  our  scientists.  Please  remember,  also,  that  no 
matter  how  many  wars  on  various  diseases  are  launched,  it  is  cat- 
egorically impossible  to  eliminate  the  empiricism  implicit  in  the 
discovery  process. 

Thus,  we  ask  you  to  continue  to  encourage  young  scientists  to 
enter  the  field  by  assuring  they  can  compete  through  the  grant 
process  with  a  reasonable  chance  that  they  will  get  funding,  not 
based  on  politics  but  on  the  excellence  of  their  science.  We  ask  you 
to  continue  funding  the  human  genome  project  so  it  will  continue 
to  achieve  new  knowledge  of  genetic  disorders  and  CRCs  to  allow 
extension  of  this  research  to  patients. 

Finally,  we  ask  for  the  creation  of  a  Center  for  Rare  Disease  Re- 
search, which  will  allow  patients  and  researchers  to  find  each  other 
and  to  be  able  to  continue  research  that  will  undoubtedly  save 
lives. 

Thank  you  very  much. 

Ms.  Pelosi.  Thank  you,  Dr.  Thoene.  Dr.  Thoene,  I  just  want  to 
say  that  I  know  our  Chairman,  Mr.  Natcher,  and  our  ranking,  Mr. 
Porter,  have  been  champions  for  funding  at  the  NIH  for  basic  bio- 
medical research,  as  well  as  other  Members  of  this  committee.  The 
specific  funding  that  is  there  is  not  based  on  politics,  but  the  epide- 
miology of  the  disease.  You  mentioned  AIDS  in  particular,  and  the 
fact  that  it  is  contagious  is  not  lost  on  this  committee,  but  you 
must  be  encouraged  by  the  appointment  of  Dr.  Varmus  who  is  a 
strong  advocate. 

Dr.  Thoene.  We  are  pleased  at  his  appointment  and  are  con- 
cerned about  the  balance  between  targeted  programs  and  the  em- 
piricism which  I  mentioned  that  is  needed,  given  that  5  thousand 
rare  diseases  won't  each  get  a  program  of  their  own. 

Ms.  Pelosi.  Appreciate  your  comment.  Thank  you  so  much,  Dr. 
Thoene. 


Thursday,  February  10,  1994. 
witnesses 


MABLE  HADDOCK 


STEPHEN  GONG,  NATIONAL  MINORITY  PUBLIC  BROADCASTING  CON- 
SORTIUM 
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Ms.  Pelosi.  Our  next  witnesses  are  Mable  Haddock  and  Stephen 
Gong  from  the  National  Minority  Public  Broadcasting  Consortium. 

Ms.  HADDOCK.  Thank  you.  Good  morning.  We  appreciate  the  op- 
portunity as  minority  consortia  to  testify  before  you  today  in  sup- 
port of  CPB's  1997  budget  request.  We  represent  the  National 
Asian  Telecommunications  Association,  the  National  Black  Pro- 
gramming Consortium,  the  National  Latino  Communication  Cen- 
ter, the  Native  American  Public  Broadcasting  Consortium  and  The 
Pacific  Islanders  in  Communications.  Together,  we  work  with  pub- 
lic television  systems  to  ensure  that  minority  producers'  ideas  and 
talents  are  represented  in  the  mainstream  of  American  public  tele- 
vision and  total  communication  systems. 

We  need  more  opportunities  to  tell  our  own  stories,  to  present 
our  own  histories,  and  to  tell  our  own  stories  from  our  own  perspec- 
tive. In  this  way,  we  think  we  can  readily  assist  CPB  in  carrying 
out  the  mandate  of  the  Public  Telecommunications  Act  of  1992, 
which  is  to  address  national  concerns  and  solve  local  problems 
through  community  outreach  and  services.  Therefore,  our  requests 
are  two,  that  the  subcommittee  recommend  a  funding  level  for  CPB 
at  least  equal  to  the  $345  million  request  made  by  CPB,  and  the 
subcommittee  continue  its  recent  practice  of  report  language  sup- 
portive of  the  minority  consortia. 

We  would  like  to  take  this  opportunity  to  thank  the  subcommit- 
tee for  the  explicit  support  that  you  have  given  the  minority  con- 
sortia in  the  last  two  House  appropriations  reports.  We  are  espe- 
cially appreciative  of  your  recognition  of  the  critical  role  that  the 
minority  consortia  and  the  communities  we  represent  have  in  pub- 
lic broadcasting,  and  your  continued  support  in  the  1997  appropria- 
tions report  language  would  be  especially  important  to  us,  as  1997 
will  be  the  first  year  covered  by  the  upcoming  reauthorization  of 
the  Public  Telecommunications  Act. 

We  are  optimistic,  as  we  appear  before  you  today,  that  we  are 
at  the  beginning  of  a  new  day  with  respect  to  public  television  and 
Minority  communities.  As  you  know,  in  the  past,  we  have  been  crit- 
ical of  CPB  and  the  funding  for  minority  programming  and  funding 
for  minority  consortia.  We  feel  that  $250,000  in  administrative  sup- 
port annually  and  $200,000  for  national  programming  has  been  in- 
adequate for  us  to  address  the  many  needs  in  our  communities. 

We  are  pleased  to  report  today  that  there  has  been  a  very 
marked  improvement  in  communications  between  CPB  and  minor- 
ity consortia.  We  are  hopeful  that  communications  will  result  in  a 
financial  commitment  to  consortia,  which  will  allow  us  to  strength- 
en our  organizations,  not  only  with  respect  to  improving  national 
programming,  but  also  with  respect  to  helping  us  expand  our  edu- 
cational and  outreach  services. 

We  think  that  those  activities,  educational  and  outreach  services, 
are  critical  to  our  work,  and  it  also  helps  us  to  provide  programs 
and  activities  that  can  address  some  of  the  concerns  in  our  commu- 
nities such  as  crime,  violence,  illiteracy,  and  the  like.  And  so  we 
encourage  you  to  support  those  activities  as  well. 

We  would  like  to  talk  a  moment  about  some  of  the  activities  that 
we  are  doing  to  give  you  an  example  of  our  work,  especially  with 
young  people.  In  Columbus  this  summer,  we  worked  with  25  young 
people,   African-Americans,    all   from   economically   disadvantaged 
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backgrounds.  We  developed  a  program  where  we  trained  these  kids 
in  media  literacy.  We  also  trained  them  in  career  development,  and 
they  produced  their  own  programs.  Three  of  those  programs  went 
on  to  win  national  awards  and  are  now  on  their  way  to  an  inter- 
national competition  where,  if  they  win,  these  young  people  will  get 
money.  We  think  that  that  has  a  direct  impact  on  these  young  peo- 
ple and  it  increases  self-esteem  and  provides  positive  role  models. 

We  think  that  any  decrease  in  CPB  funding  may  have  a  direct 
impact  on  CPB's  ability  to  continue  to  support  consortia  outreach 
and  programming  activities  and,  therefore,  we  continue  to  urge 
your  support  of  minority  consortia  by  continuing  the  language  that 
you  put  in  the  House  appropriations  report  and  to  consider  strongly 
CPB's  $345  million  request.  We  thank  you. 

[The  prepared  statement  follows:] 
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The  National  Minority  Public  Broadcasting  Consortia  (Minority  Consortia) 
appreciates  the  opportunity  to  present  testimony  before  this  Subcommittee 
regarding  the  FY1997  budget  for  the  Corporation  for  Public  Broadcasting  (CPB). 

The  Minority  Consortia  organizations  are  dedicated  to  bringing  the  talent  and 
ideas  of  our  respective  communities  into  the  mainstream  of  telecommunications  in 
America.   We  need  more  opportunities  to  tell  our  own  stories,  to  present  our  own 
histories,  to  represent  ourselves.   Through  this,  we  can  more  readily  assist  in 
carrying  out  the  mandate  of  the  Public  Telecommunications  Act  of  1992  to  "address 
national  concerns  and  solve  local  problems  through  community  outreach  programs 
and  services". 

Minority  communities  have  never  had  significant  participation  in  the  public 
broadcasting  industry  ,  an  industry  whose  annual  resources  are  estimated  to  be  $1.8 
billion.  Our  federal  funding  is  exceedingly  small  -  about  $2.25  million  for  our  five 
organizations  combined.   Additionally,  we  are  not  the  recipients  of  the  non-CPB 
monies   (e.g.,  membership  pledges,  station  support)  which  make  up  84%  of  the 
annual  public  broadcasting  monies.   Given  the  mandate  of  public  television  to  serve 
underserved  audiences,  to  involve  minorities,  and  to  produce  quality  programming 
which  would  not  otherwise  air  commercially,  CPB  has  a  compelling  responsibility 
to  support  in  a  significant  way  the  work  of  the  Minority  Consortia. 

Request.  Our  requests  of  the  Subcommittee  are  two: 

1)  that  the  Subcommittee  recommend  a  funding  level  for  CPB  at  least  equal  to 
the  $345  million  request  made  by  CPB,  and 

2)  that  the  Subcommittee  continue  its  recent  practice  of  report  language 
supportive  of  the  Minority  Consortia. 

-  Funding  Level.  We  support  CPB's  budget  request  of  $345  million,  a 
funding  level  which  would  provide  a  modest  increase  over  the  FY1996  $312  million 
appropriation.  Any  decrease  in  CPB  funding  would,  as  pointed  out  by  Senator 
Inouye  during  a  1993  Senate  floor  debate,  reduce  the  opportunity  for  CPB  to  carry 
out  Congressional  intent  concerning  the  Minority  Consortia  and  the  Ready  to  Learn 
initiative. 

-  Report  Language.  We  thank  this  Subcommittee  for  the  explicit  support  you 
have  given  the  Minority  Consortia  in  the  last  two  House  Appropriations  Reports1, 


1  House  Appropriations  Committee  Report  102-708  stated:  'The  Committee  is  concerned  that  the 
Minority  Consortia  and  Program  Funds  and  the  Independent  Television  Service  have  received  only 
modest  funding  increases,  and  expects  the  Corporation  of  Public  Broadcasting  to  significantly  increase 
the  funding  for  these  activities ".  And  the  following  year  House  Appropriations  Committee  Report  103- 
156  stated:  "The  Committee  recommends  that  the  Minority  Consortia  receive  increases  for  operating 
expenses." 
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Because  the  Appropriations  Committee  does  not  generally  provide  detailed 
directions  to  CPB,  we  are  especially  appreciative  of  your  recognition  of  the  critical 
role  that  the  Minority  Consortia  and  the  communities  we  represent  have  in  public 
broadcasting.   Your  continued  support  via  the  FY1997  appropriations  report 
language  would  be  especially  important  to  us,  as  FY1997  will  be  the  first  year  covered 
by  the  upcoming  reauthorization  of  the  Public  Telecommunications  Act. 

Communication  with  CPB.   We  are  optimistic  as  we  appear  before  you  today 
that  we  are  at  the  beginning  of  a  new  day  in  public  broadcasting  with  regard  to  the 
developing  role  of  minority  communities.   As  you  know,  the  Minority  Consortia 
has  been  very  critical  of  CPB  regarding  its  level  of  financial  commitment  to 
minority  programming  and  the  support  provided  to  our  organizations.   We  are 
pleased  to  report  that  there  has  been  a  decided  improvement  over  the  past  year  in 
the  communications  and  cooperation  between  CPB  and  the  Minority  Consortia.   We 
believe  that  it  will  result  in  a  CPB  financial  commitment  which  will  strengthen  our 
organizations'  long-term  abilities  to  develop  media  professionals  among  our  people 
and  to  provide  meaningful  public  access  to  our  productions. 

We  appreciate  and  bring  to  your  attention  the  statements  in  the  CPB  FY1997 
budget  justification  concerning  the  Minority  Consortia.   In  response  to  the  FY1996 
House  Appropriations  Committee  Report  language  which  recommended  increased 
funding  for  the  operations  of  the  Minority  Consortia,  CPB  states: 

CPB  currently  is  involved  in  discussions  with  the  Minority  Consortia.   It 
is  fully  expected  that  CPB  will  have  a  procedure  in  place  which  is 
consistent  with  this  recommendation   well  before  FY1996. 

And  with  regard  to  the  use  of  proposed  increased  FY1997  funds,  CPB  states: 

Special  emphasis  will  be  placed  on  serving  the  growing  and  changing 
needs  of  diverse  audiences.  This  mission  will  be  met  through  the 
funding  of  works  by  minority  and  independent  producers,  and  seeking 
programming  proposals  that  reach  out  to  audiences  from  diverse 
cultures. 

Minority  Consortia  and  the  National  Education  Agenda.   The  Minority 
Consortia  has  always  been  in  the  education  business.   We  welcome  the  consensus 
which  has  developed  regarding  a  national  education  agenda,  and  hope  this  will 
provide  us  an  opportunity  to  expand  our  education  services  to  our  own 
communities  and  the  nation.     The  small  amount  of  administrative/program 


The  above  statements  are  wholly  consistent  with  the  more  expansive  authorizing  Committees  report 
language  (House  Report  102-363  and  Senate  Report  102-221)  for  the  Public  Telecommunications  Act  of 
1992,  both  of  which  also  urged  significantly  increased  funding  for  the  Mihority  Consortia.  Prior  to  the 
1992  Act,  the  1988  House  and  Senate  authorizing  committee  reports  for  the  Public  Telecommunications 
Act  also  addressed  the  need  for  resources  for  minority  programming. 
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support  funding  we  currently  receive  from  CPB  -  $250,000  annually  per 
organization  —  belies  our  task.  There  is  so  much  more  we  can  do  —  and  want  to  do  — 
given  reasonable  resources  to  develop  our  capabilities. 

Many  of  the  films  with  which  we  are  associated  have  found  national 
audiences  and  have  won  numerous  awards,  among  them  La  Pastorela.  A  Bowl  of 
Beings.  La  Carpa.  Daughters  of  the  Dust.  Days  of  Waiting.  Mandela.  Tazz  at  O.S.U.. 
Los  Lobos...and  a  Time  to  Dance.  A  Question  of  Color,  and  the  recently  aired 
Malcolm  X:  Make  It  Plain.    Among  the  radio  programs  which  have  achieved 
national  acclaim  is  Spirits  of  the  Present  which  was  coproduced  by  the  Native 
American  Public  Broadcasting  Consortium  and  Smithsonian  Radio. 

While  our  organizations'  work  in  film  and  radio  production  and 
grantmaking  is  the  most  visible  of  our  efforts  to  the  national  eye,  we  are  also 
engaged  in  activities  including  school,  community  outreach,  and  training  programs 
This  is  the  side  of  our  work  —  the  developmental  side  —  which  for  which  we  most 
urgently  need  increased  funding.   We  certainly  welcome  CPB  programming  funds, 
and  utilize  them  to  encourage  and  assist  new  minority  productions.   However, 
programming  funds  are  not  available  to  address  our  developmental  needs.   We 
need  infrastructure  funding  ,so  that  we  can  bring  more  minority  persons  into  the 
public  broadcast  fields  and  to  provide  them  assistance  in  fundraising,  production 
and  distribution.   We  also  need  to  tap  the  existing  underutilized  minority  media 
pool,  and  to  increase  our  outreach  efforts  to  diversify  and  expand  audiences  and 
make  minority  productions  available  to  all  persons. 

We  want  this  Subcommittee  to  know  that  all  of  our  programming  is 
distributed  to  schools,  universities,  libraries,  museums,  and  community 
organizations.   The  Consortia  organizations  have  developed  film  and  video 
libraries,  archives  and  catalogs.   We  make  grants  to  independent  producers  and 
assist  them  in  securing  other  funding,  provide  scholarships  to  script  writers  and 
others,  assist  in  distribution  of  projects,  organize  film  festivals,  and  provide 
internships  and  training  programs  covering  a  wide  array  of  media  professions, 
including  radio  production. 

We  will  provide  for  the  record  information  on  activities  of  each  of  our 
organizations,  but  would  point  out  in  this  statement  several  specific  education 
undertakings.     The  Native  American  Public  Broadcasting  Consortium's  is  linking 
the  26  reservation-based  tribal  colleges  and  184  Bureau  of  Indian  Affairs  schools  via 
satellite  and  is  also  developing  an  Indian  radio  network.   The  National  Black 
Programming  Consortium  works  with  the  Columbus,  Ohio  school  system,  training 
teachers  in  innovative  ways  of  using  non-traditional  and  video  and  instructional 
tools  and  also  runs  a  Young  People's  Theatre.   The  National  Asian  American 
Telecommunications  Association  produced  a   film  showcase  for  children  age  pre- 
school through  ten,  which  ran  in  movie  theaters  on  Saturday  mornings. 
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We  ask  Congress  to  consider  the  the  demographics  of  this  nation  as  we  look 
at  the  role  of  the  Minority  Consortia  and  of  public  broadcasting.   The  communities 
we  represent  —  African  American,  Latino,  Asian,  Pacific  Islander,  Native  American  - 
-  make  up  nearly  30%  of  the  U.S.  population,  and  they  are  fast-growing  populations. 
The  1990  Census  reports  the  following  population  growth  percentages  between  1980 
and  1990:  White,  6.%;  Black,  13.2%;  Indian,  37.9%;  Asian/Pacific  Islander  107.8%; 
and  Hispanic  53%.   The  1990  Census  data  on  educational  attainment,  employment, 
and  household  income  reveal  no  secrets  -  that  minority  groups  rank  considerably 
below  national  averages.  The  percentage  of  persons  below  the  poverty  level  is  9.8% 
for  White,  29.5%  for  Black,  30.9  %  for  Indian,  14.1%  for  Asian/Pacific  Islander,  and 
25.3%  for  Hispanic  peoples.  Public  television  needs  to  better  reflect  and  speak  to  the 
needs  of  America's  diverse  populations.   Programs  produced  and  distributed  by  the 
Minority  Consortia  address  not  only  these  audiences  but  help  enlighten  all 
audiences. 

Again,  we  thank  this  Subcommittee  for  its  past  support  and  for  your 
consideration  of  our  current  requests. 
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Mr.  GONG.  Good  morning,  Madam  Chairman,  Members  of  the 
subcommittee.  On  behalf  of  the  NATA,  I  too  would  like  to  express 
my  appreciation  for  this  opportunity  to  speak  to  you  in  favor  of 
CPB's  request.  Mable  spoke  of  the  ways  in  which  our  programming 
serves  the  special  needs  of  minority  communities  in  addressing  and 
articulating  issues  of  critical  concern,  I  would  like  to  just  take 
about  a  minute  to  emphasize  a  different  but  related  point,  that  is 
how  our  programming,  created  by  producers  of  color,  is  important 
for  all  Americans. 

My  example  is  a  short  documentary  entitled  Sa-i-gu,  which  aired 
on  the  POV  series  on  PBS  in  September  of  1993.  Sa-i-gu  in  Korean 
means  4/29.  It  refers  to  the  crisis  in  Los  Angeles  of  April  29th, 
1992,  and  focuses  on  the  perspective  ignored  in  the  news  media. 
That  is  of  Korean  American  business  women,  merchants,  whose 
businesses  and,  more  importantly,  whose  dreams  in  achieving  fi- 
nancial security  were  destroyed  in  those  incidents. 

Their  moving  comments  reflected  their  frustrations  and  anger  as 
well  as  their  profound  disappointment  in  their  American  experi- 
ence. Their  expressions  of  anger,  incidentally,  were  not  aimed  at 
the  African-American  and  Latino  communities,  but  rather  at  the 
underlying  issues  of  marginalization  of  people  of  color  in  this  coun- 
try. 

The  power  of  the  program  was  not  found  in  any  prescriptions  or 
in  any  solutions  by  these  people.  Its  value  is  precisely  in  the  fact 
that  it  gives  expression  to  a  point  of  view  that  was  invisible  in  the 
mainstream  media  accounts.  Increased  understanding  and  mutual 
respect  between  all  Americans  begins  with  the  ability  of  these  com- 
munities to  be  heard  and  seen. 

We  thank  you  again  for  your  support  of  our  efforts  to  bring  these 
voices  to  the  broad  American  public.  We  would  be  happy  to  answer 
any  questions  you  might  have  about  this  programming  or  services 
we  offer  or  about  our  written  testimony,  which  we  have  offered  to 
you. 

Thank  you. 

Ms.  Pelosi.  Thank  you,  Mr.  Gong,  Ms.  Haddock,  for  your  excel- 
lent testimony  and  for  the  work  that  you  do. 


Thursday,  February  10,  1994. 

WITNESS 

BOBBY  SIMPSON,  COUNCIL  OF  STATE  ADMINISTRATORS  OF  VOCA- 
TIONAL REHABILITATION 

Ms.  Pelosi.  Mr.  Bobby  Simpson  representing  the  Department  of 
Education,  Council  of  State  Administrators  of  Vocational  Rehabili- 
tation. Good  morning,  Mr.  Simpson.  Welcome  to  our  committee. 

Mr.  Simpson.  Thank  you,  Ms.  Pelosi,  Members  of  the  committee. 
I  appreciate  the  opportunity  to  briefly  testify  before  you  today.  Mr. 
Gleockler,  who  had  been  originally  scheduled  to  appear,  was 
snowed  in  in  New  York.  I  managed  to  make  it  here  from  Arkansas 
somehow.  My  name  is  Bob  Simpson,  I  am  the  Commissioner  of  Ar- 
kansas Rehabilitation  Services.  It  is  my  privilege  to  appear  before 
you  today  on  behalf  of  the  Council  of  State  Administrators.  I  think 
there  are  people  in  this  building  who  know  I  tend  to  be  long-wind- 
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ed.  I  hope  you  would  toss  a  gavel  at  me  if  I  do  exceed  my  five  min- 
utes. 

The  Council  of  State  Administrators  of  Vocational  Rehabilitation 
is  comprised  of  the  chief  administrative  officers  of  the  public  agen- 
cy providing  rehabilitation  services  to  persons  with  disabilities  in 
the  50  States,  the  District  of  Columbia,  and  the  various  territories. 
These  agencies  constitute  the  State  partners  in  the  State  federal 
program  of  rehabilitation  services  for  persons  with  physical  and/or 
mental  disabilities,  as  authorized  by  the  Rehabilitation  Act  of  1973 
as  amended. 

While  the  Rehabilitation  Act  of  1973  as  amended  is  really  the 
cornerstone  of  our  Nation's  commitment  to  assisting  people  with 
disabilities  to  obtain  competitive  employment  and  to  live  independ- 
ent productive  lives,  it  is  severely  underfunded.  At  this  point  in 
time  in  this  country,  we  currently  have  some  43  million  Americans 
with  disabilities  and  that  number  grows  daily.  I  think  everyone  on 
this  committee  would  agree  that  people  of  this  Nation  are  certainly 
our  greatest  natural  resource.  Arid  when  one  considers  the  large 
number  of  people  with  disabilities  that  are  unemployed  and  have 
no  opportunity  to  participate  in  the  mainstream  of  society,  it  truly 
is  a  great  travesty. 

If  you  take  a  look  at  recent  Louis  Harris  &  Associates  study, 
there  is  an  estimate  that  at  least  two  out  of  every  three  working 
age  adults  with  a  disability  are  currently  unemployed.  And  the  re- 
habilitation programs  in  this  Nation  only  have  the  resources  to  pro- 
vide services  to  only  one  out  of  every  20  potentially  eligible  individ- 
uals who  happen  to  have  disabilities.  This  certainly  constitutes  an 
unacceptable  tragedy  for  many  millions  of  Americans  with  disabil- 
ities who  need  services  and  who  are  unable  to  receive  services  and 
who  are  interested  in  entering  the  world  of  work. 

There  is  a  huge  responsibility  placed  upon  the  rehabilitation  pro- 
grams of  this  country  at  this  point  in  time.  It  even  becomes  greater 
when  you  consider  the  passage  of  the  Americans  With  Disabilities 
Act.  The  ADA  greatly  expands  opportunities  for  persons  with  dis- 
abilities in  this  country.  It  is  going  to  place  a  great  emphasis  on 
rehabilitation  programs  as  we  work  with  business  and  industry  to 
assure  effective  implementation  of  the  Americans  With  Disabilities 
Act. 

It  is  unfortunate  that  the  administration  has  recommended  in 
President  Clinton's  budget  only  $2,019  billion,  as  far  as  the  basic 
State  grants  program  related  to  vocational  rehabilitation  programs. 
The  Council  of  State  Administrators  of  Vocational  Rehabilitation 
recommends  funding  levels  to  you  of  $2.5  billion  for  the  basic  State 
grants  program  of  vocational  rehabilitation  in  this  country.  The 
basic  State  grants  program  is  the  lifeblood  of  vocational  rehabilita- 
tion services,  and  financing  the  provisions  of  vocational  rehabilita- 
tion services  to  eligible  persons  with  mental  and  physical  disabil- 
ities are  essential  to  place  them  in  competitive  employment.  These 
Federal  dollars  are  matched  with  State  dollars.  It  truly  is  a  State 
Federal  partnership.  For  every  $100  that  is  spent  on  vocational  re- 
habilitation services,  some  $22  of  those  dollars  are  State  dollars 
that  are  contributed  by  the  States. 

We  can  provide  virtually  any  service  imaginable  as  a  vocational 
rehabilitation  agency  to  individuals  with  physical  or  mental  dis- 
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abilities  that  enable  them  to  move  into  the  work  force  and  live  com- 
petitive lives  in  integrated  community  settings.  We  can  provide 
medical  services,  we  can  provide  physical  restoration  services,  re- 
habilitation engineering  services,  technology  services. 

We  are  providing  services  that  allow  many  people  to  participate 
in  vocational  training,  to  attend  college,  virtually  any  service  that 
you  can  imagine  that  will  enable  a  person  with  a  disability  to  be- 
come independent,  productive,  employed  participants  in  the  main- 
stream of  American  society. 

We  simply  realize  that  with  the  limited  resources  that  are  avail- 
able and  us  being  able  to  serve  only  one  out  of  every  20  potentially 
eligible  individuals  with  a  disability  in  this  country,  we  have  got 
to  do  something.  And  increasing  resources  is  certainly  essential  if 
we  are  to  move  forward  in  really  making  meaningful  changes  in 
the  service  delivery  system  of  this  country. 

In  the  event  that  $2.5  billion  is  provided  for  the  basic  State 
grants  program  and  rehabilitation,  we  are  capable  of  matching 
those  funds  with  the  necessary  State  dollars.  I  think  that  really 
speaks  well  of  the  commitment  to  rehabilitation  programs  in  this 
country.  Obviously,  the  justification  for  higher  funding  levels  stems 
from  the  purpose  for  which  the  money  is  spent,  and  that  is  really 
to  prevent  an  uncalculable  waste  of  human  potential,  a  purpose  on 
which  no  price  tag  can  be  placed. 

Adding  additional  monies  to  the  vocational  rehabilitation  pro- 
gram in  this  country  will  certainly  reduce  the  Federal  deficit,  I 
have  no  doubt  about  that.  You  simply  can't  place  a  price  tag  on  the 
value  of  a  human  being  and  providing  the  opportunity  for  individ- 
uals with  disabilities  to  enter  the  work  force  is  critical,  and  that 
is  what  the  State  vocational  rehabilitation  program  is  really  all 
about. 

I  would  point  out  to  you  that  I  am  a  product  of  that  State  voca- 
tional rehabilitation  program.  Some  20  years  ago,  I  was  injured  in 
an  automobile  accident  and  broke  my  neck.  Well-meaning  medical 
professionals  encouraged  my  mom  and  dad  to  place  me  in  a  nurs- 
ing home  saying  that  was  really  the  only  real  opportunity — if  you 
want  to  call  that  an  opportunity — the  only  real  option  that  would 
be  available  for  me. 

Fortunately,  I  came  into  contact  with  rehabilitation  counselors  in 
the  State  vocational  rehabilitation  program  where  I  grew  up  and 
found  that  there  were  options  available  for  me,  and  I  have  been 
working  full-time  for  the  last  20  years.  If  it  were  not  for  the  pub- 
licly funded  vocational  rehabilitation  program,  I  would  be  wasting 
away  in  a  nursing  home  right  now,  like  many  of  my  colleagues  are. 
Public  vocational  rehabilitation  programs  are  an  investment  in  the 
future  of  this  country  and  I  encourage  you  to  consider  appropriate 
funding  of  such.  I  would  be  glad  to  answer  any  questions  that  you 
might  have. 

[The  prepared  statement  follows:! 
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COUNCIL  OF  STATE  ADMINISTRATORS  OF  VOCATIONAL  REHABILITATION 

The  Council  of  State  Administrators  of  Vocational  Rehabilitation  is  comprised  of  the  chief 
administrators  of  the  public  agencies  providing  rehabilitation  services  to  persons  with  disabilities 
in  the  fifty  states,  the  District  of  Columbia,  and  the  territories. 

These  Agencies  constitute  the  State  partners  in  the  State-Federal  Program  of  Rehabilitation 
Services  for  persons  with  mental  and/or  physical  disabilities,  as  authorized  by  the  Rehabilitation 
Act  of  1973,  P.L.   93-112,  as  amended. 

While  the  Rehabilitation  Act  is  the  cornerstone  of  our  Nation's  commitment  to  assisting 
eligible  people  with  disabilities  to  obtain  competitive  employment  and  to  live  independent  and 
productive  lives,  it  is  severely  underfunded. 

When  one  considers  that  a  Louis  Harris  and  Associates  study  estimates  that  two  out  of 
every  three  adults  with  a  disability  are  unemployed,  and  that  the  Rehabilitation  Program  has  the 
resources  to  provide  services  to  only  one  in  twenty  eligible  people,  this  under  funding  constitutes 
an  unacceptable  tragedy  for  the  millions  of  people  with  disabilities  who  need  services,  yet  are 
unable  to  receive  them. 

The  great  responsibility  placed  upon  the  Rehabilitation  Program  now  becomes  even  more 
acute,  with  the  passage  and  implementation  of  the  "Americans  with  Disabilities  Act"  (ADA).  The 
ADA  will  vastly  expand  opportunities  for  all  Americans  with  disabilities.  It  is  vital  that  the 
Rehabilitation  Program  be  fully  prepared  to  assist  people  with  disabilities  to  fully  realize  the 
promise  of  this  landmark  legislation. 
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VOCATIONAL  REHABILITATION  SERVICES;  BASIC  STATE  GRANTS 

FY  1995  CSAVR  RECOMMENDATION $2,500,000,000 

FY  1995  AUTHORIZATION Such  Sums 

Basic  State  Service  Grants  are  the  lifeblood  of  the  Vocational  Rehabilitation  Program, 
financing  the  provision  of  vocational  rehabilitation  services  to  eligible  individuals  with  mental 
and  physical  disabilities  for  placement  in  competitive  employment. 

These  Federal  dollars,  matched  with  state  monies,  permit  State  Rehabilitation  Agencies 
to  provide,  or  to  contract  with  private  organizations  and  agencies  to  provide,  individualized, 
comprehensive  services  to  eligible  persons  with  mental  and/or  physical  disabilities,  for  the 
purpose  of  rendering  these  individuals  employed  and  independent. 

Such  services  may  include  evaluation;  comprehensive  diagnostic  services;  counseling; 
physical  restoration;  rehabilitation  engineering;  the  provision  of  various  kinds  of  training  and 
training  supplies,  tools  and  equipment;  prosthetic  devices;  placement;  transportation;  post- 
employment  services;  and  "any  other  service"  necessary  to  rehabilitate  an  individual  into 
employment. 

For  Fiscal  Year  1993,  the  Federal  Government  advises  that  the  $1,879,679,000 
appropriated  for  Basic  State  Vocational  Rehabilitation  served  1,048,304  people  with  disabilities. 

Despite  this  expenditure,  there  still  are  not  sufficient  funds  to  serve  all  those  eligible, 
disabled  people  who  have  the  potential  and  desire  to  work  and  who  need  rehabilitation  and 
training  services  to  obtain  employment  and  self-sufficiency. 


690 


Alarmingly  enough,  our  best  estimates  are  that  State  Rehabilitation  Agencies  are  able  to 
serve  only  one  out  or  every  twenty  people  who  are  eligible,  due  to  a  total  lack  of  adequate 
resources. 

In  FY  1993,  72.6  percent  of  all  individuals  served  by  State  Rehabilitation  Agencies  are 
described  as  being  "severely  disabled"  by  the  Federal  Rehabilitation  Services  Administration 
(RSA). 

In  carrying  out  the  mandate  of  the  Act  to  give  priority  of  service  to  the  rehabilitation  of 
individuals  who  are  severely  disabled,  State  Agencies  have  found  that  the  costs  —  in  time,  effort, 
and  money  for  services  —  are  much  greater  than  the  cost  of  rehabilitating  people  less  severely 
disabled. 

At  the  same  time,  it  is  alarming  to  note  that  the  purchasing  power  of  the  resources 
available  has  remained  virtually  stagnant  since  1980. 

This  means  that  the  Program  is  rehabilitating  fewer  people,  while  expending  more  money 
for  services,  staff  training,   equipment,  and  facilities. 

With  these  statistics  in  mind,  the  Council  strongly  urges  that  the  Congress  provide  Federal 
appropriations  for  Basic  State  Vocational  Rehabilitation  Services  in  the  amount  of  $2,500,000,000 
for  Fiscal  Year  1995. 

A  previous  CSAVR  Survey  of  all  State  Rehabilitation  Agencies  found  that  with  a 
Congressional  appropriation  of  $2,500,000,000  million  for  FY  1994,  an  additional  65,743  people 
with  disabilities  will  receive  these  vital  rehabilitation  services. 

While  the  CSAVR  is  in  the  process  of  conducting  a  Survey  for  FY  1995,  the  FY  1994 
Survey  projects  that  the  States  have  the  ability  to  match,  and  effectively  use,  these  valuable 
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service  monies. 

The  justification  for  higher  funding  levels  stems  from  the  purpose  for  which  the  money 
is  spent~the  prevention  of  an  incalculable  waste  of  human  potential,  a  purpose  on  which  no  price 
tag  can  be  placed. 

Appropriating  additional  monies  for  Vocational  Rehabilitation  Services  reduces  the  Federal 
Deficit. 

Over  the  decades,  Vocational  Rehabilitation  has  more  than  paid  for  itself  by  helping 
persons  with  disabilities  increase  their  earning  capacity;  by  freeing  family  members  to  work; 
and/or  by  decreasing  the  amount  of  welfare  payments,  health  services,  and  social  services  they 
might  need;  as  well  as  by  assisting  them  to  become  taxpayers. 

The  Congressional  Budget  Office  has  stated  that  "a  reduction  of  funds  for  rehabilitation... 
would  generate  increases  in  other  parts  of  the  federal  and  state  budgets." 

Funds  appropriated  for  Vocational  Rehabilitation  are  a  sound  investment  of  the  Public's 
money. 

OTHER  PROGRAMS  AUTHORIZED  BY  THE  REHABILITATION  ACT 

The  Rehabilitation  Act  is  recognized  as  the  most  complete  and  well-  balanced  piece  of 
legislation  in  the  human  services  field.  In  addition  to  the  Basic  State  Vocational  Rehabilitation 
Services  Program,  the  Act  contains  provisions  for  (1)  an  innovation  and  expansion  program;  (2) 
a  training  program;  (3)  a  research  program;  (4)  a  comprehensive  services  for  independent  living 
program;  (5)  a  supported  employment  program;  and,  among  others,  (6)  special  projects  and 
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demonstration  efforts. 

The  CSAVR  strongly  supports  adequate  funding  for  all  Sections  of  the  Act,  and 
wholeheartedly  joins  with  the  recommendations  provided  this  Subcommittee  by  other 
Organizations  and  Advocates. 


693 

Ms.  Pelosi.  Thank  you  very  much  for  your  excellent  testimony 
for  public  vocational  rehabilitation  programs.  Hope  you  have  a  safe 
trip  home. 

The  committee  will  be  in  recess  for  a  few  moments  while  we  go 
to  vote.  Hopefully  it  will  be  one  vote,  we  will  be  right  back.  When 
we  come  back,  we  will  be  hearing  from  Dr.  Jeffrey  Murray  from  the 
University  of  Iowa. 

[Recess.] 


Thursday,  February  10,  1994. 

WITNESS 
JEFFREY  C.  MURRAY,  M.D.,  UNIVERSITY  OF  IOWA 

Ms.  Pelosi.  Is  Dr.  Jeffrey  Murray  in  the  room?  Welcome,  Dr. 
Murray.  Dr.  Murray  is  from  the  University  of  Iowa,  the  Depart- 
ment of  Pediatrics,  and  is  going  to  speak  on  the  human  genome 
project.  Welcome,  Dr.  Murray.  Your  complete  statement  will  be  en- 
tered into  the  record  and  you  may  proceed. 

Dr.  Murray.  First,  I  also  would  like  to  thank  you,  Madam  Chair- 
woman, and  the  other  Members  of  the  committee,  and  really  all  of 
the  preceding  Congresses  for  the  outstanding  support  that  you 
have  given  to  biomedical  research.  As  you  said,  my  written  state- 
ment is  there.  My  task  this  morning  has  been  made  considerably 
easier  by  all  of  the  people  who  have  preceded  me  and  who  have  al- 
ready spoken  so  eloquently  about  the  importance  of  biomedical  re- 
search. I  would  like  to  speak  about  the  human  genome  project  and 
the  fact  that  it  provides  the  essential  scientific  underpinnings  for 
much  of  the  research  that  we  have  already  heard  about  this  morn- 
ing. And  as  I  said,  many  of  the  previous  speakers  today  have  al- 
ready made  reference  to  this  fact. 

My  own  involvement  in  this  area  is  also  reflected  by  one  of  the 
earlier  speakers  today.  We  heard  earlier  this  morning  from  Chris 
Burke,  the  actor  with  Down  syndrome.  I  had  a  brother  who  also 
had  Down  syndrome,  and  unfortunately  Gregory  died  when  he  was 
in  his  late  20s.  At  the  time,  I  was  an  intern  in  pediatrics  and  this 
had  an  enormous  impact  on  me  and  the  sort  of  future  interest  that 
I  had  in  trying  to  do  something  that  would  involve  both  clinical 
medicine  and  also  research  as  a  way  of  bringing  improvements  to 
the  lives  of  children  who  had  disabilities.  We  have  also  heard  from 
Jess  Thoene  who  talked  about  the  impact  of  rare  diseases  this 
morning  and  I  would  with  him  also  point  out  that  congenital  de- 
fects now  make  up  the  leading  cause  of  death  in  children  under 
one. 

The  human  genome  project,  though,  extends  well  beyond  inter- 
ests in  rare  human  genetic  disorders,  but  also  has  a  tremendous 
impact  on  common  disorders  as  well.  We  have  also  heard  again  the 
previous  speakers  highlighting  that  disorders  such  as  prostate  can- 
cer or  breast  cancer,  Alzheimer's  disease,  all  have  a  genetic  compo- 
nent as  well.  And  again,  the  human  genome  project  will  contribute 
to  knowledge  about  this. 

When  I  speak  to  other  groups,  I  often  compare  the  human  ge- 
nome project  to  the  kinds  of  work  that  went  on  in  infectious  dis- 
eases beginning  almost  a  hundred  years  ago.  At  that  time,  sci- 
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entists  and  clinicians  became  very  good  at  identifying  the  specific 
causes  of  infections,  which  bacteria  caused  meningitis  or  tuber- 
culosis, for  example.  However,  it  was  many  decades  before  their  ar- 
mamentarium extended  to  the  point  of  having  specific  bullets  that 
they  could  use  to  treat  those  illnesses.  Antibiotics  came  along,  and 
probably  even  more  important  from  preventive  aspects,  improve- 
ments in  water  systems  and  so  on  which  has  greatly  decreased  the 
spread  of  infectious  diseases.  Again,  earlier  this  morning,  we  also 
heard  that  we  are  still  confronted  in  this  case  with  a  pediatric 
AIDS  epidemic,  so  that  even  after  decades  of  research,  some  of 
these  problems  are  not  solved. 

The  human  genome  project,  in  its  efforts  to  provide  the  basic 
science  behind  what  causes  human  inherited  disorders,  will  make 
the  essential  contributions  that  will  be  so  important  to  make 
progress  in  all  of  the  areas  that  we  have  heard  about  previously. 
I  particularly  stress  that  the  progress  we  have  had  to  date  in  iden- 
tifying genes  that  underlie  things  like  colon  cancer  and  progress  to- 
wards identifying  prostate  cancer  and  breast  cancer  genes  are  just 
the  beginning  of  much  larger  work  that  will  eventually  extend  into 
prevention.  It  will  be  these  public  health  aspects  of  genetics  that 
will  be  so  important  for  us  to  become  involved  in. 

The  last  point  I  would  like  to  make  is  that  along  with  the  sci- 
entific progress  that  is  such  an  important  component  of  the  human 
genome  project,  we  also  need  to  engage  in  the  study  of  ethical, 
legal  and  social  aspects  of  this  genome  work.  And  again,  Francis 
Collins  and  his  predecessor,  Dr.  Watson,  have  been  extremely  ag- 
gressive in  ensuring  that  these  issues  are  addressed  as  well.  The 
educational  aspects  of  genetics,  which  has  such  a  profound  impact 
on  all  our  lives,  often  raises  many  troubling  questions  and  is  some- 
thing that  is  essential  for  us  to  work  on  as  well  and  study  it 
through. 

So  I  would  like  to  close  by  saying,  again,  the  point  has  been 
made  by  many  of  our  previous  speakers  that  genetic  components  of 
diseases  are  extremely  important.  The  human  genome  project  is 
dedicated  to  providing  the  underpinnings  for  this.  And  I  think  that 
funding  of  this  kind  of  project  at  really  a  full  level  of  $200  million 
per  year  for  the  NCHGR  will  really  have  a  maximum  impact  on  ad- 
dressing not  a  single  or  even  a  few  diseases,  but  all  disorders  that 
have  a  genetic  component. 

I  thank  you  for  your  time  and  again  your  previous  efforts  on  be- 
half of  all  of  us. 

[The  prepared  statement  follows:] 
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PRESENTATION  TO  HOUSE  APPROPRIATIONS  COMMITTEE  FOR  2-10-94 

First,  I  would  like  to  thank  you,  Representative  Natcher,  members  of  your  committee,  and  the 
House  of  Representatives  for  this  opportunity  to  speak  before  you  today  on  behalf  of  the  Human 
Genome  Project,  the  NCHGR  and  The  University  of  Iowa.    I  would  particularly  thank  you  for  the 
very  strong  support  that  has  been  provided  by  you  and  this  Congress  for  biomedical  research  over 
the  last  several  decades.    This  research  support  has  already  led  to  dramatic  improvements  in  the 
health  of  all  Americans  and  has  laid  the  foundations  for  even  more  dramatic  improvements  in  the 
future.    As  a  pediatrician  who  is  especially  involved  in  the  care  of  infants  and  children  with  birth 
defects,  I  am  particularly  appreciative  of  those  improvements  that  have  led  directly  to  improving  the 
lives  of  these  most  vulnerable  members  of  our  society. 

My  involvement  with  such  children  was  influenced  by  my  own  personal  experience  with  children 
having  disabling  birth  defects  as  one  of  my  brothers  was  born  with  Down  syndrome.    Gregory's  life 
and  struggles  had  a  dramatic  impact  on  our  family,  and  his  death  while  I  was  a  pediatric  intern 
helped  confirm  my  belief  that  more  could  be  done  to  help  children  born  with  disabilities.    It  was  also 
at  this  time  that  I  was  especially  impressed  by  the  kind  of  personal  involvement  that  physicians 
such  as  Dr.  Murray  Feingold,  Dr.  Louis  Bartoshesky,  and  Iowa's  Dr.  Hans  Zellweger  and  Dr.  James 
Hanson  had  in  the  care  of  their  patients  and  their  families.  Thus,  early  on  in  my  clinical  training,  I 
was  touched  by  the  fragility  of  the  lives  and  the  impact  of  congenital  disorders  on  the  families. 

In  parallel  with  my  clinical  contact  with  such  patients,  I  was  also  dramatically  impressed  by  the 
rapid  advances  that  molecular  biology  and  genetics  were  making  in  helping  us  to  better  understand 
inherited  disorders.    The  1970's  and  1980's  were  an  exciting  time  for  biomedical  research,  and  I 
was  fortunate  to  participate,  at  least  in  some  small  way,  in  some  of  these  efforts.    At  the  present 
time,  my  efforts,  and  those  of  many  of  my  colleagues  and  collaborators,  are  to  provide  the  best 
possible  clinical  care  for  patients  and  families  in  light  of  these  new  discoveries.    Our  goal  is  to  apply 
the  knowledge  gained  from  the  Human  Genome  Project  in  a  way  that  can  contribute  quickly  and 
effectively  to  improving  health  for  all  Americans. 

The  efforts  of  the  Human  Genome  Project  today  are,  in  many  ways,  comparable  to  the  work  of 
physicians  and  scientists  one  hundred  years  ago  in  the  area  of  infectious  diseases.    At  that  time,  it 
was  possible  to  very  carefully  characterize  and  catalogue  which  bacteria  were  responsible  for  which 
particular  infection.    Disorders  such  as  meningitis,  tuberculosis,  diphtheria  and  tetanus  all  had  their 
underlying  causes  identified.    Physicians  and  scientists  were  limited,  however,  in  their  ability  to 
provide  any  effective  prevention  or  treatment.    Fortunately,  over  the  ensuing  decades,  dramatic 
progress  was  made  both  in  identifying  antibiotics  and,  perhaps  even  more  importantly,  in 
establishing  public  health  measures  such  as  improvements  in  sanitation,  public  water  systems  and 
provisions  for  universal  immunization  that  resulted  in  one  of  the  most  impressive  health-related 
achievements  of  the  twentieth  century-the  dramatic  reduction  of  infectious  diseases  as  major 
killers  and  disablers  of  our  nation's  children. 

Similarly  today,  human  geneticists  with  colleagues  in  clinical  medicine,  epidemiology,  biochemistry, 
embryology  and  other  fields,  are  identifying  new  genes  that  are  associated  with  inherited 
abnormalities  in  our  nation's  families.    Although  many  of  these  birth  defects  and  genetic  disorders 
are  individually  rare,  in  the  aggregate  they  now  make  up  the  single  major  cause  of  death  for  infants 
in  the  first  year  of  life.    We  also  now  recognize  that  genetics  underlies  many  common  diseases  that 
are  the  major  sources  of  adult  morbidity  and  mortality  as  well.    Recent  studies  aimed  at  identifying 
genes  for  colon  cancer,  breast  cancer,  high  blood  pressure,  Alzheimer's  Disease  or  genetic 
susceptibility  to  environmental  hazards  are  but  a  few  examples  of  the  role  that  genetics  can  play  in 
disorders  that  affect  adults  as  well.    However,  just  as  was  true  for  infectious  diseases  one  hundred 
years  ago,  scientists  today  still  have  a  limited  armamentarium  specific  genetic  treatments  and, 
perhaps  more  importantly,  few  ways  to   prevent  genetic  diseases.    At  a  time  when  we  are  all 
becoming  increasingly  aware  of  the  limitations  on  healthcare  dollars,  we  must  redouble  our  efforts 
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to  provide  safe  and  effective  strategies  for  early  detection  and  risk  reduction  for  those  disorders 
that  can  affect  so  many  of  us.    It  is  in  this  area  of  surveillance,  risk  modification  and  treatment  that 
our  most  important  efforts  must  be  focused.    I  strongly  encourage  you  and  the  other  members  of 
Congress  to  not  only  continue  your  efforts  at  support  but  to  redouble  them  as  this  will  provide  a 
new  assurance  and  legacy  for  our  nation's  people  just  as  our  grandparents  did  for  us  by  decreasing 
the  burden  of  infectious  diseases. 

In  1990,  the  NIH  and  DOE  jointly  developed  a  five-year  plan  for  the  Human  Genome  Project  in  the 
United  States.    Despite  only  partial  funding  of  the  program,  a  new  five-year  plan  was  put  forward  in 
October  of  last  year  that  was  possible,  in  a  large  part,  because  dramatic  advances  by  the 
worldwide  community  of  scientists  that  had  already  occured  prior  to  the  completion  of  the  first 
five-year  cycle.    Advances  in  genetic  mapping  and  gene  discovery  were  particularly  noteworthy  and 
have  allowed  for  an  enhancement  of  the  goals  in  the  next  five-year  plan  to  place  even  further 
emphasis  on  identification  of  genes  underlying  genetic  predispositions  to  common  disorders.    These 
new  goals  include  further  development  of  high  resolution  genetic  mapping  techniques  and  maps, 
completion  of  physical  maps  at  a  higher  degree  of  resolution,  emphasis  on  further  developments  of 
DNA  sequence  technologies,  detailed  emphasis  on  strategies  for  identifying  and  characterizing 
genes,  ramping  up  of  the  studies  of  model  organisms  which  have  proven  so  important  for  our  better 
understanding  of  related  human  conditions,  and  a  special  emphasis  on  continued  investigations  of 
the  ethical,  legal  and  social  or  ELSI  implications  of  the  genome  project.    We  have  been  fortunate  to 
contribute  to  this  process  both  by  helping  to  generate  high  resolution  human  genetic  maps  and 
through  our  identification  of  a  gene  that  confers  susceptibility  to  the  most  common  birth  defect  of 
the  human  face-cleft  lip  and  palate.    In  my  clinical  work  with  these  families,  I  know  how  important 
is  even  the  hope  of  progress  towards  the  prevention  of  this  disfiguring  disorder. 

I  would  like  to  make  a  special  plea  for  continued  and  enhanced  funding  of  the  genome  project 
particularly  as  it  relates  to  studies  of  ethical,  legal  and  social  issues.    As  dramatic  scientific 
advances  unfold  before  us,  we  are  all  aware  of  the  almost  daily  exposition  of  the  issues  that  human 
genetics  raises  for  us.    In  the  last  few  months  alone,  extensive  coverage  related  to  cloning  of 
humans,  genetic  testing  of  human  embryos,  and  the  possibility  of  a  genetic  component  contributing 
to  behavioral  traits  such  as  aggression  or  sexual  orientation  have  had  prominent  places  in  the 
popular  news  media.    Although  we  should  all  applaud  the  interest  and  involvement  of  non- 
physicians  and  non-scientists  in  these  very  thought-provoking  areas,  we  also  need  to  emphasize  the 
need  for  both  public  education  and  medical  and  scientific  review  of  these  dramatic  issues.    Less 
news-provoking,  but  equally  important,  is  that  the  public  have  a  genuine  understanding  of  what  a 
genetic  predisposition  means  or  what  identification  of  a  new  gene  can  really  promise.    Dr.  Collins 
and  his  predecessor,  Dr.  Watson,  have  provided  outstanding  leadership  by  ensuring  that  specific 
funding  is  available  to  address  these  very  important  social  ethical  issues,  and  we  encourage  your 
own  support  of  these  topics. 

In  my  own  work,  I  have  been  very  involved  with  the  development  of  materials  suitable  for  teaching 
junior  high  and  high  school  students  and  their  teachers  about  the  issues  involved  in  the  Human 
Genome  Project.    Organizations,  such  as  the  Biological  Sciences  Curricular  Study  group  and  others, 
have  the  support  of  funding  provided  through  the  NIH,  DOE  and  NSF.    They  have  made  great 
strides  in  making  available  to  students  around  the  country  materials  which  can  instruct  them  in  not 
only  the  scientific  and  clinical  issues  but,  perhaps  more  importantly,  the  ethical,  legal  and  social 
issues  that  surround  studies  that  relate  to  our  genetic  inheritance.    Recently,  I  have  had  the 
opportunity  to  work  with  Mr.  Kevin  Koepnick  at  City  High  School  in  Iowa  City  and  his  tenth  grade 
biology  students.    These  students  are  fascinated  not  only  by  the  science  of  human  genetics  but 
even  more  so  by  what  analysis  of  their  own  genetic  material  might  mean  for  them  in  a  future  world 
where  genetics  may  have  a  major  impact  on  employment  and  health  care  coverage. 

I  would  strongly  encourage  the  Congress  to  continue  to  support  these  efforts  to  provide  for  an 
informed  citizenry  as  it  is  the  children  of  today  who  will  be  confronting  and  making  the  decisions 
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that  will  affect  them  and  future  generations.    Issues  that  relate  to  our  inherited  material  have 
always  been  ones  that  have  been  particularly  fraught  with  a  wide  range  of  views  and  opinions.    It  is 
only  by  insuring  that  our  citizenry  is  well  informed  in  these  areas  that  thoughtful  discussion  and 
appropriate  decisions  can  occur.    The  Human  Genome  Project,  perhaps  more  than  any  other 
scientific  effort  in  recent  years,  raises  issues  that  affect  our  daily  lives  in  ways  that  extend  far 
beyond  science  and  medicine.    It  is  essential  that  the  students  of  today  be  familiar  with  this  science 
and  with  the  ethical  and  social  underpinnings  of  it,  so  that  they  can  be  informed  decision  makers  in 
the  future. 

Let  me  close  by  reinforcing  that  as  a  physician  and  scientist,  I  have  seen  dramatic  advances  occur 
even  during  the  short  span  of  time  that  I  have  been  involved  in  this  project.    Although  these 
advances  have  already  resulted  in  clinical  improvements  through  earlier  diagnosis,  we  still  have  a 
long,  long  way  to  go.    It  will  only  be  through  the  continued  efforts  and  support  of  the  Congress 
working  with  our  scientists  and  healthcare  professionals  that  we  can  continue  to  better  understand 
the  inherited  nature  of  human  diseases  and  develop  strategies  for  their  prevention  and  early 
effective  treatment  in  a  way  that  can  benefit  us  all.    I  would  strongly  encourage  you  to  continue 
your  support  of  the  NCHGR  and  to  provide  it  with  full  funding  at  a  level  of  $200  million  per  year. 
This  would  include  strong  support  for  studies  of  ELSI  issues.    In  a  related  way,  emphasis  on  support 
of  science  education  will  ensure  a  well  informed  citizenry  who  can  help  point  the  way  to  future 
needs.    This  investment  is  the  best  way  to  limit  the  burden  of  inherited  disabilities  for  future 
generations  and  a  way  of  thanking  the  generations  before  ours  for  limiting  our  own  burden  of 
disease. 
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Ms.  Pelosi.  Thank  you,  Dr.  Murray.  Your  testimony  is  very  valu- 
able to  us  and  we  appreciate  your  sharing  your  personal  story  as 
well.  It  is  an  inspiration  to  you  and  to  us  as  well. 

Thank  you. 


Thursday,  February  10,  1994. 

WITNESS 
NAN  ROMAN,  NATIONAL  ALLIANCE  TO  END  HOMELESSNESS,  INC. 

Ms.  Pelosi.  Ms.  Nan  Roman  from  the  National  Alliance  to  End 
Homelessness,  Inc.  Ms.  Roman,  welcome  to  our  committee.  I  can 
still  say  good  morning. 

Ms.  Roman.  Thank  you,  Madam  Chair,  Members  of  the  sub- 
committee. As  you  mentioned,  I  am  with  the  National  Alliance  to 
End  Homelessness.  The  Alliance  has  about  1,750  member  organiza- 
tions in  every  State  of  the  Union.  Those  are  nonprofit  organizations 
largely  that  are  on  the  front  lines,  struggling  against  homelessness 
every  day,  and  struggling  successfully,  I  might  add,  in  many  cases. 

My  testimony  today  is  based  on  recommendations  of  these  orga- 
nizations. While  many  of  the  programs  that  you  deal  with  in  the 
Departments  of  Labor,  Health  and  Human  Services  and  Education 
have  an  impact  on  homeless  people,  I  am  going  to  focus  today  just 
on  the  McKinney  Act  programs  that  are  specifically  oriented  to- 
ward homeless  people.  My  written  testimony  includes  our  rec- 
ommendations on  appropriations  levels  for  all  of  these  programs. 
They  deal  with  a  whole  range  of  services,  job  training,  education, 
health  care,  and  the  like.  I  understand  that  will  be  submitted  for 
the  record. 

Basically,  we  are  asking  for  appropriations  at  the  appropriate  au- 
thorizing level.  Rather  than  going  over  the  particulars  of  these  pro- 
grams, I  would  like  to  address  a  few  key  issues  with  you.  First, 
these  programs  are  really  critical  to  the  life  and  death  of  homeless 
people.  This  includes  a  whole  spectrum  of  people  who  are  homeless, 
including  working  people,  children,  women,  infants,  veterans,  and 
people  with  various  and  sundry  different  types  of  illnesses. 

Second,  while  these  programs  are  not  perfect  and  they  are  vastly 
oversubscribed,  they  are  very  effective.  They  work.  They  end  home- 
lessness for  people  every  day.  Thousands  of  people  find  themselves 
no  longer  homeless  every  day  because  of  these  kinds  of  programs. 
But  if  they  work,  you  ask,  why  is  it  that  we  need  to  keep  coming 
to  you  asking  for  increased  appropriations? 

The  problem,  of  course,  is  that  we  don't  invest  enough  in  preven- 
tion or  in  the  long-term  solutions  to  homelessness,  so  that  what 
happens  is  while  we  are  successfully  moving  people  through  the 
system  and  getting  them  stabilized  in  homes  at  the  end  of  that,  we 
have  people  coming  in  continually  on  the  other  end.  So  we  need  to 
invest  more  in  prevention  and  permanent  solutions. 

I  want  to  share  with  you  our  concern  about  a  few  particular  pro- 
grams. The  first  is  the  Labor  Department's  job  training  for  the 
homeless  project.  In  the  administration's  budget  request,  there  is 
no  fiscal  year  1995  funding  for  this  program.  We  assume  that  in 
the  interest  of  efficiency  and  so  forth,  the  administration  wishes 
homeless  people  to  use  the  one-stop  sort  of  shop  they  intend  to  set 
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up.  We  don't  have  any  details  about  that.  But  I  must  say  that  in 
the  past  really  mainstream  programs  have  not  worked  very  well  for 
homeless  people.  Frankly,  if  they  had  worked  well  for  homeless 
people,  most  of  them  probably  wouldn't  be  homeless  now. 

Homeless  people  don't  have  transportation  to  get  around  town  to 
make  appointments.  They  don't  have  a  safe  place  to  keep  records 
on  their  employment  history,  their  education  history,  their  birth 
certificates  and  whatnot,  if  in  fact  they  have  those  records  at  all. 
They  don't  have  money  to  make  phone  calls,  to  set  up  appoint- 
ments, to  cancel  appointments,  to  set  up  interviews  and  so  forth. 
More  importantly,  perhaps,  public  offices  have  not  always  been 
congenial  places  for  homeless  people  in  terms  of  employment  and 
various  other  programs.  Employees  there  find  that  homeless  people 
are  hard  to  engage.  They  are  hard  to  follow  up  with.  They  have 
complicated  needs,  they  don't  have  single  needs  that  can  easily  be 
met. 

The  Department  of  Labor's  own  report  on  this  program  has  noted 
that  the  mainstream  programs  are  unlikely  to  be  successful  in 
helping  homeless  people  because  of  these  issues.  In  fact,  far  from 
taking  the  extra  step  to  help  homeless  people,  many  public  offices 
discourage  homeless  people  from  participating  in  these  programs. 

We  have  built  the  capacity  of  a  group  of  organizations  that  can 
overcome  these  problems,  and  these  are  the  grantees  for  the  Job 
Training  for  the  Homeless  program.  Yet  we  are  proposing  now  to 
abandon  this  capacity  that  we  have  paid  for  and  built  by  eliminat- 
ing this  program.  So  we  would  ask  you  to  consider  keeping  this 
program  and  funding  it  at  $11.4  million. 

Now,  I  would  just  like  to  briefly  mention  two  other  programs. 
The  first  is  the  PATH  program,  Projects  for  Assistance  in  Transi- 
tion from  Homelessness  at  HHS.  This  is  a  program  for  people  with 
chronic  mental  illness  or  people  who  are  dual  diagnosed,  that  is, 
they  also  are  chronically  mentally  ill  and  also  have  alcohol  or  other 
substance  abuse  illnesses  or  other  conditions.  This  program  is  flat 
funded  in  the  administration's  budget.  It  has  been  a  very  successful 
program.  It  leverages  a  great  deal  of  State  and  local  funding.  I 
think  that  is  the  thing  that  has  notably  been  successful  about  it. 
This  is  a  group  of  people  that  have  been  neglected.  You  know,  it 
is  the  largest  portion  of  the  homeless  population,  people  with 
chronic  mental  illness  and  alcohol  and  substance  abuse  problems. 

What  has  happened  is  this  program  has  stimulated  a  great  deal 
of  effort  at  the  State  and  local  levels  and  we  would  like  to  see  it 
increased.  It  is  only  meeting  about  10  percent  of  the  need,  that  is 
it  is  only  serving  about  10  percent  of  the  people  we  estimate  are 
eligible  to  be  served  by  it.  So  we  would  recommend  full  funding  for 
it  at  $75  million. 

And  finally,  I  want  to  draw  your  attention  to  the  Emergency 
Community  Services  Homeless  Grant  Program,  that  is  a  set-aside 
program  in  the  Community  Services  Block  Grant.  The  administra- 
tion has  chosen  not  to  recommend  an  appropriation  for  it  in  its 
1995  budget.  Having  worked  for  three  years  at  a  community  action 
agency  here  in  Washington,  I  can  tell  you  that  community  action 
agencies  are  dealing  in  low-income  communities  every  day.  They 
are  on  the  front  lines  of  the  situation.  They  are  uniquely  situated 
to  get  people  before  they  become  homeless  to  prevent  their  home- 
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lessness,  and  to  stop  them  from  getting  mired  in  homelessness  and 
the  homeless  services  system  and,  therefore,  costing  us  money  to 
help  them  exit.  The  caps  are  overburdened  now  with  expanding 
and  competing  responsibilities.  We  need  to  retain  this  set-aside  so 
we  recommend  it  at  a  level  of  $50  million. 

I  thank  you  very  much  for  allowing  us  to  present  our  views 
today.  We  have  appreciated  your  leadership  in  the  past  on  these 
issues,  and  we  ask  you  to  continue  in  helping  this  desperately  vul- 
nerable population. 

Thank  you. 

[The  additional  information  follows:] 
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Appropriations  Subcommittee  on  Labor,  Health  &  Human  Services, 
Education,  and  Related  Agencies 

McKinnev  Programs 

Name:      Adult  Education  for  the  Homeless 

Dept.:     Education 

Goal :  Grants  to  States  to  support  education  programs  for 
adults,  usually  part  of  an  integrated  package  of  homeless 
support  services.  Currently  states  compete  for  funds  (35 
now  receive  it).  Provides  individualized  instruction  on- 
site. 

FY93  App.:  $9.6  million 
FY94  App.:  $9.6  million 
FY95  Bud.:  $9.6  million 
Alliance  Recommendation  FY  1995:  $17  million 


Name:  Community  Mental  Health  Research  Demonstration  Projects 
for  the  Homeless  Chronically  Mentally  111 

Dept . :     HHS 

Goal:  Competitive  research  grants  for  research  demonstration 
projects.  Two  rounds  of  awards  have  been  made  by  NIMH. 
The  first  (1987)  funded  9  demos  for  adults  and  3  for 
children  and  adolescents.  The  second  (1990)  made  6,  3- 
yr.  research  demonstration  grant  awards  to  provide 
comprehensive  community  health  services  coordinated  with 
housing  and  to  study  the  effectiveness  of  the  service 
components . 

In  1993  the  newly  created  Center  for  Mental  Health 
Services  funds  cooperative  agreements  under  ACCESS 
(Access  to  Community  Care  and  Effective  Services  and 
Supports)  to  support  the  recommendations  of  the  federal 
Task  Force  on  Homelessness  and  Severe  Mental  Illness. 
ACCESS  grants  are  awarded  to  States  and  emphasize 
services  demonstration  models. 

FY93  Appro.:    $21.9  million 

FY94  Appro.:    $21.9  million 

FY95  Bud.:      $21.9  million 

Alliance  Recommendation:  $21.9  million 


Name:      Education  for  Homeless  Children  and  Youth  --  State  and 

Local  Grants  Program 
Dept.:     Education 
Goal:      Formula  grants  to  State  education  agencies  to  prepare  and 

carry  out   a   state   plan,   establish   an   Office   of 

Coordinator  of  Education  for  Homeless  Children  and  Youth; 

carry  out  policies.   Operating  in  all  50  states.   State 
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agencies  can  grant  to  local  education  agencies  for  direct 
services  that  address  barriers  to  education. 

FY93  Appro.:    $24.8  million 

FY94  Appro.:    $25.5  million 

FY95  Bud.:      $30  million 

Alliance  Recommendation:  $50  million 


Name:      Emergency  Community  Services  Homeless  Grant  Program 

Dept . :     HHS 

Goal:  Formula  to  States.  They  distribute  to  CAPS  and  others 
for  homeless  services.  Comprehensive,  transition,  assist 
in  obtaining  mainstream  assistance,  promote  private 
sector  assistance.   25%  available  for  prevention. 

FY93  Appro.:    $19.8  million 

FY94  Appro.:    $19.8  million 

FY95  Bud. :  0 

Alliance  Recommendation:  $50  million 


Name: 


Dept. 
Goal: 


Health  Care  for  the  Homeless 


HHS 
Local 


nonprofit  and  public  entities  provide  primary 
health  care  and  substance  abuse  services,  emergency 
health  services,  referrals  to  hospital  services,  mental 
health  services,  outreach,  and  case  management. 

FY93  Appro.:    $58  million 

FY94  Appro.:    $62  million 

FY95  Bud.:      $63  million 

Alliance  Recommendation:  $80  million 


Name:      Homeless  Families  Support  Services  Demonstration  Program 

Dept . :     HHS 

Goal:      Design  and  establishment  of  CBOs  to  do  support  services 

linkages.  Directed  at  homeless  and  those  at  risk  to  get 

them  mainstreamed. 
FY93  Appro.:    $6.9  million 
FY94  Appro.:    $7.4  million 
FY95  Bud.:      $7.4  million 
Alliance  Recommendation:  $55  million 


Name:      Homeless  Veterans  Reintegration  Projects 

Dept.:     Labor 

Goal:     Grants  to  large  metropolitan  areas  to  get  unemployed  vets 

back  into  the  labor  force.   Employment  and  training 

either  directly  or  by  referral. 
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FY93  Appro.:    $5  million 

FY94  Appro.:    $5  million 

FY95  Bud.:      $5.1  million 

Alliance  Recommendation:  $5.6  million 


Name:     Job  Training  for  the  Homeless  Demonstration  Program 

Dept . :    Labor 

Goal:  Grants  to  previously  funded  state  and  local  public 
agencies  and  nonprofit  to  continue  collecting  data  on 
replicable  job  training  programs.  Also  develop  systems 
of  coordination  to  address  causes  and  meet  other  needs. 
Basic  skills,  job  counseling,  etc. 

FY93  Appro.:   $7.5  million 

FY94  Appro.:   $7.5  million 

FY95  Bud. :      0 

Alliance  Recommendation:  $11.4  million 


Name:  Projects  for  Assistance  in  Transition  from  Homelessness 
( PATH ) 

Dept.:     HHS 

Goal:  [Replaced  the  Mental  Health  Services  for  the  Homeless 
Block  Grant.]  Services  to  CMI  and  substance  use 
disorders,  homeless  or  at  risk.  Outreach,  diagnostic, 
comm.  mental  health,  alcohol  or  drug  treatment  (for  dual 
diag.),  job  training,  educ,  housing  services.  Funds  to 
states  by  formula. 

FY93  Appro.:    $29.5  million 

FY94  Appro.:    $29.5  million 

FY95  Bud.:      $30  million 

Alliance  Recommendation:   $75  million 
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Ms.  Pelosi.  Thank  you,  Ms.  Roman,  for  your  realistic  appraisal 
of  the  challenge  out  there  for  ending  homelessness.  It  will  be  very 
useful  testimony  for  us  and  thank  you  for  all  of  your  hard  work. 


Thursday,  February  10,  1994. 

WITNESS 

DR.  V.  JOSEPH   HOTZ,   PROFESSOR,   POPULATION  ASSOCIATION   OF 
AMERICA  AND  ASSOCIATION  OF  POPULATION  CENTERS 

Ms.  Pelosi.  Dr.  Joseph  Hotz.  Welcome,  Dr.  Hotz.  Dr.  Hotz  is 
going  to  give  testimony  for  the  Population  Association  of  America 
and  the  Association  of  Population  Centers. 

Dr.  Hotz.  Thank  you,  Madam  Chairman,  for  the  opportunity  to 
represent  the  Population  Association  of  America  and  the  Associa- 
tion of  Population  Centers  before  this  subcommittee.  My  name  is 
Dr.  V.  Joseph  Hotz,  I  am  a  professor  of  economics  and  public  policy 
at  the  University  of  Chicago,  and  the  Director  of  the  Population  Re- 
search Center,  which  is  affiliated  with  both  the  University  of  Chi- 
cago and  the  National  Opinion  Research  Center.  I  am  also  Presi- 
dent of  the  APC,  a  consortium  of  some  21  leading  population  re- 
search centers  in  the  United  States. 

The  Population  Association  of  America,  of  which  I  am  a  member, 
is  a  scientific  and  educational  society  of  professionals  who  are 
working  in  the  fields  of  demography  and  population  research. 
These  two  organizations,  the  PAA  and  the  APC,  are  here  to  voice 
their  support  for  the  efforts  of  the  National  Institutes  of  Health  in 
funded  research  in  many  areas.  Two  of  the  institutes  within  the 
NIH,  in  particular  the  National  Institute  of  Child  Health  and 
Human  Development,  and  the  National  Institute  on  Aging,  are  par- 
ticularly important  in  supporting  the  research  and  data  collection 
efforts  which  are  vital  to  the  demographic,  social  and  behavioral  re- 
search being  conducted  by  the  memberships  of  the  PAA  and  the 
APC. 

Demographic  and  population  research  examines  a  number  of  is- 
sues which  are  fundamental  to  making  informed  public  policy,  such 
as  the  issues  of  retirement,  health  status  of  the  elderly,  disability, 
long-term  care,  issues  in  health  status  of  children  including  dif- 
ferences across  racial  and  ethnic  groups  in  America,  child  care,  im- 
migration, childbearing,  family  formation  and  dissolution  trends,  as 
well  as  labor  force  trends  in  the  United  States. 

The  understanding  that  such  research  can  provide  is  likely  to  be 
especially  useful  in  the  days  ahead  as  Congress  confronts  a  grow- 
ing number  of  social  problems  with  less  money  available  to  craft 
solutions  to  them.  In  my  written  testimony,  which  I  ask  to  be  in- 
cluded in  the  record,  I  summarize  the  findings  of  NICHD  and  NLA 
funded  research  in  several  important  areas  which  may  be  of  inter- 
est to  Members  of  this  committee  and  other  Members  of  Congress. 

In  particular,  I  discuss  recent  research  on  such  issues  as  teenage 
childbearing  and  its  consequences  for  both  the  mother  and  children 
in  terms  of  health  and  other  socioeconomic  outcomes;  research  in 
the  issue  of  racial  segregation  patterns  in  the  United  States  and 
their  implications  for  the  economic  and  social  progress  of  African- 
Americans;    recent   efforts   to   develop   a   network   of  scholars   by 


706 

NICHD  which  will  conduct  informed  research  in  various  dimen- 
sions of  the  well-being  of  families  and  their  children;  and  the  re- 
cent initiative  by  the  NICHD,  which  was  really  largely  encouraged 
by  this  committee,  to  look  at  behavioral  and  cultural  factors  affect- 
ing child  health  among  the  Hispanic  population  in  the  United 
States.  These  research  and  data  collection  efforts  were  supported 
by  NICHD  through  its  peer  review  grants  program,  as  well  as  spe- 
cial initiatives  to  stimulate  research  on  these  many  topics. 

My  written  testimony  also  describes  two  important  new  data  col- 
lection efforts  to  gather  information  on  the  health  status  and  re- 
tirement and  financial  conditions  of  the  elderly  in  America,  which 
are  being  funded  by  NIA. 

The  health  and  retirement  survey,  which  will  follow  over  13 
thousand  Americans  who  were  between  the  ages  of  51  and  61  in 
1992,  has  already  begun  to  provide  important  nationally  represent- 
ative information  on  the  pension  status,  health  status,  and  health 
insurance  coverage  across  various  demographic  groups  for  this  age 
group. 

In  addition,  the  NIA  has  also  funded  the  asset  and  health  dy- 
namics, or  a  head  survey,  of  the  oldest — those  Americans  over  the 
age  of  70 — to  provide  much  needed  information  on  the  financial 
and  health  status  of  this  age  group  in  order  to  address  such  impor- 
tant questions  as  the  cost  of  illnesses,  their  impact  on  the  family 
of  these  elder  Americans,  as  well  as  the  issue  of  the  impacts  on  the 
long-term  care  system  in  the  United  States,  including  the  old  issue 
of  the  drawdown  on  assets  required  for  medicaid  eligibility.  Contin- 
ued support  of  NIA  is  essential  if  these  data  collection  efforts  are 
to  continue,  and  if  policy  relevant  research  based  on  these  data  are 
to  be  conducted. 

Let  me  take  a  few  moments  to  indulge  in  a  bit  of  parochial  pride 
by  noting  that  the  recipients  of  the  last  two  Nobel  Prizes  in  eco- 
nomics have  been  recipients  of  grants  supported  by  NICHD  and 
NIA.  In  particular,  Professor  Gary  Boecker  and  Robert  Fogel,  who 
happen  to  be  colleagues  of  mine  at  the  University  of  Chicago. 

Professor  Boecker's  work,  pioneering  work  in  the  use  of  economic 
analysis  to  study  the  family,  how  it  functions  as  a  unit,  how  in 
some  cases  it  doesn't  function,  has  been  supported  as  a  merit 
award  winner  by  NICHD  and  continues  to  be.  Professor  Fogel's  re- 
cent research  on  the  role  of  nutrition  and  other  factors  in  under- 
standing the  long  run  mortality  and  morbidity  trends  in  the  United 
States  is  currently  supported  as  an  investigator-initiated  grant  by 
NIA.  These  accomplishments  of  two  scholars  attest  to  the  quality 
of  research  which  these  two  institutes  are  supporting. 

Let  me  conclude  by  reemphasizing  the  importance  of  sustaining 
funding  for  these  two  institutes  and  in  particular  for  the  population 
and  demographic  research  which  they  support.  The  PAA  and  APC 
appreciate  and  support  the  professional  judgment  budgets  of  these 
two  agencies  that  have  been  submitted  before  you.  But  we  also  un- 
derstand the  requests  that  they  make  are  there  to  provide  in- 
creases to  improve  the  success  rates  of  worthy  grants  that  are 
being  submitted  to  these  two  agencies  which  are  not  now  being 
funded. 

In  supporting  these  professional  judgments,  we  acknowledge  the 
constraints  that  you  face  as  a  result  of  the  recent  budget  resolu- 
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tion,  and  therefore  join  the  Ad  Hoc  Group  on  Medical  Research 
Funding  in  seeking  a  minimum  $11.95  billion  for  NIA  as  a  whole, 
and  also  urge  you  to  see  that  these  funds  are  equitably  distributed 
across  the  various  research  needs  that  the  National  Institute  of 
Health  supports. 

Let  me  stop,  and  if  there  are  any  questions,  I  would  be  glad  to 
answer  them. 

Ms.  Pelosi.  I  think  that  your  presentation  was  very  clear,  Dr. 
Hotz.  It  was  very  interesting  and  I  appreciate  it.  Thank  you  very 
much. 

[The  prepared  statement  follows:] 
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Thank  you  Mr.  Chairman  for  the  opportunity  to  represent  the  Population  Association  of 
America  (PAA)  and  the  Association  of  Population  Centers  (APC)  before  the  Subcommittee  on 
Labor,  Health  and  Human  Services  and  Education.    My  name  is  Dr.  Joseph  Hotz.    I  am  the 
Director  of  the  Population  Research  Center  at  NORC,  a  large  survey  research  firm,  and  the 
University  of  Chicago.    I  am  also  the  President  of  the  Association  of  Population  Centers,  a 
consortium  of  twenty-one  leading  American  population  research  centers.    The  Association  works 
closely  with  the  Population  Association  of  America,  a  scientific  and  educational  society  of 
professionals  working  in  demographic  research.    In  addition  to  their  academic  roles,  members  of 
both  organizations  provide  federal,  state  and  local  government  agencies  as  well  as  private  sector 
institutions,  with  data  and  research  findings  to  aid  in  the  decision-making  process.    In  this 
testimony,  we  wish  to  address  funding  levels  for  the  National  Institutes  of  Health  (NIH),  specifically 
the  National  Institute  of  Child  Health  and  Human  Development  (NICHD)  and  the  National  Institute 
on  Aging  (NIA).    Our  position  regarding  support  for  NIH  in  Fiscal  Year  1995  concurs  with  that  of 
the  Ad  Hoc  Group  for  Medical  Research  Funding  in  requesting  a  total  of  $11.95  billion  for  NIH  as 
a  whole. 

In  addition  to  urging  adequate  support  for  NIH,  we  wish  to  address  specifically  the  fields  of 
demographic,  social  and  behavioral  research.    Demographic  and  population  research  examines  many 
issues  which  are  fundamental  to  making  informed  policy  decisions  -  retirement,  minority  health, 
disability  and  long  term  care,  contraceptive  practices,  child  care,  immigration,  labor  force 
participation,  family  formation  and  dissolution,  and  population  forecasting  are  among  them.    As 
demographers,  we  like  to  think  of  demographic  and  behavioral  research  as  the  steam  which  drives 
the  policy  engine.    Over  the  last  several  decades,  the  United  States  has  experienced  important 
demographic  changes.    Understanding  these  trends  and  changes  is  essential  to  the  development  of 
effective  policy  and  legislation.    The  understanding  which  demographic  research  can  provide  will  be 
especially  important  in  the  days  ahead,  as  Congress  confronts  a  growing  number  of  social  problems 
with  less  money  to  craft  solutions. 

The  PAA  and  APC  thought  the  members  of  this  Subcommittee  would  be  interested  in  several 
brief  summaries  of  demographic  research  studies  carried  out  by  members  of  these  organizations 
which  reveal  vital  information  about  the  demographic  trends  and  behavioral  changes  going  on  in  our 
society.    These  studies  are  all  supported  by  either  NICHD  or  NIA;  and  all  are  of  major  import  to 
policy-makers. 

TEENAGE  CHELDBEARING  AND  ITS  CONSEQUENCES 

One  of  the  most  often  cited  social  problems  in  America  today  is  the  increasing  trend  of  births 
to  adolescent  women.    Between  1986  and  1991,  the  rate  of  births  to  teens  aged  15-19  rose  24 
percent,  from  50.2  to  62.1  births  per  1,000  females  in  this  age  group.    The  increase  occurred 
among  both  younger  and  older  teens  and  holds  for  all  regions  of  the  country.    Although  these 
increases  were  largest  among  Hispanic  teens,  the  rates  of  births  to  non-Hispanic  and  African 
American  teens  also  rose. 

Understanding  the  causes  and  consequences  of  teenage  childbearing  is  essential  as  Congress 
confronts  health  care  and  welfare  reform.    As  part  of  its  mission  to  foster  research  on  child  health 
and  family  dynamics,  the  National  Institute  of  Child  Health  and  Human  Development  (NICHD)  has 
funded  a  number  of  studies  looking  at  both  the  predictors  of  adolescent  childbearing  and  its 
consequences  for  mothers,  children  and  society  as  a  whole,  and  has  Supported  data  gathering  efforts 
essential  to  addressing  these  questions.    Much  has  been  learned  from  these  efforts,  but  much 
remains  to  be  learned  about  the  complex  set  of  behaviors  which  surround  teenage  childbearing. 

To  illustrate  some  of  what  has  been  learned  in  studies  funded  by  NICHD  research  grants,  I 
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cite  recent  findings  on  the  effects  of  teenage  childbearing  on  the  health  outcomes  of  the  children. 
One  of  the  important  methodological  issues  in  assessing  these  effects  is  the  fact  that  women  who 
have  births  as  teens  are  much  more  likely  to  come  from  disadvantaged  family,  economic, 
educational  and  social  backgrounds,  and  are  less  likely  to  have  had  access  to  adequate  nutrition 
and/or  health  care.    Each  of  these  factors  is  likely  to  have  an  independent  effect  -  over  and  above 
the  age  of  the  mother  -  on  such  child  health  indicators  as  birthweight  and  gestational  age.    Having 
controlled  for  these  confounding  influences,  researchers  find  that  birthweights  are  no  lower  among 
adolescent  mothers  than  they  would  have  been  if  these  women  had  delayed  childbearing.    At  the 
same  time,  these  studies  do  fmd  evidence  that  the  children  of  teenage  mothers  are  likely  to  have 
significantly  shorter  gestational  periods  and  are  more  likely  to  be  premature,  often  requiring 
expensive  medical  treatment. 

To  be  sure,  these  findings  remain  controversial  and  do  not  yet  represent  consensus  among  the 
scientific  community  on  the  health  consequences  of  adolescent  childbearing.    Further  studies  are 
needed  to  either  confirm  or  refute  such  conclusions.    But  such  findings  illustrate  the  potential 
importance  that  high  quality  research  funded  through  NICHD  can  have  for  informing  policy  and 
helping  to  determine  where  government  can  have  an  impact  in  improving  the  health  status  of  infants 
in  the  U.S. 

RACIAL  SEGREGATION 

Also  with  support  from  NICHD,  researchers  have  been  able  to  examine  the  phenomenon  of 
residential  segregation.    They  conclude  that  it  is  not  a  thing  of  the  past,  nor  a  neutral  fact  that  can 
be  ignored.    Rather,  a  large  share  of  black  America  remains  segregated  on  the  basis  of  race.    Urban 
areas  with  large  black  communities  display  levels  of  black  suburbanization  which  lag  behind  those  of 
other  groups,  and  even  within  suburbs  blacks  remain  segregated.    In  20  metropolitan  areas 
containing  36%  of  the  African  American  population,  blacks  are  so  highly  segregated  across  so  many 
dimensions  simultaneously  that  researchers  coined  the  term  "hypersegregation" .    Understanding  the 
consequences  of  residential  segregation  is  needed  if  policies  developed  to  address  the  problems  of 
African  Americans  and  urban  neighborhoods  are  to  succeed. 

Similar  research  findings  show  that  this  distinctive  pattern  of  racial  segregation  in  housing 
cannot  be  attributed  to  socioeconomic  factors  alone.    For  example,  black  families  earning  over 
$50,000  live  in  neighborhoods  which  are  just  as  segregated  as  those  earning  under  $2,500.    Despite 
anti-discrimination  laws  and  advances  by  African  Americans  in  the  U.S.,  the  data  indicate  that  there 
continues  to  be  a  weak  demand  for  housing  in  integrated  neighborhoods  and  problems  in  achieving 
non-racially  based  neighborhood  transitions. 

These  housing  segregation  patterns  have  consequences  for  the  overall  rates  of  economic 
advancement  for  African  Americans.    Where  one  lives  is  highly  correlated  with  the  goods  and 
services  to  which  one  has  access.    Residential  location  determines  where  one's  children  are 
educated,  the  jobs  which  are  accessible,  the  costs  of  groceries  and  other  services,  and  the  level  of 
crime  and  drugs  to  which  we  and  our  families  are  exposed.    Several  studies  show  that,  dollar  for 
dollar  of  income,  year  for  year  of  schooling,  and  unit  for  unit  of  occupational  status,  blacks  achieve 
fewer  of  the  benefits  associated  with  address  than  other  racial  and  ethnic  groups.    That  is, 
segregation  within  housing  markets  appears  to  maintain  significant  barriers  to  black  social  and 
economic  mobility,  inhibiting  the  access  of  this  group  of  Americans  to  the  full  range  of  benefits  of 
urban  society. 
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MULTIDISCIPLINARY  RESEARCH  SUPPORTED  BY  NICHD 

NICHD  has  recently  initiated  several  programs  using  a  multidisciplinary  approach  to  social 
problems  of  interest  to  policy-makers.    In  September  1992,  NICHD,  in  collaboration  with  the  Office 
of  Minority  Programs  at  NIH,  began  an  NIH-wide  initiative  funding  eight  organizations  to  develop 
and  implement  coordinated  community-based  health  behavior  interventions  to  lower  the  high  rates  of 
morbidity  and  mortality  among  minority  youth.    By  developing  partnerships  between  community 
groups  and  investigators,  this  initiative  focuses  on  strategies  for  decreasing  violence-related  injuries 
and  deaths,  the  incidence  of  sexually  transmitted  diseases  and  unintended  pregnancy,  and  rates  of 
drug  and  alcohol  use  in  minority  youth.    Interventions  are  also  planned  to  help  young  people 
develop  and  practice  skills  in  decision  making,  conflict  resolution  and  reducing  their  own  risks  of 
unhealthy  outcomes.    Measurement  and  evaluation  of  the  effects  on  adolescent  health  behaviors  is 
ongoing  and  coordinated  across  the  eight  projects. 

Similarly,  because  family  life  and  the  well-being  of  children  are  dramatically  affected  by 
national  policies,  NICHD  has  worked  not  only  to  coordinate  demographic  and  behavioral  research  in 
these  areas,  but  also  to  provide  policy-makers  with  information  on  how  government  programs 
impact  families  and  children.    In  FY  1993,  NICHD  launched  a  five-year,  multidisciplinary  Family 
and  Child  Well-Being  Research  Network  involving  researchers  with  expertise  in  psychology, 
sociology,  economics  and  health.   Through  in  depth  analysis  of  some  of  the  rich  national  databases 
such  as  the  Panel  Study  of  Income  Dynamics  (PSID),  the  National  Longitudinal  Survey  of  Youth 
(NLSY),  the  National  Survey  of  Children  (NSC),  and  the  Longitudinal  Studies  in  Child  Abuse  and 
Neglect  (LONGSCAN),  the  Network  has  begun  to  address  research  questions  of  national  concern. 
These  include  the  long-term  consequences  of  family  instability;  the  interrelations  between 
characteristics  of  parents,  families,  and  influences  from  outside  the  family;  and  the  impact  these 
factors  have  on  various  indices  of  child  well-being.    In  addition  to  individual  studies,  the  seven 
principle  investigators  share  insights,  work  on  a  cooperative  research  plan  and  participate  in 
conferences  and  workshops.    Increased  monies  would  allow  NICHD  to  expand  the  Network,  thus 
bringing  the  expertise  of  additional  demographic  and  behavioral  disciplines  to  bear  on  these  complex 
issues. 

Further,  in  response  to  the  concern  of  this  Subcommittee,  NICHD  has  issued  a  Request  for 
Applications  to  address  the  sociodemographic,  behavioral  and  cultural  factors  that  affect  child  health 
among  the  Hispanic  population  in  the  U.S.   The  Institute  has  received  50  applications,  seven  of 
which  focus  solely  on  adolescent  health,  and  four  on  the  effects  of  migration  on  child  health. 
NICHD  will  select  six  applications  for  funding  this  year.    Increased  funding  would  allow  NICHD  to 
support  a  broader  range  of  proposals. 

THE  NATIONAL  INSTITUTE  ON  AGING 

While  NICHD  is  concerned  primarily  with  families  and  children,  the  National  Institute  on 
Aging  (NLA)  focuses  on  the  changing  nature  of  the  elderly.    As  the  U.S.  population  ages  and 
Congress  contemplates  changes  in  Social  Security  and  the  health  care  system,  the  demographics  of 
the  elderly  become  even  more  important.    Monitoring  these  changes  requires  systemic  collection  of 
data  on  the  elderly,  their  retirement  decisions  and  their  health  status.    NLA  and  this  Subcommittee 
have  a  strong  history  of  supporting  the  collection  of  data  which  allows  demographers  to  study 
questions  of  concern  to  policy-makers.    Among  NLA-supported  databases  are  the  Health  and 
Retirement  Study  (HRS),  the  Asset  and  Health  Dynamics  of  the  Oldest-Old  (AHEAD)  survey,  and 
the  National  Long  Term  Care  Survey  (NLTCS). 

While  HRS  focuses  on  retirement  decisions,  it  also  includes  data  on  disability,  work  history, 
health  and  health  insurance,  pensions  and  retirement  plans,  and  obligations  to  family  that  may  bear 
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on  retirement  decisions.    The  first  wave  of  HRS,  questioning  people  aged  51-61,  was  completed  in 
March  of  1993,  with  a  response  rate  of  approximately  83  percent.   More  than  2,000  African 
Americans  and  over  1,000  Hispanics  are  included  in  the  sample,  with  both  minority  groups  being 
oversampled  at  the  ratio  of  2:1.   Residents  of  Florida  were  also  oversampled  at  the  same  rate. 

The  second  wave  of  HRS  is  now  in  the  planning  stage,  and  data  collection  is  expected  to 
begin  in  April  1994.    The  focus  of  Wave  II  will  be  on  measuring  change  in  labor  force  status, 
health  conditions,  and  cognitive  functioning  while  updating  our  information  on  family  structure, 
intra-family  transfers,  income,  net  worth,  and  demographics. 

An  Early  Results  Workshop  was  held  in  September  of  1993  based  on  data  from  a  partial 
sample  of  Wave  I.    Some  29  papers  were  presented  at  the  workshop.    Among  the  number  of 
interesting  findings  which  emerged  from  the  first  wave  of  HRS  data  are: 

►  A  substantial  percentage  of  HRS  respondents  feel  they  are  locked  into  their  current 
jobs  because  they  might  lose  pensions  or  health  insurance  benefits  if  they  were  to 
change  jobs. 

►■  There  is  substantial  job  insecurity  among  HRS  respondents.    Almost  half  think  the 

probability  they  could  find  an  equivalent  new  job  if  they  were  to  lose  their  current  job 
is  less  than  50  percent. 

►  The  effects  of  pension  status  on  work  are  very  strong.    Of  those  eligible  for  full 
pension  benefits  at  ages  less  than  62,  the  odds  of  working  full  time  at  age  62  are 
about  30  percent.    For  respondents  whose  full  pension  benefits  are  not  obtainable  until 
age  65,  the  odds  of  working  full  time  at  age  62  are  almost  70  percent  -  more  than 
twice  as  large. 

►•  Among  Whites  and  African  Americans  with  the  lowest  wages,  about  10  times  as 

many  respondents  lack  pensions  compared  to  those  with  the  highest  wage  rates. 

►•         An  elderly  person's  health  and  pension  status  interact  in  important  ways  in 

determining  the  decisions  of  older  Americans  to  retire  from  the  workforce.    Those  in 
excellent  health  are  much  more  likely  to  be  working  full  time  at  age  62  or  65  than 
those  in  worse  health,  while  those  with  defined  benefit  pension  plans  are  much  less 
likely  to  be  working  full  time  at  ages  62  or  65  than  those  with  either  defined 
contribution  plans  or  no  private  pension  plan  at  all. 

►  About  1  in  7  HRS  respondents  is  not  covered  by  any  kind  of  health  insurance  and  the 
rate  of  non-coverage  is  higher  among  Hispanic  and  African  American  households. 
While  coverage  is  generally  higher  in  married  households  than  in  unmarried  ones, 
there  is  a  surprisingly  large  proportion  of  households,  in  which  only  one  member  is 
covered. 

►•  About  1  in  5  HRS  respondents  has  a  health  impairment  that  limits  work,  and  of  these, 
about  one-third  are  currently  working.  Among  the  non-disabled  surveyed  population, 
about  three  quarters  are  currently  working. 

►  HRS  respondents  or  their  siblings  make  substantial  transfers  of  both  money  and  time 
to  their  frail,  elderly  parents.    Generally  speaking,  middle-aged  women  are  more 
likely  to  provide  help  in  terms  of  time,  while  male  respondents  are  more  likely  to 
provide  financial  help.   Preliminary  evidence  indicates  that  women  who  provide  care 
for  grandchildren  and  frail  parents  reduce  their  work  hours  and  thereby  reduce  then- 
contribution  to  social  security  and  their  own  pension  funds. 

As  an  ancillary  survey  of  the  HRS  which  focuses  on  people  over  70,  the  AHEAD  Survey 
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will  provide  unique  information  on  the  dynamics  of  health,  economic  resources,  care  arrangements 
and  the  extended  family.    The  study  will  provide  badly  needed  data  on  the  cost  of  illness  and  its 
impact  on  the  family,  as  well  as  interactions  with  the  long  term  care  system,  including  drawing 
down  on  assets  required  for  Medicaid  eligibility.    Such  a  study  is  needed  to  provide  the  data  to 
make  informed  policy  decisions  on  initiatives,  such  as  Medicare/Medicaid  coverage  for  community 
long  term  care  and  health  care  reform.    Current  funding  levels  for  this  study  will  not  support 
adequate  samples  of  African  Americans  and  Hispanics.    Given  the  importance  of  understanding  the 
health  status  and  financial  capacity  of  these  groups  to  pay  for  long  term  care,  additional  funding 
should  be  added  to  the  AHEAD  Survey  to  increase  the  sample  sizes  of  these  two  groups. 

Monies  are  also  needed  to  ensure  important  databases  are  fully  analyzed  by  a  variety  of 
investigators.    Preliminary  analysis  indicates  that  HRS  will  provide  important  insights  into  issues 
such  as  health  insurance  coverage,  the  accommodations  which  employers  make  to  disabled  workers, 
and  factors  underlying  the  drop  in  male  retirement  age  since  1950.    At  present  NIA  has  no  funds  to 
support  in-depth  analyses  of  these  data.    The  same  problem  exists  with  respect  to  the  analysis  of 
other  surveys,  including  the  National  Long  Term  Care  Survey  (NLTCS).    Recently  reported  data 
from  the  NLTCS  reveals  that  the  rates  of  disability  among  the  elderly  declined  by  2.8  percent  since 
1982.    This  change  implies  that  there  were  almost  900,000  fewer  disabled  elderly  in  1989  than  if  the 
1982  number  had  not  dropped.    The  number  of  elderly  with  chronic  medical  conditions  declined 
even  faster  and  may  portend  further  drops  in  old  age  disability  and  mortality.    These  data  also 
indicate  that  frail  elderly  in  1989  were  less  dependent  on  help  from  others  and  rely  more  on  special 
equipment  and  other  technologies.    Further,  projections  of  the  elderly  population  may  be  far  too 
low,  requiring  re-evaluation  of  medicare  and  social  security  trust  funds.    Continued  research  is 
needed  to  confirm  these  trends  and  to  isolate  the  reasons  for  this  unanticipated  change  in  old  age 
disability  and  dependency. 

RECOMMENDATIONS 

As  is  evident  from  this  discussion,  demographic  data  is  an  important  tool  for  policy-makers. 
Such  research  can  promote  informed  decision-making  and  suggest  ways  to  save  scarce  federal 
resources.    If  this  vital  research  is  to  continue  to  produce  relevant  and  timely  information,  adequate 
funding  is  needed.    The  primary  federal  support  for  demographic  research  comes  from  the  National 
Institute  of  Child  Health  and  Human  Development  (NICHD)  and  the  National  Institute  on  Aging 
(NIA).    PAA  and  the  APC  appreciate  and  support  the  Professional  Judgment  Budget  for  NICHD 
which  requests  $776.28  million  for  FY'95.    This  type  of  increase  would  allow  grants  to  be  awarded 
at  a  38  percent  success  rate,  rather  than  the  current  20  percent  rate.    The  Professional  Judgment 
Budget  is  the  key  to  what  is  needed  to  carry  out  a  successful  research  program  at  NICHD. 
Comparably,  NIA's  Professional  Judgment  Budget,  requesting  $574  million  is  a  statement  of  that 
institute's  realistic  needs.    An  increase  of  about  $1.3  million  will  allow  NIA  to  raise  the  current 
success  rate  of  applications  in  demography  from  a  discouragingly  low  level  of  seven  percent  to  ten 
percent. 

In  supporting  these  Professional  Judgments,  we  acknowledge  the  restraints  placed  on 
Congress  by  the  recent  budget  resolution  and  therefore  join  with  the  Ad  Hoc  Group  for  Medical 
Research  Funding  in  seeking,  at  a  minimum,  $11.95  billion  for  NTH  as  a  whole.    We  urge  an 
equitable  distribution  of  this  increase  among  all  the  institutes.    Thank  ,you  for  your  kind  attention. 
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Thursday,  February  10,  1994. 

WITNESS 

ROBERT  J.  RUBEN,  M.D.,  AMERICAN  ACADEMY  OF  OTOLARYNGOLOGY- 
HEAD  AND  NECK  SURGERY 

Ms.  Pelosi.  Next  we  will  hear  from  Dr.  Robert  Ruben. 

Dr.  Ruben.  Thank  you,  pleasure  to  be  here.  Ms.  Pelosi,  Members 
of  the  committee,  ladies  and  gentlemen,  I  am  Dr.  Robert  Ruben, 
Chairman  of  the  Department  of  Otolaryngology,  Professor  of  Pedi- 
atrics at  the  Albert  Einstein  College  of  Medicine  of  the  Yeshiva 
University  and  the  Montefiore  Medical  Center.  I  am  representing 
today  the  American  Academy  of  Otolaryngology-Head  and  Neck 
Surgery,  Inc.,  which  is  the  largest  organization  of  otolaryngologists 
and  head  and  neck  surgeons  in  the  world.  They  have  more  than  10 
thousand  members,  including  97  percent  of  all  Board  Certified 
otolaryngologists. 

During  the  past  year,  the  National  Institute  on  Deafness  and 
other  Communication  Disorders  is  fulfilling  its  mission  in  carrying 
out  research  directed  at  the  understanding,  prevention,  cure  and 
care  of  the  disorders  of  hearing,  balance,  voice,  speech,  language, 
taste  and  smell.  One  of  the  premier  scientific  journals  in  the  world, 
on  the  30th  of  April  of  this  year,  reported  a  major  advance  in  the 
research  funded  by  the  NIDCD,  the  regeneration  of  hair  cells  in  the 
inner  ear  of  a  mammal.  The  hair  cells  of  the  inner  ear  change 
sound  energy  into  biochemical  energy  which  stimulates  the  audi- 
tory nerve  and  hearing  is  the  result.  The  mammalian  hair  cells 
have  been  considered  up  to  now  to  be  endstate  cells.  Once  they 
were  destroyed,  they  could  not  regenerate. 

Years  ago,  NIH  supported  scientists  studied  the  inner  ears  of 
sharks  and  noted  that  the  hair  cells  continued  to  grow  in  number 
as  the  shark  became  older.  A  few  years  later,  other  NIH-supported 
investigators  found  that  when  hair  cells  of  a  young  chick  were  de- 
stroyed by  sound  trauma,  the  hair  cells  in  the  chick  regenerated. 
Another  study  showed  that  when  mouse  embryos  at  certain  times 
were  exposed  to  retinoic  acid,  they  formed  additional  hair  cells  in 
their  inner  ears. 

These  basic  science  studies  led  directly  to  the  report  in  Science 
in  which  NIDCD-supported  investigators  caused  the  regeneration 
of  hair  cells  in  the  adolescent  rat  after  they  had  been  destroyed  by 
ototoxic  substances.  This  work  was  done  in  vitro — in  organ  culture. 
Another  group  showed  that  the  human  inner  ear  in  vitro  had  the 
ability  to  continue  to  grow  new  hair  cells  of  the  balance  portion  of 
the  inner  ear. 

Today,  throughout  the  world,  scientists  as  a  result  of  these  and 
other  studies  are  developing  the  systems  which  will  allow  for  the 
regeneration  of  the  hair  cells  in  the  cochlea  in  vivo  in  the  attacked 
mammal.  Application  of  these  discoveries  will  then  be  made  to 
hearing  impaired  patients.  Within  a  few  years,  techniques  should 
be  established  which  would  allow  for  the  regeneration  of  hair  cells 
in  the  cochleas  of  those  who  are  deaf  or  hard  of  hearing. 

Patients  with  hearing  impairments  throughout  the  world  will  be 
thankful  to  the  NIDCD  for  its  support  of  basic  science,  which 
through  the  study  of  sharks,  chicks,  embryo  mice,  have  given  prom- 
ise for  the  cure  of  deafness  and  many  other  sensory  disorders. 
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These  advances  have  also  been  followed  closely  by  the  bioscience 
industries,  which  are  now  in  the  process  of  aiding  in  the  human 
application.  The  discoveries  will  provide  increased  employment  for 
many  different  kinds  of  scientists  and  technologists  and  other 
workers. 

The  NIDCD  has  carried  out  many  other  successful  projects  dur- 
ing the  last  years.  In  my  own  department,  in  addition  to  the  work 
in  regeneration,  in  the  South  Bronx  the  Albert  Einstein  College  of 
Medicine  work  has  been  carried  out  to  finding  the  causes  of  com- 
munication disorders  in  the  children  and  infants  of  the  urban  poor. 
This  work  is  leading  to  a  further  understanding  with  the  implica- 
tion of  prevention  and  cure  for  these  communication  disorders 
which  will  allow  these  children  to  become  productive  and  competi- 
tive. 

Madam  Chairwoman,  you  and  the  committee  and  the  Congress 
have  been  extraordinarily  supportive  of  the  NIDCD  since  it  was  es- 
tablished five  years  ago.  The  funds  already  provided  have  given  a 
major  impetus  to  the  field  and  results  of  research  are  already  find- 
ing their  way  into  the  care  and  improved  health  of  patients. 

In  order  to  continue  these  advances,  we  support  the  professional 
judgment  budget  of  $253  million  for  the  Institute.  However,  we  un- 
derstand the  budget  constraints  which  you  are  working  under  and 
suggest  an  appropriate  increase  should  be  made  of  at  least  12  per- 
cent over  last  year's  budget,  which  we  calculate  to  be  $19.4  million, 
for  a  total  fiscal  year  1995  level  of  $182  million.  We  also  strongly 
support  the  call  by  the  Ad  Hoc  Group  for  Medical  Research  for  an 
overall  9  percent  increase  of  the  National  Institutes  of  Health. 

Thank  you  once  again,  Madam  Chairwoman,  for  permitting  us  to 
testify  before  you.  You  and  this  committee  have  been  a  real  cham- 
pion for  improved  health  of  the  people  of  this  Nation  and  the  world. 
We  are  deeply  indebted  to  your  leadership  which  has  been  pro- 
vided. It  would  be  my  pleasure  to  answer  any  questions. 

[The  prepared  statement  follows:] 
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Mr.  Natcher,  members  of  the  Committee,  ladies  and  gentlemen. 
I  am  Dr.  Robert  J.  Ruben,  Chairman,  Department  of  Otolaryngology 
and  Professor  of  Pediatrics  at  the  Albert  Einstein  College  of 
Medicine  of  the  Yeshiva  University  and  the  Montefiore  Medical 
Center.   I  am  a  representative  of  the  American  Academy  of 
Otolaryngology-Head  and  Neck  Surgery,  Incorporated  (AAO-HNS, 
Inc.)  the  largest  organization  of  otolaryngology  and  head  and 
neck  surgeons.   There  are  more  than  10,000  members,  including  97% 
of  all  Board  certified  otolaryngologists. 

During  the  last  year  the  National  Institute  on  Deafness  and 
Other  Communication  Disorders  (NIDCD)  fulfilled  its  mission  in 
the  carrying  out  of  research  directed  at  the  understanding,  pre- 
vention, cure  and  care  of  the  disorders  of  hearing,  balance, 
voice,  speech,  language,  taste,  and  smell.   NIDCD  has  worked  very 
hard  to  stretch  its  money  by  setting  up  programs  with  other 
agencies  and  institutes.   Some  examples  of  these  joint 
undertakings  are  included  at  the  end  of  my  statement. 

Science,  one  of  the  premier  scientific  journals  in  the 
world,  on  the  30th  of  April  1993  reported  a  major  advance  in 
research  funded  by  the  NIDCD  -  the  regeneration  of  the  hair  cell 
of  the  inner  ear  of  a  mammal.   The  hair  cells  of  the  inner  ear 
changes  sound  energy  into  biochemical  energy  which  then 
stimulates  the  auditory  nerve,  and  hearing  is  the  result.   The 
mammalian  hair  cells  have  been  considered,  up  to  now,  to  be 
endstate  cells  -  once  they  were  destroyed,  they  could  not 
regenerate.   Years  ago  NIH  supported  scientists  studied  the  inner 
ears  of  sharks  and  noted  that  the  hair  cells  continued  to  grow  in 
number  as  the  sharks  became  older.   A  few  years  later,  other  NIH 
supported  investigators  found  that  when  the  hair  cells  of  a  young 
chick  were  destroyed  by  sound  trauma,  the  hair  cells  in  the  chick 
regenerated.   Another  study  showed  that  when  mouse  embryos,  at  a 
certain  time,  were  exposed  to  retinoic  acid,  they  formed 
additional  hair  cells  in  their  inner  ears.   These  basic  science 
studied  led  directly  to  the  report  in  Science  in  which  the  NIDCD- 
supported  investigators  caused  the  regeneration  of  hair  cells  in 
the  adolescent  rat  after  they  had  been  destroyed  by  ototoxic 
substances.   This  work  was  done  in  vitro  -  in  organ  culture. 
Another  group  showed  that  the  human  inner  ear,  in  vitro,  had  the 
ability  to  continue  to  grow  new  hair  cells  of  the  balance  portion 
of  the  inner  ear. 

Today,  throughout  the  world,  scientists,  as  a  result  of 
these  and  other  studies,  are  developing  the  systems  which  will 
allow  for  the  regeneration  of  the  hair  cells  of  the  cochlea  in 
vivo  -  in  the  intact  mammal.   Application  of  these  discoveries 
will  then  be  made  to  the  hearing-impaired  patients.   Within  a  few 
years,  techniques  should  be  established  which  will  allow  for  the 
regeneration  of  the  hair  cells  in  the  cochlea  of  those  who  are 
deaf. 
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Patients  with  hearing  impairments  throughout  the  world  will 
be  thankful  to  the  NIDCD  for  its  support  of  basic  science  which 
through  the  study  of  sharks,  chicks  and  embryo  mice  has  given 
promise  for  the  cure  of  deafness  and  many  other  sensory 
disorders.   These  advances  have  also  been  followed  closely  by  the 
bioscience  industries  and  they  are  now  in  the  process  of  aiding 
in  the  human  application.   The  discoveries  will  provide  increased 
employment  for  many  different  kinds  of  scientists  and 
technologists,  and  other  workers. 

The  NIDCD  has  supported  many  other  successful  projects 
during  the  last  year.   One  is  especially  pertinent  for  it 
combines  environmentally  caused  damage  with  basic  science  which 
is  leading  towards  the  prevention  of  hearing  loss  in  the  area  of 
sound  trauma  and  ototoxicity.   There  is  an  opportunity  to 
identify  the  molecular  events  leading  to  auditory  hair  cell  loss 
from  sound  trauma  and  ototoxic  agents .   Interruption  or 
modification  of  these  events  can  prevent  hearing  loss  in  millions 
of  U.S.  citizens. 

These  are  just  two  examples  of  the  many  strides  that  the 
NIDCD  is  taking  to  amply  fulfill  its  mission  in  the  area  of 
hearing,  balance,  voice,  speech,  language,  taste  and  smell.   The 
Institute  has  enormous  research  areas  of  great  promise  in  which 
to  carry  out  its  work  and  this  reguires  adequate  resources. 

Mr.  Chairman,  you  and  your  committee,  and  the  Congress 
generally  have  been  extraordinarily  supportive  of  the  NIDCD  over 
the  years  since  it  was  established.   The  funds  already  provided 
have  given  a  major  impetus  to  the  field  and  the  results  of 
research  are  already  finding  their  way  into  the  care  and  improved 
health  of  patients. 

In  order  to  continue  these  advances ,  we  support  the 
professional  judgement  budget  of  $253  million  for  the  Institute. 
However,  we  understand  the  budget  constraints  which  you  are 
working  under  and  suggest  that  an  appropriate  increase  should  be 
made  of  at  least  12%  over  last  year's  budget,  which  we  calculate 
to  be  $19.4  million,  for  a  total  of  FY  1995  of  $182  million. 

We  also  support  the  call  by  the  Ad  Hoc  Group  for  Medical 
Research  for  an  increase  of  9%  overall  for  the  NIH. 

There  are  several  institutes  which  are  also  vital  to  the 
research  interests  of  the  Academy,  including  the  National  Cancer 
Institute,  as  our  members  research  and  provide  medical  care 
regarding  cancers  of  the  head  and  neck,  and  the  National 
Institute  of  Allergy  and  Infectious  Disease,  as  our  members  see 
so  many  patients  with  problems  of  allergy  and  infections  of  the 
ears,  nose,  throat  and  allied  organs  and  systems. 
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We  want  to  say  a  special  word  about  the  National  Institute 
of  Environmental  Health  Sciences.   Our  membership  has  led  the 
field  of  specialty  medicine  in  concern  about,  and  action  on 
environmental  pollutants,  such  as  air  pollution  and  noise 
pollution,  and  their  effects  on  our  patients  and  on  the  general 
public.   As  you  know,  and  as  you  noted  in  your  bill  report  two 
years  ago,  this  institute  supported  a  major  conference  on 
physicians  and  the  environment,  co-sponsored  by  this  Academy  with 
the  National  Association  of  Physicians  for  the  Environment.   Our 
colleague,  Dr.  Jerry  Goldstein,  who  has  appeared  before  you  as  a 
witness  on  several  occasions,  serves  as  founding  President  of 
that  organization.   I  will  not  go  into  detail  here  about  the 
large  number  of  activities  that  have  been  undertaken  by  our 
Academy  in  this  area,  but  they  are  numerous,  and  growing.   This 
institute  is  showing  itself  to  be  an  innovator  at  moving  public 
interest  groups  to  support  environmental  health  concerns.   The 
extramural  centers  are  now  leaders  in  community  outreach  on  these 
matters.   We  urge  this  committee  to  fund  as  fully  as  possible  the 
professional  judgement  budget  of  the  institute,  but  at  the  very 
least  to  provide  to  it  the  9%  increase  supported  by  the  Ad  Hoc 
Group  overall  for  NIH.   As  you  know,  last  year  leaders  of  the  NIH 
were  calling  for  a  doubling  of  that  budget  in  three  years. 

Thank  you  once  again,  Mr.  Chairman,  for  permitting  me  to 
testify  before  you.   You  have  been  a  real  champion  for  the 
improved  health  of  the  people  of  this  nation,  and  the  world.   We 
are  all  deeply  in  your  debt  for  the  leadership  you  have  provided. 
I  will  be  pleased  to  answer  any  guestions  you  may  have. 
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Following  are  additional  examples  of  research  advances  in 
the  NIDCD: 

The  NIDCD  and  the  National  Aeronautics  and  Space 
Administration  jointly  funded  a  multi-institutional  Center  for 
Vestibular  Research  in  August  1993.   The  Center  comprises 
eighteen  investigators  at  six  institutions  and  will  provide 
integrated  research  and  research  training  on  the  vestibular 
control  of  balance  during  standing  posture,  locomotion  and  other 
purposeful  movements.   The  two  agencies  will  co-sponsor  inflight 
experiments  on  the  Neurolab  space  flight  in  1998  to  address  a 
major  space  flight  health  problem,  space  motion  sickness. 

In  the  clinical  disorder  of  bilateral  vocal  fold  paralysis, 
the  vocal  folds  cannot  be  opened  during  inspiration.   This  life 
threatening  condition  is  caused  by  denervation  of  the  posterior 
cricoaryteroid  muscles,  which  are  the  sole  abducting  muscles  of 
the  vocal  folds .   Recent  studies  suggest  that  bilateral  vocal 
fold  paralysis  can  be  treated  using  a  laryngeal  pacing  mechanism, 
which  is  a  type  of  functional  electrical  stimulation  system.   A 
laryngeal  pacer  has  been  developed  which  will  restore  abductor 
function  to  the  denervated  posterior  cricoarytenoid  muscle. 
Refinement  to  the  model  which  has  a  sensor  for  inspiration  are 
being  explored  in  anticipation  of  human  implantation. 

Other  ongoing  work  on  the  understanding  of  normal  and 
impaired  voice  production  uses  mathematical  models  of  vocal 
disorders  that  simulate  the  mechanisms  of  voice  and  speech 
production.   This  model  is  able  to  synthesize  the  sounds  of  vocal 
disorders  which  allows  for  the  creation  of  a  laboratory  model  of 
vocal  disorders .   The  model  provides  the  mechanisms  by  which  to 
test  hypotheses  concerning  the  physiology  of  functional  and 
organic  voice  disorders,  and  the  effect  such  changes  in 
physiology  may  have  on  the  guality  of  the  speaking  voice.   This 
synthesis  model  also  provides  a  precise  relationship  between  the 
physiological  characteristics  of  voice  production  and  the 
acoustic  signal  generated  by  the  synthesizer.   Results  are 
leading  to  the  development  of  a  new  methodology  that  will  assist 
in  the  study  of  the  efficacy  of  several  therapeutic  approaches  to 
treat  voice  disorders.   The  results  will  provide  the  clinician 
with  a  model  to  test  new  voice  treatment  procedures,  as  well  as 
assist  in  the  assessment  of  hypotheses  concerning  the  cause  and 
severity  of  a  vocal  disorder. 

Studying  patients  with  a  variety  of  speech  disorders, 
investigators  in  the  NIDCD" s  Intramural  section  on  Voice  and 
Speech  are  comparing  information  on  cortical  structure  provided 
by  magnetic  resonance  imaging  with  that  of  positron  emission 
tomography.   As  a  result  of  these  studies,  scientists  will  be 
able  to  determine  how  certain  structures  of  the  brain  function, 
and  specifically  what  are  the  neurogenic  basis  of  speech 
disorders  such  as  stuttering. 
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Ms.  Pelosi.  Thank  you  very  much,  Dr.  Ruben.  I  most  certainly 
will  convey  your  gratitude  to  our  Chairman,  Mr.  Natcher,  for  his 
hard  work  that  you  have  described.  And  I  thank  you  on  behalf  of 
your  otolaryngologists  for  your  very  good  testimony.  Thank  you. 


Thursday,  February  10,  1994. 

WITNESS 

STEPHANIE  PINCUS,  M.D.,  SOCIETY  FOR  INVESTIGATIVE  DERMATOL- 
OGY 

Ms.  Pelosi.  Dr.  Stephanie  Pincus.  Dr.  Pincus  is  representing  the 
Society  for  Investigative  Dermatology.  She  is  from  SUNY  at  Buf- 
falo. 

Dr.  Pincus.  Madam  Chair,  I  am  Stephanie  Pincus,  M.D.,  Profes- 
sor and  Chair  of  the  Department  of  Dermatology  of  the  State  Uni- 
versity of  New  York  at  Buffalo.  I  am  truly  grateful  for  this  oppor- 
tunity to  be  here  today  representing  the  Society  for  Investigative 
Dermatology,  whose  mission  is  to  further  research  in  skin  disease. 

My  purpose  in  being  here  today  is  to  emphasize  the  need  for  in- 
creased funding  for  the  National  Institute  for  Arthritis  and  Mus- 
culoskeletal and  Skin  Diseases.  Skin  disease  represents  an  impor- 
tant health  problem  and  an  important  concern  in  our  country.  Ap- 
proximately one  in  20  doctor  visits  in  this  country  is  made  for  some 
sort  of  skin  disease.  And  basic  research  can  lead  to  effective  treat- 
ments in  unanticipated  and  unexpected  ways,  especially  in  skin 
disease. 

As  an  example,  I  would  like  to  tell  you  about  vitamin  D,  a  story 
that  I  have  been  involved  with.  Over  30  years  ago,  research  began 
predominantly  at  the  University  of  Wisconsin  looking  at  the  actions 
of  vitamin  D  on  bones,  and  realizing  that  vitamin  D  was  essential 
for  normal  bone  development.  Then  how  do  we  get  to  skin?  Well, 
it  was  also  noticed  in  laboratory  experiments  that  vitamin  D  al- 
tered skin  growth  patterns  and  those  of  cells. 

Now  psoriasis,  which  you  have  heard  about,  also  has  increased 
growth  and  abnormal  skin  proteins.  So  forms  of  vitamin  D  were 
tested  in  the  treatment  of  psoriasis  with  excellent  clinical  results. 
This  has  all  led  to  new  topical  treatments  based  on  entirely  dif- 
ferent therapeutic  principles  than  we  would  have  thought  of  even 
15  years  ago. 

In  England,  this  type  of  treatment  has  been  so  effective,  that 
they  have  started  to  close  light  treatment  units  and  major  cost  sav- 
ings have  been  achieved.  Similarly,  the  use  of  vitamin  A  related 
products,  Retin-A,  in  the  treatment  of  acne  and  sun-damaged  skin, 
arose  from  laboratory  experiments. 

Research  over  the  past  20  years  has  resulted  in  many  effective 
diagnostic  and  successful  therapeutic  rewards.  And  as  a  research 
physician  who  has  been  actively  practicing  in  dermatology  for  al- 
most 20  years,  it  is  really  personally  gratifying  to  me  to  see  these 
things  go  from  the  laboratory  to  the  bedside.  However,  there  are 
many  areas  where  we  just  don't  have  the  money  to  do  any  research 
at  all. 

My  own  particular  interest  is  something  called  gynecologic  der- 
matology, more  commonly  known  as  vulvar  disease.  This  involves 
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diagnosis  and  treatment  of  skin  disease  of  the  vulva,  some  of  which 
has  been  alluded  to  in  presentations  to  you  by  the  groups  rep- 
resenting interstitial  cystitis.  There  are  many  women  who  have  dis- 
abling pain  and  burning  of  the  vulva,  known  as  vulvadynea,  which 
completely  precludes  being  able  to  have  a  normal  live,  let  alone 
have  sexual  relations. 

Now,  I  thought  about  bringing  this  up  and  so  I  was  talking  with 
one  of  my  patients  last  Friday,  said,  "hey,  this  is  a  sensitive  sub- 
ject, do  you  think  I  ought  to  talk  about  this?"  And  she  said,  "well, 
you  know,  you  really  ought  to,  despite  the  sensitive  nature  of  it. 
Somebody  has  got  to  do  something."  There  really  is  not  one  re- 
search project  out  there  in  the  country  that  is  looking  at  this  really 
important  health  problem.  It  is  something  we  don't  even  talk  about 
in  polite  company.  So  that  is  why  I  am  here,  to  tell  you  that  re- 
search can  have  enormous  beneficial  effects  that  can  be  effective. 
There  are  many  patients  out  there  who  could  benefit  by  our  an- 
swering questions  that  we  haven't  even  asked  yet. 

And  as  other  speakers  have  argued  today,  parity  for  NIAMS  is 
essential.  NIAMS  is  really  seriously  underfunded.  We  ask  a  11  per- 
cent increase  to  bring  the  funding  to  $250  million.  This  is  a  very 
difficult  fiscal  time.  I  have  heard  lots  of  good  testimony  today.  Ev- 
erybody wants  something.  I  don't  envy  your  job.  But  skin  disease 
is  important,  it  is  more  than  skin  deep,  and  we  really  need  to  have 
additional  funding.  So  thus,  on  behalf  of  the  research  community, 
the  academic  community,  and  indeed  all  of  our  patients,  we  ask 
that  you  seriously  consider  our  request. 

Thank  you,  Mrs.  Pelosi,  and  all  of  the  others,  for  giving  me  this 
opportunity  to  discuss  with  you  the  science  of  dermatology. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  Subcommittee  Members: 

I  am  truly  grateful  for  this  opportunity  to  testify  today  on  behalf  of  the  Society 
for  Investigative  Dermatology.    I  am  Stephanie  Pincus,  M.D.,  Professor  and 
Chair  of  the  Department  of  Dermatology  of  the  State  University  of  New  York  at 
Buffalo. 

I  am  also  Chairman-Elect  of  the  Committee  on  Government  and  Public 
Relations  of  the  Society  for  Investigative  Dermatology  whose  mission  is  to 
further  research  in  skin  disease.   The  2,000  members  include  scientists  and 
physician  researchers  from  universities,  hospitals,  and  industry  committed  to  the 
science  of  dermatology.   Each  of  our  members  firmly  believes  that  research  is 
critical  to  improved  prevention,  diagnosis,  and  treatment  for  the  60  million 
Americans  afflicted  with  skin  disease.    My  purpose  in  being  here  today  is  to 
personally  emphasize  the  need  for  increased  funding  of  the  programs  of  the 
National  Institute  for  Arthritis  and  Musculoskeletal  and  Skin  Disease  (NIAMS). 

Skin  disease  represents  an  important  health  concern  in  this  country, 
and  disproportionately  effects  women  and  younger  people. 

Approximately  one  in  twenty  visits  to  physicians  in  this  country  are  made  for 
some  skin  ailment;  a  total  of  24  million  visits  were  made  in  1990. 

Skin  cancer  is  the  most  common  cancer  in  the  United  States.    Each  year, 
700,000  new  cases  are  reported  and  approximately  one  in  seven  Americans  has 
skin  cancer.   Additionally,  malignant  melanoma,  a  very  serious  and  potentially 
life  threatening  type  of  skin  cancer  is  the  most  rapidly  increasing  cancer. 
Melanoma  is  a  special  concern  since  if  diagnosed  early,  it  is  usually  treatable; 
and,  furthermore,  it  most  commonly  affects  middle  aged  rather  than  elderly 
people.    Cutaneous  T  cell  lymphoma  (formerly  called  mycosis  fungoides)  is  a 
malignancy  of  skin  lymphocytes  which  leads  to  unremitting  and  uncontrollable 
itching  of  the  body. 

Inflammation  or  dermatitis  of  the  skin  is  a  leading  cause  of  work  disability. 
Other  types  of  skin  problems  such  as  acne,  warts,  and  psoriasis  cause  major 
discomfort  to  many  Americans  who  would  benefit  by  having  less  costly  and 
more  effective  treatments.   The  less  common  hereditary  conditions  such  as 
epidermolysis  bullosa  and  ichthyosis  are  disabling  and  disfiguring  while 
connective  tissue  diseases,  such  as  lupus,  and  eventually  lead  to  death  from 
internal  complications. 
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Basic  research  can  lead  to  effective  treatments  in  unanticipated  and 
unexpected  ways.    As  an  example,  I  would  like  to  describe  the  story  behind 
the  development  of  a  new  medication  for  psoriasis  which  is  currently  available 
in  England,  Canada,  parts  of  Europe,  and  will  soon  be  available  in  the  United 
States.   Over  thirty  years  ago,  research,  primarily  at  the  University  of 
Wisconsin,  began  to  examine  the  mechanisms  of  action  of  Vitamin  D.   The 
molecular  structure  of  Vitamin  D  was  defined.   Over  the  ensuing  years, 
scientists  determined  that  almost  all  cells  had  receptors  (binding  sites)  for 
Vitamin  D.   Vitamin  D  proved  to  be  highly  effective  in  promoting  calcification 
and  development  of  bones,  and  as  such  was  added  to  milk  in  order  to  assure 
that  all  children  had  adequate  levels  of  Vitamin  D. 

Now,  how  do  we  come  to  skin  disease  from  bone?   It  was  observed  in 
laboratory  research  that  Vitamin  D  had  effects  on  the  state  of  many  different 
kinds  of  cells.    Specifically  in  skin  cells,  it  was  noted  that  Vitamin  D  promoted 
normal  development  of  cultured  skin  cells  and  also  altered  the  rate  of  growth  of 
skin  cells.   It  was  known  from  other  studies  that  psoriasis,  a  very  common 
disease  which  appears  as  red,  thick,  scaly  spots  on  people's  skin,  was 
characterized  by  an  increased  growth  rate  and  abnormal  development  of  skin 
proteins.   Thus,  the  logical  question  became  whether  some  form  of  Vitamin  D 
might  be  effective  in  the  treatment  of  psoriasis.   European  researchers  were  able 
to  identify  forms  of  Vitamin  D  which  lacked  undesirable  side  effects  on  calcium 
metabolism  and  began  testing  these  forms  on  the  skin  of  patients  with  psoriasis. 

These  studies  have  now  led  to  the  actual  development  of  new,  safe  and  effective 
topical  treatments  for  psoriasis  based  on  an  entirely  different  therapeutic 
principle.   This  treatment  has  been  so  effective  that  in  England  has  resulted  in 
substantial  savings  by  the  closure  of  psoriasis  light  treatment  centers  now  made 
unnecessary. 

Similarly,  the  use  of  Vitamin  A-related  products  in  the  treatment  of  acne,  sun 
damaged  skin,  and  hereditary  scaling  disease  arose  from  laboratory  experiments 
which  focused  on  the  effects  of  Vitamin  A.   When  Dame  Honor  Fell  started 
working  on  the  effects  of  Vitamin  A  on  embryonic  chick  development,  she  did 
not  anticipate  in  any  way  the  long  term  ultimate  effects  of  her  studies.   I  believe 
that  these  two  examples  illustrate  how  unanticipated  discoveries  in  basic 
research  may  be  developed  into  effective  treatments  which  benefit  all  of  us  in 
diseases  of  major  concern. 

Research  performed  over  the  past  twenty  years  has  resulted  in 
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effective  diagnosis  and  successful  treatment  in  many  important 
areas  of  skin  disease.    In  some  of  these  diseases,  we  now  know  exactly 
where  the  molecular  defect  is  and  are  beginning  to  understand  how  defects  in 
the  structural  proteins  (think  of  them  as  the  girders  in  the  steel  support  structure 
of  a  building)  may  lead  to  fragile  skin  which  blisters  on  easy  pressure  as  in 
epidermolysis  bullosa.   There  are  six  skin  disease  research  centers  funded  by 
NIAMS  which  have  successfully  pursued  investigation  in  many  important  areas 
of  research  including:   immunodermatology  and  the  mechanisms  of  the 
development  of  skin  cancer. 

Research  on  lasers  led  to  new  treatments  for  patients  with  unsightly  vascular 
malformations  commonly  known  as  port  wine  stains.   Laser  research  now  is 
being  used  to  develop  non-invasive  treatments  for  skin  cancer  to  avoid  the 
necessity  for  excision  (cutting  out  the  cancer)  of  skin.   With  regard  to  skin 
cancers,  screening  programs,  including  those  sponsored  by  the  American 
Academy  of  Dermatology,  have  lead  to  the  early  identification  of  melanoma  and 
saved  numerous  lives  through  early  detection  and  treatment. 

As  a  research  physician,  who  has  been  actively  practicing  dermatology  for 
almost  20  years,  it  is  extremely  gratifying  to  see  the  fruits  of  this  research 
actually  influences  the  treatment  of  patients,  thus  actually  validating  our  research 
efforts. 

Those  of  us  in  the  research  community  believe  that  it  is  essential 
that  NIAMS  receive  parity  in  order  to  continue  and  expand 
successful  research  efforts.    Lack  of  adequate  research  funding  is  already 
beginning  to  have  a  number  of  deleterious  consequences  in  the  academic 
environment,  as  you  have  already  heard  from  Dr.  Freedberg,  who  testified  last 
week  on  behalf  of  the  Association  of  Professors  of  Dermatology.    For  instance, 
a  number  of  experienced  researchers  have  been  unable  to  get  research  support 
and  have  been  forced  to  abandon  their  laboratory  careers.   Physicians  and 
scientists  who  have  spent  years  training  and  developing  programs  and  honing 
their  laboratory  skills  have  of  necessity  turned  to  patient  care  which,  though 
extremely  important,  is  unlikely  to  lead  to  further  progress. 

A  further  consequence  is  the  diminishing  number  of  young  physicians  choosing 
academic  careers.    If  we  do  not  have  these  educators,  researchers,  and  teachers 
in  the  future,  then  who  will  train  further  physicians  in  these  essential  aspects  of 
medicine.   Computers  and  books  cannot  teach  essential  humanistic  values  and 


727 


the  scientific  approach  which  has  been  a  mainstay  of  American  medicine.    The 
researchers  who  remain  are  dispirited  and  they  are  afraid  to  take  chances.   They 
do  not  undertake  truly  unusual  and  innovative  studies  for  fear  that  those  studies 
will  not  be  successful  and  that  they  will  lose  their  funding.   Thus,  the  current 
atmosphere  has  a  counter  productive  effect  on  the  generation  of  ideas  and 
discourages  innovative  research. 

I  have  already  reviewed  how  research  may  lead  to  important  and  unanticipated 
benefits,  and  how  we  have  been  very  successful  in  applying  research  to  patient 
care.  There  are  many  instances  when  the  lack  of  funding  has  meant 
that  no  research  has  been  conducted  in  important  areas.  For  instance, 
my  own  clinical  area  of  expertise  is  gynecologic  dermatology,  more  commonly 
known  as  vulvar  disease.   This  involves  diagnosis  and  treatment  of  skin  disease 
of  the  external  female  genitalia,  the  vulva.   This  subcommittee  has  heard 
testimony  about  diseases  of  this  area  from  representatives  of  the  interstitial 
cystitis  support  group.   There  are  many  women  with  disabling  pain  and  burning 
of  the  vulva,  known  as  vulvodynia,  which  preclude  them  having  sexual 
relations.   This  condition,  which  is  inordinately  frustrating  for  patients  and 
physicians  alike,  was  recently  discussed  in  an  article  by  Jane  Brody  for  the  New 
York  Times.    Last  Friday  as  I  was  preparing  my  testimony,  I  asked  one  of  my 
patients  for  her  advice.   This  38-year  old  woman  is  so  disabled  she  is  barely 
able  to  sit,  work,  or  drive.   She  urged  me,  despite  the  sensitive  nature  of  her 
condition,  to  plead  her  case.   There  is  not  one  research  grant  in  this  country  that 
supports  clinical  investigation  in  this  disease.    Furthermore,  there  is  a  serious 
lack  of  empathy  and  understanding  of  the  terrible  ordeal  these  patients  and  their 
husbands  suffer.    Untold  numbers  of  women  are  desperately  seeking  treatment 
to  restore  their  lives. 

I  have  already  mentioned  the  condition  called  cutaneous  T  cell  lymphoma  or 
mycosis  fungoides,  where  cancerous  lymphocytic  cells  in  the  skin  cause 
intolerable  itching.   This  disease  is  completely  unresponsive  to  current 
treatments.    I  can  assure  you  that  there  is  nothing  more  devastating  for  the 
patient  or  the  physician  than  to  have  uncontrollable  total  body  itching. 
Additional  research  into  the  intolerable  itching  associated  with  cutaneous  T  cell 
lymphoma  could  unlock  the  mysteries  of  other  ailments  which  cause  intense 
itching,  such  as  poison  ivy  and  eczema. 

A  third  area  where  physicians  are  truly  hampered  by  a  lack  of  understanding  is 
hair  and  nail  diseases.    You  have  heard  about  alopecia  areata  which  varies  from 
partial  to  complete  hair  loss  of  unknown  cause.   A  way  to  conceptualize  this 
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disease  is  to  think  about  hair  growth  as  a  light  switch  which  has  been  turned 
off.    Lacking  an  understanding  of  how  the  switch  is  turned  off,  we  are 
completely  unable,  in  a  safe  and  effective  fashion,  to  stimulate  regrowth  and  flip 
the  switch  back  on.   These  are  but  three  critical,  but  neglected,  diseases  which 
cause  enormous  personal  distress  to  many  of  our  patients  and  call  out  for 
increased  attention  from  the  research  community.   This  increased  attention 
cannot  be  forthcoming  without  a  substantive  increase  in  research  funding. 

I  hope  that  in  these  few  minutes,  I  have  set  the  stage  for  my  final  message. 
Research  can  have  enormous  unanticipated  benefits  in  terms  of 
cost-effective  and  beneficial  treatments  for  our  patients  as  well  as 
disease  prevention.   While  we  have  been  successful  in  many  ways,  through 
the  Skin  Disease  Research  Centers  Program  as  well  as  individual  grants,  there 
are  a  number  of  important  areas  which  urgently  require  appropriate  scientific 
investigation. 

My  testimony  leads  to  the  inescapable  conclusion  that  increased 
funding  of  NIAMS  must  be  achieved.   As  other  speakers  on  behalf  of 
the  dermatologic  community  have  indicated,  parity  for  NIAMS  is  essential. 
NIAMS  has  been  seriously  underfunded  since  its  beginning  in  1986.   For  this 
reason,  the  Society  of  Investigative  Dermatology  requests  an  11%  increase,  to 
bring  total  funding  for  NIAMS  to  $250  million.   We  recognize  that  this  is  a 
difficult  fiscal  year,  however,  we  truly  believe  that  research  money  is  well  spent 
and  will  have  important  cost  benefit;  and  we  can  personally  assure  you  that 
increased  funding  will  bring  numerous  rewards  for  all  Americans  with  skin 
disease.   Thus,  on  behalf  of  the  research  community,  the  academic  community, 
and,  indeed,  all  patients  with  skin  disease,  we  ask  that  you  seriously  consider 
our  request. 

Thank  you  Mr.  Natcher  and  members  of  the  subcommittee  for  providing  me 
with  this  heart  felt  opportunity  to  discuss  with  you  the  science  of  dermatology. 
I  would  be  happy  to  answer  any  questions  at  this  time. 
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Ms.  PELOSI.  Thank  you  very  much  for  your  testimony.  This  is 
probably  the  only  time  you  would  come  before  this  committee  when 
there  aren't  any  men  sitting  up  here,  staff  or  members.  So  it  is 
probably  the  easiest  time.  But  I  will  most  certainly  make  sure  they 
are  aware  of  the  testimony  that  you  presented  to  us.  It  is  very  im- 
portant and  I  appreciate  your  being  here.  Thank  you  very  much. 


Thursday,  February  10,  1994. 

WITNESS 
GLENN  A.  FIERST,  FEDERAL  MANAGERS  ASSOCIATION 

Ms.  Pelosi.  Mr.  Glenn  Fierst  from  the  Federal  Managers  Asso- 
ciation. Please  come  forward. 

Mr.  Fierst.  Thank  you.  Madam  Chairwoman,  my  name  is  Glenn 
Fierst,  and  I  thank  you  for  inviting  me  to  present  testimony  on  the 
administration's  fiscal  year  1995  budget  request  for  the  Depart- 
ment of  Labor. 

I  am  here  before  you  today  as  President  of  the  Federal  Labor 
Managers  Association — that  is  FLMA — which  is  a  chapter  of  the 
Federal  Managers  Association.  Our  association  represents  350 
members  and  all  the  managers  within  the  Department  of  Labor  in 
field  offices  around  the  country  and  the  national  office  in  Washing- 
ton, D.C. 

These  individuals  manage  and  supervise  a  wide  range  of  front- 
line operations  within  the  Department,  including  the  enforcement 
of  Federal  laws  governing  fair  and  timely  payment  of  compensa- 
tion, protection  of  mine  and  workplace  safety  health  standards,  en- 
forcement of  affirmative  action  plans,  the  assurance  of  pension 
fund  protection,  and  the  promotion  of  apprenticeship  opportunity. 

My  full-time  job  is  as  a  District  Director  for  the  Wage  and  Hour 
Division  in  Cincinnati,  Ohio.  Hopefully  FLMA's  testimony  will  pro- 
vide this  subcommittee  with  a  unique  perspective  as  it  draws  ex- 
clusively on  the  experience,  insight  and  knowledge  of  frontline 
managers  within  the  Department  of  Labor. 

In  our  written  testimony  last  year,  we  acknowledged  the  new  ad- 
ministration's principles  which  were  to  guide  the  mission  of  the 
National  Performance  Review.  The  goal  set  by  the  NPR  is  to  do 
more  with  less,  improve  services  and  expand  opportunities,  listen 
to  customers,  and  empower  the  worker.  The  administration  and  the 
Department  of  Labor  in  particular  have  already  taken  bold  steps 
towards  reinventing  government. 

As  a  member  of  the  Department's  reinvention  leadership  team, 
I  can  attest  to  the  fact  that  the  reinvention  program  objectives  are 
central  themes  in  the  fiscal  year  1995  budget  request.  Every  De- 
partment of  Labor  agency  is  in  the  process  of  increasing  resources 
available  for  frontline  service  delivery.  At  the  same  time,  reduc- 
tions are  being  made  in  overhead  and  review  functions. 

Hopefully,  those  of  us  engaged  in  a  frontline  customer  service 
will  have  greater  access  to  computers,  training,  and  the  other  tools 
needed  to  do  our  job  as  a  result  of  these  efforts.  Nevertheless,  in 
most  agencies  within  the  Department,  especially  those  engaged  in 
enforcement  of  apprenticeship,  it  still  takes  workers  to  get  the  job 
done  in  spite  of  greater  access  to  technology. 
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In  order  to  follow  the  Secretary's  order  to,  "target  the  worst  ac- 
tors" to  properly  aid  such  vulnerable  populations  as  children,  the 
elderly,  women,  minorities  and  low  wage  workers,  it  will  take  a  tre- 
mendous amount  of  resources. 

The  Occupational  Safety  and  Health  Administration,  with  work- 
place injuries  and  illnesses  reaching  to  the  highest  levels  in  more 
than  a  decade,  is  not  only  being  asked  to  administer  a  probable 
new  comprehensive  safety  and  health  bill,  but  to  also  cite  employ- 
ers that  fail  to  adequately  protect  workers  for  acts  of  criminal  vio- 
lence in  the  workplace.  That  is  something  new. 

The  Wage  and  Hour  Division,  in  another  example,  has  been  in 
a  basic  hiring  freeze  for  well  over  the  past  three  years.  With  its  in- 
vestigator staff  at  several  hundred  below  its  historic  level,  the  divi- 
sion has  begun  implementation  enforcement  of  the  Family  Medical 
Leave  Act.  Along  with  the  drafting  of  regulations  and  initiation  of 
enforcement  activities,  the  Division  handled  over  46  thousand 
phone  calls  on  FMLA  from  June  through  September,  1993  alone. 

Even  without  the  Family  Medical  Leave  Act  inquiries,  the  Divi- 
sion in  many  field  locations  has  managers  and  investigators  rather 
than  support  staff  answering  the  ever-increasing  number  of  calls 
from  employees  and  employers  who  file  complaints  and  need  an  ac- 
curate responses  from  their  government.  These  are  two  examples 
which  show  the  Department's  agencies  are  under  increased  pres- 
sure to  implement  new  legislation  while  receiving  only  minimal  in- 
creases in  resources. 

If  Congress  is  being  asked  to  fund  100  thousand  policemen  for 
the  streets  outside  the  workplace,  then  surely  the  sustaining  of  en- 
forcement levels  for  those  agencies  attempting  to  maintain  a  na- 
tional standard  of  normality  inside  the  workplace  is  not  too  much 
to  ask.  FLMA  feels  that  the  Congress  in  this  instance  should  be 
less  impressed  with  savings  on  the  budget  ledger  and  more  aggres- 
sively pushing  agencies'  priorities  that  protect  the  American  work- 
er. Congress  should  insist  that  the  working  conditions  earned  over 
the  past  century  be  maintained. 

As  the  Department  of  Labor  has  begun  to  make  itself  a  high  per- 
formance workplace,  we  would  hope  to  convince  the  public  sector 
to  do  the  same  through  our  presence.  We  hope  that  the  subcommit- 
tee has  benefited  from  this  insight  in  reaching  the  difficult  decision 
it  ultimately  must  make  in  funding  and  program  priorities. 

In  conclusion,  Madam  Chairwoman,  I  want  to  thank  you  and 
your  committee  members  for  this  opportunity  to  share  our  associa- 
tion's views  and  bring  forth  our  1995  funding  recommendations.  I 
would  be  happy  to  answer  any  questions  you  may  have. 

Ms.  PELOSI.  Thank  you  very  much,  Mr.  Fierst.  Our  committee 
will  most  certainly  benefit  from  your  testimony. 

Thank  you  for  your  presentation. 

[The  prepared  statement  follows:] 
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Dear  Mr.  Chairman: 

Thank  you  for  the  opportunity  to  present  the  views  and 
recommendations  of  the  Federal  Labor  Managers  Association  (FLMA)  on 
the  FY  95  budget  request  of  the  Department  of  Labor. 

Mr.  Chairman,  I  am  Glenn  A.  Fierst,  President  of  the  Federal 
Labor  Managers  Association,  a  chapter  of  the  Federal  Managers 
Association,  our  national  organization  located  in  Washington,  D.  C. 
Our  association  represents  three-hundred  fifty  members  and  all  of  the 
managers  within  the  Department  of  Labor  in  field  offices  around  the 
country  and  the  national  office  in  Washington,  D.  C.  These 
individuals  manage  and  supervise  a  wide  range  of  front-line  operations 
within  the  Department,  including  the  enforcement  of  Federal  laws 
governing  the  fair  and  timely  payment  of  compensation,  the  protection 
of  mine  and  work  place  health  and  safety,  enforcement  of  affirmative 
action,  the  assurance  of  pension  fund  protection,  and  the  promotion 
of  apprenticeship  opportunities. 

My  full-time  job  is  not  a  representative  of  this  organization, 
but  as  a  District  Director  for  the  Wage  and  Hour  Division  in 
Cincinnati,  Ohio,  so  my  testimony  is  based  on  my  direct  observations 
and  contact  with  my  fellow  managers.  I  am  testifying  solely  in  my 
association  capacity. 

We  feel  that  our  testimony  offers  a  unique  perspective  for  the 
Subcommittee  because,  as  a  professional  association  of  managers  within 
the  Department,  we  possess  an  exclusive  and  direct  insight  into  the 
Department's  operations. 

In  recent  years,  the  leadership  of  the  Department  of  Labor  has 
shown  increasing  interest  in  making  the  Department's  operation  more 
"customer  focused"  in  spite  of  the  tremendous  downsizing  from  24,000 
to  19,000  plus  employees  from  1981  to  the  current  time.  This  has 
involved  efforts  to  assure  that  the  Department  identifies  and  serves 
the  foremost  needs  of  the  American  workers  and  the  work  place.  A 
continued  insistence  on  quality  and  the  application  of  total  quality 
management  principles  along  with  the  current  Reinvention  program  has 
been  part  of  this  approach. 

The  Department  must  continue  to  "be  there"  for  the  115  million 
working  men  and  women  in  this  country.  It  must  remain  committed  to 
the  long-standing  mission  of  the  Department:  advancing,  protecting  and 
promoting  the  interest  of  the  American  work  place  and  the  American 
worker.  The  pursuit  of  the  mission  still  requires  adequate  funding 
and  superior  management,  assuring  that  the  Department  serves  the 
public  and  guarantees  that  taxpayer  dollars  continue  to  be  well-spent. 

Summary  of  FLMA's  Recommendations 

FLMA  has  had  a  relatively  short  period  of  time  to  review  the  FY95 
DOL  budget  request.   The  comments  made  on  the  budget 
represent  the  input  of  our  board  members  from  the  various  agencies. 
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The  Department  had  made  a  promise  to  aggressively  implement  a 
reinvention  strategy  during  the  current  fiscal  year.  The 
Administration  and  the  Department  of  Labor,  in  particular,  have  begun 
to  fulfill  this  promise.  Being  a  member  of  the  Department's 
Reinvention  Leadership  Team  has  allowed  our  association  to  attest  to 
the  fact  that  the  reinvention  program  objectives  are  again  the  central 
themes  for  the  FY  95  budget  request.  Every  DOL  agency  is  in  the 
process  of  increasing  resources  available  for  front  line  service 
delivery;  at  the  same  time,  reductions  are  being  made  in  overhead  and 
review  functions.  Hopefully,  this  means  that  those  of  us  engaged  in 
front  line  customer  service  will  have  greater  access  to  computers, 
training  and  the  other  tools  needed  to  do  our  jobs. 

The  Department  has  basically  broken  their  budget  into  three  areas 
of  responsibility:  First  Jobs  for  men  and  women  just  entering  the 
work  force,  New  Jobs  for  those  displaced,  or  at  risk  of  displacement, 
by  economic  change,  and  better  Jobs  for  all  Americans  as  the  economy 
continues  to  evolve.  The  Department  appears  to  be  taking  a  step  in 
the  right  direction  in  their  analysis  of  the  American  work  force  and 
government's  role  in  implementing  training  programs  and  enforcement 
efforts.  This  Administration's  training  budget  should  go  long  way 
towards  solving  the  two  things  missing  from  job-training  efforts  in 
the  past:  the  money  to  make  things  happen  and  the  gumption  to  expand 
small  programs  that  work  and  cut  ones  that  don't. 

Hopefully,  this  trend  to  analyze  and  react  to  the  needs  of  the 
various  agencies  in  the  department  will  continue  in  the  coming  years. 
The  Federal  Labor  Managers  Association  stands  ready  to  provide 
progress  reports  to  Congress,  if  needed. 

Nevertheless,  in  most  agencies  within  the  Department,  especially 
those  engaged  in  enforcement  and  apprenticeship  activities,  it  still 
takes  workers  to  get  the  overall  job  done,  in  spite  of  the  greater 
access  to  technology.  Under  staffing  of  a  number  of  agencies  in  the 
past  has  led  to  a  multitude  of  problems  which  must  be  addressed.  The 
continuing  theme  of  "doing  more  with  less"  becomes  a  hollow  cry  when 
resources  available  fail  to  match  the  tremendous  amount  of  work  that 
needs  to  be  done  by  the  Department,  much  of  it  mandated  by  Congress. 
Regarding  resources,  the  old  saying,  "you  cannot  spin  straw  into  gold" 
certainly  holds  true. 

Enforcement  Agencies 

The  Secretary  of  Labor  has  ordered  that  the  Department ' s 
enforcement  agencies  "target  the  worst  actors"  to  properly  aid  such 
vulnerable  populations  as  children,  the  elderly,  women,  minorities  and 
low  wage  workers.  This  testimony  will  provide  a  brief  synopsis  and 
anecdotal  information  as  to  how  each  of  the  enforcement  agencies 
represented  by  our  association  is  functioning  in  light  of  current 
resources. 
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ESA  -  Wage  and  Hour  Division 

The  Wage  and  Hour  Division  has  been  in  a  basic  hiring  "freeze" 
since  1990,  well  over  three  years.  With  its  investigator  staff  at 
several  hundred  below  its  historical  level,  the  Division  has  begun 
implementation  and  enforcement  of  the  Family  and  Medical  Leave  Act 
(FMLA) .  Along  with  the  drafting  of  regulations  and  initiation  of 
enforcement  activities  in  1993,  the  Division  handled  over  46,000  FMLA 
phone  calls  from  June  through  September.  No  additional  resources  had 
been  provided  to  the  Wage  and  Hour  Division  to  enforce  FMLA,  not  less 
provide  the  tremendous  educational  outreach  and  technical  assistance 
required  which  is  continuing  unabated  to  this  day.  Even  without  the 
FMLA  inquiries,  the  Division,  in  many  field  locations,  has  managers 
and  investigators  rather  than  support  staff  answering  the  ever 
increasing  number  of  calls  from  employees  and  employers  who  file 
complaints  and  demand  updated  labor  standard  information.  Dedication 
cannot  type  and  loyalty  cannot  conduct  an  investigation. 

The  Division's  1-9  responsibilities  under  the  Immigration  and 
Reform  Act  as  well  as  H-1A  and  B  enforcement  activities  are  taking 
considerable  amounts  of  resources  without  additional  funding. 

Managers  and  Investigators  are  saying,  "we  don't  want  any  more 
legislation  to  enforce  without  more  staffing".  The  23  additional 
personnel  for  enforcement  initiatives,  travel  and  ADP  funds  is  a  start 
in  the  right  direction  for  an  agency  with  a  lot  of  work  to  perform. 

Occupational  Safety  and  Health  Administration 

The  Occupational  Safety  and  Health  Administration  (OSHA) ,  with 
work  place  injuries  reaching  to  the  highest  level  in  more  than  a 
decade  in  1993,  is  not  only  being  asked  to  administer  a  probable  new 
comprehensive  safety  and  health  bill,  but  to  also  cite  employers  that 
fail  to  adequately  protect  workers  from  acts  of  criminal  violence  in 
the  work  place.  The  Secretary  has  also  placed  added  emphasis  on  toxic 
substances,  tuberculosis  and  repetitive  stress  injuries. 

Under  current  staffing,  it  would  take  87  years  for  the  OSHA  staff 
to  inspect  every  American  work  place.  During  the  past  four  years, 
OSHA  has  reduced  its  inspection  staff.  This  decline  represents  an 
average  shortfall  of  several  thousand  safety  inspections.  Every 
employer  should  be  required  to  provide  protection  to  their  employees 
regardless  of  industry  or  size.  Inadequate  OSHA  enforcement 
jeopardized  the  lives  and  limbs  of  American  workers.  Employers  should 
be  encouraged  to  'provide  a  safe  and  healthful  working  environment  if 
they  knew  there  was  an  aggressive  agency  monitoring  their  safety  and 
health  programs  and  providing  technical  assistance  for  voluntary 
compliance. 

The  Administration  has  recognized  OSHA's  workload  and  has 
requested  a  substantial  increase  in  personnel  for  front  line 
enforcement,  OSHA  Reform  and  Reinvention.   FLMA  hopes  that  Congress 
carries  through  with  this  request  and  eliminate  the  drifting     3 
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pattern  which  has  been  evident  in  OSHA  the  past  several  years. 

ESA  -  Office  of  Federal  Contract  Compliance  Programs 

The  staffing  and  performance  measures  have  dropped  dramatically 
for  this  agency  over  the  past  several  years.  Assuming  that  Congress 
views  OFCCP's  enforcement  efforts  as  essential,  ie;  that  Federal 
contractors  be  required  to  adhere  to  the  non-discrimination  and 
affirmative  action  provisions  of  their  contracts,  then  the  decline  in 
staffing  must  be  tempered  in  order  that  the  agency  can  again  be 
effective.  The  Administration  has  stated  that  this  agency  has  begun 
to  get  "back  in  motion"  and  will  be  a  "center  for  lots  of  activity  in 
years  to  come".  Hopefully  Congress  will  approve  the  Administrations 
request  for  slight  increases  in  staffing,  equipment  and  travel  for 
this  beleaguered  agency  which  will  allow  them  to  accomplish  their 
mission. 

Pension  and  Welfare  Benefits  Administration 

This  agency  which  has  the  basic  function  of  insuring  compliance 
with  the  fiduciary  provisions  of  Employment  Retirement  Income  Security 
Act  of  1974,  has  see  its  employment  ceiling  gradually  fall  each  year 
since  1980  in  spite  of  an  increased  workload  in  both  the  civil  and 
criminal  programs.  The  Administration  has  shown  a  recognition  of  this 
agency's  increasing  work  load  by  requesting  additional  funding  for 
staff  and  equipment.  Congress  should  also  be  extremely  concerned 
about  the  protection  of  pension  rights  in  today's  business  climate  and 
approve  this  request. 

Office  of  the  American  Workplace 
Office  of  Labor-  Management  Standards 

This  agency  seems  misplace  within  its  current  organizational 
arrangement.  OLMS,  an  agency  which  basically  investigates  criminal 
activity,  needs  sufficient  staffing  and  equipment  in  order  that  it  may 
act  promptly  on  basic  enforcement  responsibilities  without  adversely 
affecting  its  current  complaint  backlog. 

Mine  Safety  and  Health  Administration 

This  agency  has  a  continuing  need  to  equip  their  inspection  force 
with  updated,  state  of  the  art  equipment  including  dust  sampling  pumps 
and  noise  decimeters,  as  examples.  The  use  of  aging  equipment  has  put 
inspectors  at  a  disadvantage  when  investigating  private  industry 
employers.  These  employers,  in  many  instances,  have  better  equipment 
than  MSHA.  The  Administration  is  applauded  for  requesting  more 
resources  to  address  the  safety  problems  at  small  and  contractor- 
operated  mines.  As  is  the  experience  in  other  enforcement  agencies, 
it  is  usually  the  small,  under  capitalized  employer  who  will  attempt 
to  skirt  the  legal  wage  or  safety  areas  of  their  work  place. 
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This  closes  the  summation  of  the  budget  requests  for  the  enforcement 
side  of  the  Department.  As  the  Department  of  Labor  has  begun  to  make 
itself  a  high  performance  work  place,  we  would  hope  to  convince  the 
public  sector  to  do  the  same  through  our  presence.  FLMA  feels  that 
if  Congress  is  being  asked  to  fund  100,000  policemen  for  the  streets 
outside  the  work  place,  then  surely  the  maintenance  of  enforcement 
levels  for  those  agencies  attempting  to  maintain  a  national  standard 
of  normalcy  inside  the  work  place  is  not  too  much  to  ask.  The 
Congress,  in  this  instance,  should  be  less  impressed  with  "savings" 
on  the  budget  ledger  and  more  aggressively  pushing  agency  priorities 
that  protect  the  American  worker.  Congress  should  insist  that  the 
working  conditions  earned  by  our  work  force  over  the  past  century  be 
maintained. 

Employment  Training  Administration 
Bureau  of  Apprenticeship  and  Training 

This  agency  wants  the  Administration  to  know  that  they  are  still 
in  business.  With  a  national  staffing  infrastructure  of  13  0  offices 
throughout  the  United  States,  a  cadre  of  experience  apprenticeship 
training  technicians  stand  ready  to  perform  an  even  larger  role  for 
this  Administration  and  the  Department  of  Labor.  In  19S4,  the  need 
for  quality  apprenticeship  programs  remains  strong.  Modern 
apprenticeship  programs  place  qualified  applicants  in  training 
programs  for  high-demand  occupations,  to  the  mutual  benefit  of 
employers  and  employees. 

The  retention  of  America's  leadership  in  research  and  development 
and  economic  growth  will  not  be  achieved  without  the  aid  of 
apprenticeship  training  and  other  productive  educational  programs. 
The  current  BAT  staff  simply  need  to  become  more  of  an  integral  part 
of  the  Department's  training  picture.  Under  the  Administration's 
First  Jobs  concept,  what  better  way  would  there  be  to  ease  the 
transition  from  school-to-work,  gain  experience  and  move  into  a  high 
paid  job  than  through  BAT's  apprenticeship  program?  The  Department 
must  give  BAT  a  much  deserved  higher  profile  in  the  agencies  long  term 
training  policy. 

We  hope  the  Subcommittee  has  benefitted  from  this  insight,  in 
reaching  the  difficult  decisions  it  ultimately  must  make  in  funding 
and  program  priorities. 

In  conclusion,  Mr.  Chairman,  we  are  requesting  that  your 
Subcommittee  continue  to  beware  of  the  tremendous  responsibilities 
which  have  been  mandated  to  the  enforcement  side  of  the  Department  and 
the  enormous  potential  of  the  apprenticeship  agency  to  assist  the 
American  worker.  Let  us  hope  that  this  upturn  in  resources  is  the 
beginning  of  something  better. 
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WITNESS 
RUTH  GRAVES,  READING  IS  FUNDAMENTAL 

Ms.  Pelosi.  Ms.  Ruth  Graves,  Reading  is  Fundamental. 

Good  morning,  welcome,  Ms.  Graves. 

Ms.  Graves.  Good  morning. 

Thank  you  very  much  for  the  opportunity  to  testify  on  the  inex- 
pensive book  program,  "Reading  is  Fundamental,"  or  RIF  as  it  is 
better  known. 

I  am  here  to  ask  a  rather  modest  request,  and  that  is  a  modest 
increase  to  $10.7  million  over  the  $10.3  million  that  was  appro- 
priated last  fiscal  year.  The  purpose  of  this  request  is  to  help  main- 
tain at  least  our  current  services  level.  Each  year,  another  study 
finds  that  our  children  just  simply  don't  read  well  enough,  and  this 
year  was  no  exception  with  the  recent  Reading  Report  Card. 

It  also  echoed  a  decade  of  reading  studies  in  that  it  reported,  as 
have  all  the  other  studies,  that  students  who  read  most  frequently 
for  pleasure  and  those  who  have  access  to  books  are  also  the  most 
skilled  readers.  If  our  children  are  to  read  well,  then  they  must 
choose  to  read,  they  must  read  a  lot,  and  obviously  they  must  have 
books. 

Now  this  program,  the  book  program,  is  the  only  nationwide  ef- 
fort that  actually  gets  books  to  children  on  a  massive  scale  and  gets 
them  to  read  them  often  and  well.  In  dollar  terms,  especially  in 
terms  of  the  dollars  this  committee  deals  with,  the  program  is  very 
small  and  its  impact  could  be  easily  overlooked.  Sometimes  we 
have  not  emphasized  quite  enough  the  magnitude  of  its  accomplish- 
ment. Its  relatively  few  dollars  are  at  work  in  every  single  State, 
all  the  U.S.  possessions,  and  in  every  congressional  district,  just 
about,  and  in  more  than  15  thousand  locations,  getting  children  to 
read  more,  to  read  better,  to  use  the  library  more  and  to  become 
motivated  readers.  It  reaches  some  3  million  children. 

Last  year,  we  got  about  10  million  books  into  their  hands  and 
homes.  Each  year  it  also  leverages  about  $3.00  in  private  resources 
for  every  federal  dollar  that  is  invested.  But  behind  these  statistics, 
there  is  a  story  of  very  real  people  making  a  very  real  difference. 
161  thousand  grassroots  volunteers  work  side-by-side  with  the  chil- 
dren to  get  them  reading;  from  corporate  CEOs  to  Head  Start 
mothers,  from  teenagers  to  elected  officials,  including  some  of  your 
colleagues  on  the  Hill,  by  the  way.  These  volunteers  are  bringing 
the  village  in  to  help  raise  the  child,  sending  the  clear  message 
that  this  village  wants  you  to  grow  up  reading. 

The  youngsters  themselves  are  for  the  most  part  on  the  fringes 
of  society.  For  many,  life  is  little  short  of  a  nightmare.  But  thanks 
to  the  book  program,  they  can  begin  to  dare  to  dream  of  a  different 
kind  of  life,  one  that  includes  lifelong  learning.  For  children  who 
have  so  little,  owning  of  books  becomes  a  special  matter  of  pride 
and  reading  them  becomes  a  priority. 

I  think  of  a  little  boy  in  Harlem.  His  home  life  was  interrupted, 
he  was  shuffled  from  foster  home  to  foster  home,  school  to  school. 
But  he  had  a  little  "rag-tag  bag"  in  which  he  kept  his  most  precious 
possession,  his  RIF  books.  Now  the  adults  in  his  life  changed,  his 
home  environment  changed,  almost  everything  else  about  his  life 
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changed  except  one  thing,  he  always  had  his  little  bag  of  books,  the 
one  important  constant  in  his  life.  His  story  is  but  one  of  millions 
that  illustrates  the  impact  of  owning  and  reading  books. 

Now  we  call  it  a  book  program  but  in  reality  it  is  a  lot  more.  It 
is  a  reading  program,  a  learning  program,  a  parent-involvement 
program.  It  is  a  program  that  is  a  flexible  education  program  that 
can  actually  go  to  where  the  children  are,  not  just  in  school  but  in 
migrant  camps,  in  detention  centers,  in  homeless  shelters,  wher- 
ever children  need  the  program. 

Furthermore,  the  book  program  leverages  private  support  for  a 
series  of  stunningly  successful  complimentary  programs,  at  no  cost 
to  the  government,  such  as  a  particular  program  for  homeless  chil- 
dren, another  for  teenage  parents  and  their  babies,  for  low-literate 
adults  and  their  youngsters,  and  now  a  special  demonstration 
project  that  makes  the  vital  link  between  science  and  reading. 
These  privately  funded  initiatives  are  possible  because  of  the  high 
regard  the  program  enjoys  and  its  widespread  appeal. 

Just  last  month,  for  instance,  we  received  more  than  1  thousand 
applications  for  the  new  programs.  This  despite  the  fact  that  the 
local  groups  receive  only  matching  book  funds,  they  receive  no 
monies  for  administration  or  other  program  costs.  And  I  think 
must  also  come  up  with  a  matching  share. 

Now  it  is  pretty  rare  to  hear  the  government  praised  for  how  it 
spends  the  taxpayers'  money,  as  I  am  sure  you  are  well  aware,  but 
we  often  hear  from  people  like  the  school  official  who  noted  that 
the  book  program  was  only  one  of  many  he  administered,  and  it 
had  the  smallest  budget.  But  he  said,  "I  strongly  feel  it  is  the  best 
and  most  effective  expenditure  of  education  funds  that  I  have  ever 
seen."  Equally  high  regard  comes  from  other  quarters.  Parents 
Magazine  named  RIF  one  of  the  Nation's  top  15  charities  that  real- 
ly help  kids,  and  RIF  was  one  of  fewer  than  10  organizations  to  re- 
ceive an  A-plus  rating  from  the  American  Institute  of  Philanthropy. 
However,  a  lack  of  funds  prevents  the  program  from  reaching  too 
many  children  who  need  it  most. 

For  example,  there  are  about  14  million  American  children  who 
are  living  in  poverty  today.  Most  are  beyond  this  program's  finan- 
cial reach.  Now  the  National  Education  Goals  set  a  very  ambitious 
standard  for  the  Nation.  RIF  is  making  significant  contributions  to 
five  of  those  six  goals  for  the  3  million  children  it  can  reach.  For 
a  low  federal  price  tag  of  only  $3.23  per  child  last  year,  it  turns 
children  into  readers  and  attracts  widespread  community  and  pri- 
vate support.  It  is  a  program  whose  results  are  visible,  tangible, 
understood  and  wanted  around  the  country.  It  is  a  program  that 
is  accountable  and  it  has  a  track  record.  $3.23  cents  doesn't  buy 
much  today,  as  we  all  know;  probably  won't  buy  our  lunch.  But 
through  the  book  program,  it  buys  a  child  a  more  promising  future. 

We  respectfully  ask  the  Congress  to  make  a  modest  but  very  im- 
portant investment  in  our  children's  future  with  the  $10.7  million 
appropriation  for  fiscal  1995  for  the  inexpensive  book  distribution 
program. 

Thank  you. 

[The  prepared  statement  follows:] 
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TESTIMONY  OF  RUTH  GRAVES,  PRESIDENT 
READING  IS  FUNDAMENTAL,  INC. 


Reading  Is  Fundamental  (RIF)  appreciates  the  opportunity  to  offer  recommendations  on  the 
Inexpensive  Book  Distribution  Program  (D3DP),  Chapter  2,  Sees.  1561  and  1563.   RIF  operates 
the  Book  Program  under  contract  to  the  Department  of  Education. 

The  Administration  has  requested  level  funding  at  $10.3  million  for  Fiscal  '95.   RIF 
respectfully  urges  funding  at  $10.7  million  to  help  maintain  the  current  service  levels  for  this 
vital  reading  program. 

Each  year,  yet  another  study  finds  that  our  children  are  not  reading  well  enough,  including  the  recent 
Nation's  Reading  Report  Card  with  its  troubling  findings  that  our  children's  reading  skills  simply  are 
not  good  enough.  Echoing  the  theme  of  a  decade  of  reading  studies,  it  reports  that  students  with  the 
best  reading  skills — across  all  age  groups  and  grade  levels — are  those  who  read  frequently  for 
pleasure  and  have  ready  access  to  books. 

If  our  children  are  to  read  well  enough  for  life  in  the  21st  century,  they  must  choose  to  read  and  read 
often;  to  do  so,  they  must  have  access  to  books.   Within  this  straightforward  message  there  lies  a 
challenge.  It  is  the  challenge  the  Book  Program  attempts  to  meet. 

The  Book  Program  is  a  pioneering  program — one  that  Congress  had  the  foresight  to  create  long 
before  the  studies  focused  on  book  access  and  pleasure  reading  as  crucial  factors  to  children's  long- 
term  reading  success.   It  is  the  only  nationwide  effort  that  actually  gets  books  to  children  on  a 
massive  scale  and  gets  them  to  read  often  and  well. 

IBDP  IS  A  HIGHLY  EFFECTIVE  PROGRAM  THAT  CARRIES  A  SMALL 

PRICE  TAG 

In  terms  of  the  billions  of  dollars  in  this  Committee's  jurisdiction,  the  Book  Program  is  small  indeed. 
And  its  impact  could  be  easily  overlooked.   It  is  far  more  than  a  program  that  distributes  books. 
But,  perhaps  we  at  RIF  have  not  emphasized  enough  the  magnitude  of  its  accomplishments — an 
impact  that  is  larger  and  more  far-reaching  than  its  name  or  budget  would  suggest. 

The  relatively  few  dollars  appropriated  to  the  Book  Program  are  at  work  in  every  State,  the  District 
of  Columbia,  Puerto  Rico,  the  U.  S.  Virgin  Islands  and  Guam.  Through  its  grassroots  network, 
operating  in  more  than  15,000  locations,  the  Book  Program  puts  dollars  to  work  for  children  in 
almost  every  Congressional  district,  bringing  books  and  reading  motivation  to  children  in 
communities  across  the  nation. 

Wherever  the  Book  Program  is  at  work,  children  are  reading  more,  reading  better,  using  the  library 
more,  they  are  becoming  motivated  learners,  and  their  parents  are  joining  in  their  education. 
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Each  year,  the  Book  Program  reaches  about  three  million  children,  last  year  getting  some  10  million 
books  into  their  hands  and  homes.   And  each  year,  the  Book  program  leverages  about  $3  in  funds, 
goods,  and  services  for  every  federal  dollar  invested. 

Behind  these  statistics  there  is  a  larger  story — the  story  of  real  people  making  a  real  difference  in  the 
lives  of  children,  their  families,  and  their  communities.  First,  there  are  the  161,000  grassroots  RTF 
volunteers  who  work  side  by  side  with  children  to  get  them  reading. 

We've  often  heard  the  adage  that  it  takes  a  whole  village  to  raise  a  child.   From  Corporate  CEOs  to 
Head  Start  mothers,  from  concerned  teenagers  to  elected  officials,  these  volunteers  are  bringing  the 
village  to  the  child,  sending  them  the  clear  message  that  "this  village  wants  you  to  grow  up  reading." 
It  is  a  message  children  hungrily  absorb  thanks  to  the  attention  of  these  caring  adults.  The  children 
are,  for  the  most  part,  children  on  the  fringes  of  society's  mainstream.   For  many,  life  is,  quite 
simply,  a  nightmare.   But  thanks  to  the  Book  Program  and  the  volunteers  it  attracts,  these  children 
can  now  dare  to  dream  of  a  different  kind  of  life,  one  that  Includes  lifelong  learning. 

For  these  children,  who  have  so  little,  owning  books  becomes  a  special  matter  of  pride,  and  reading 
them  becomes  a  priority.   Perhaps  the  story  of  a  little  boy  who  grew  up  in  Harlem  best  illustrates 
this  point.   From  a  broken  home,  he  was  shuffled  from  foster  home  to  foster  home,  from  school  to 
school.   He  had  a  ragtag  little  bag  in  which  he  kept  his  most  precious  possessions — his  RTF  books. 
The  adults  in  his  life  changed,  his  home  environment  changed,  almost  everything  about  his  life 
changed,  except  one  thing.  He  always  had  with  him  his  little  bag  filled  with  books,  the  one  important 
constant  in  his  life.     In  the  Book  Program,  there  are  thousands  of  variations  on  this  story  that 
illustrate  the  impact  of  owning  and  reading  books. 

We  call  it  a  book  program.   But  in  reality,  it  is  far  more.   It  is  a  reading  program,  a  learning 
program,  a  parent  involvement  program.   And  most  important,  it  is  a  flexible  education  program. 
Unlike  most  education  programs,  the  Book  Program  can  go  to  children  wherever  they  are — not  just 
in  schools,  but  in  such  places  as  migrant  labor  camps,  juvenile  detention  centers,  hospitals,  homeless 
shelters — wherever  there  are  children  in  need  of  the  Book  Program's  services. 

Another  look  at  the  story  beyond  the  statistics  reveals  the  extent  to  which  the  book  program  has 
leveraged  support  for  a  series  of  complementary  and  stunningly  successful  specialized  programs 
targeted  for  some  of  the  nation's  children  and  families  most  in  need  of  special  assistance.  These 
initiatives  are  funded  through  private,  non-governmental  sources,  leveraged  by  and  built  upon  the 
foundation  of  the  Book  Program.   They  include: 

♦  Training  of  Head  Start  parents  to  operate  RTF  projects,  providing  them  the  tools  to  encourage 
reading  and  language  development  at  home. 

♦  Programs  for  teen  parents  that  both  enhance  the  teens'  reading  capabilities  and  teach  them 
how  to  bring  up  their  children  in  a  literacy-rich  environment 
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♦  Training  for  parents  to  take  an  active  role  in  running  school-based  RIF  programs  for  their 
children. 

♦  Training  of  low-literacy  level  parents  in  adult  learner  programs  in  the  variety  of  skills  needed 
for  operating  a  RIF  project  for  their  children. 

All  of  these  programs  have  the  dual  advantage  of  training  the  parents  in  management,  budgeting, 
book  selection,  organization,  and  developing  creative  reading  incentive  activities  while  at  the  same 
time  aiding  them  in  bringing  up  their  children  as  readers. 

The  IBDP  has  also  been  the  foundation  for  such  RTF  special  privately  funded  programs  as: 

A  targeted  reading  challenge  program  for  first  gTaders  as  they  enter  school; 

Family  reading  rallies,  workshops  and  training  sessions,  thus  far  attracting  in  excess  of 
100,000  participants; 

An  interdisciplinary  science  and  reading  program  involving  upper  elementary  school  students 
in  hands-on  science  activities  and  book  selection; 

A  cross-age  community  service  program  engaging  middle  school  students  in  reading-related 
service  to  younger  children. 

Annual  poster  and  at-home  reading  contests  that  provide  mid-winter  motivation  to  young 
readers  across  the  country; 

Reading  comers  and  books  for  both  parents  and  children  in  homeless  shelters; 

A  series  of  guidance  booklets,  including  some  at  low  literacy  levels  and  two  in  Spanish,  to 
aid  parents  in  their  quest  to  get  their  children  to  read. 

These  targeted  programs  and  materials  are  built  upon  the  expertise,  insight,  and  momentum  gained 
through  the  Inexpensive  Book  Program.   But  all  have  been  developed  and  disseminated  at  no  cost  to 
the  government.  The  stable  foundation  of  the  Book  Program  has  enabled  RIF  to  develop  partnerships 
and  attract  investments  of  time,  money,  and  in-kind  services.   As  a  result  of  the  IBDP,  RTF  has 
become  a  respected  partner  to  some  of  the  nation's  most  prominent  corporations,  foundations,  and 
service  organizations,  as  well  as  those  institutions  most  involved  in  children's  education. 

A  few  of  the  groups  with  whom  RIF  has  formed  partnerships  to  benefit  families  and  children 
include:   Chrysler  Corporation,  Kiwanis  International,  PTOs  &  PTAs,  Lions  Clubs,  Boys  &  Girls 
Clubs,  Libraries,  Jaycees,  Even  Start,  local  businesses,  American  Express,  Head  Start,  Rotary  Clubs, 
and  others.  These  partners,  and  many  more,  invest  in  RIF  because  the  RIF/Book  Program  is  a  sound 
and  time-tested  means  to  improve  the  quality  of  education  in  America.   RIF  is  able  to  offer  a 
program  of  sufficient  scope  and  impact  to  merit  these  many  broad-reaching  partnerships  thanks  to  the 
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existence  of  the  Book  Program.  As  such,  the  IBDP  is  the  cornerstone  upon  which  RIF  has  built  a 
national  movement  for  children's  literacy — a  movement  that  engages  people  at  all  levels,  from  the 
corporate  board  room  to  the  local  PTA. 

Look  behind  the  statistics  and  one  recognizes  that  the  Book  Program  has  widespread  appeal. 
Communities  understand  it,  see  its  tangible  results,  and  want  it  for  their  children.   Recently,  RIF 
made  a  limited  announcement  that  a  small  amount  of  money  may  be  available  to  start  new  programs. 
In  about  a  month's  time,  we  received  more  than  1,000  applications — this  despite  the  fact  that  local 
groups  get  Federal  monies  only  for  the  purchase  of  books.  They  receive  no  monies  for 
administration,  must  come  up  with  a  matching  share  themselves  and  must  absorb  all  other  costs  of 
the  project.  We  hope  we  can  provide  help  to  perhaps  10%  of  those  who  applied. 

One  does  not  often  hear  the  government  praised  for  the  way  it  spends  the  taxpayers'  money.   But  the 
Book  Program  is  one  federally  supported  program  with  an  entirely  different  story.    It  is  not 
uncommon  for  us  to  hear  people  like  the  school  administrator  in  Oregon.   Noting  that  although  the 
Book  Program  is  only  one  of  many  programs  he  administered  and  it  had  the  smallest  budget,  he  said, 
"I  strongly  feel  it  is  the  best  and  most  effective  expenditure  of  educational  funds  that  I  have  seen." 

Equally  positive  reviews  of  the  RIF  Book  Program  come  from  other  quarters.   In  December,  Parents 
magazine  named  RIF  one  of  the  nation's  top  15  "charities  that  really  help  kids."  And  RIF  was  one  of 
fewer  than  ten  of  the  300  organizations  studied  to  receive  an  A  plus  rating  from  the  American 
Institute  of  Philanthropy  in  its  Charities  Rating  Guide. 

But  for  all  its  acclaim  and  success,  the  lack  of  funds  prevents  the  Book  Program  from  reaching  too 
many  children  who  need  it  most   There  are  many  reasons  why  young  people  need  the  Book 
Program.   Not  all  are  easily  quantified.   But  one  clearly  documented  indicator  of  the  need  is  the  14 
million  American  children  who  live  in  poverty.   Obviously,  most  are  beyond  the  program's  financial 
reach. 

The  National  Education  goals  set  an  ambitious  standard  for  the  nation.  The  Book  Program's  positive 
impact  on  children's  attitudes  towards  reading,  on  home  involvement  with  books,  and  on  reading 
frequency  and  ability  supports  progress  towards  achieving  five  of  these  National  Education  Goals: 

•  GOAL  1:    READINESS  FOR  SCHOOL 

•  Helping  preschool  children,  many  in  Head  Start  and  Even  Start  programs,  to  develop 
language  and  pre-reading  skills,  and  a  love  of  books 

•  Training  parents  as  first  teachers 

•  GOAL  2:   HIGH  SCHOOL  COMPLETION 

•  Creating  better  readers  who  are  then  more  likely  to  stay  in  school 

•  GOAL  3:   STUDENT  ACHIEVEMENT  &  CITIZENSHIP 

•  Training  middle  and  high  school  students  to  become  literacy  mentors  to  younger 
children 
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•  GOAL  4:  SCIENCE  AND  MATHEMATICS 

•  Addressing  the  correlation  of  books  and  reading  in  the  home  and  performance  in  math 
and  science 

•  Involving  4th  and  5th  graders  in  a  special  program  to  combine  reading,  science  and 
technology 

•  GOAL  5:  ADULT  LITERACY  AND  LD7ELONG  LEARNING 

•  Instilling  a  love  of  books  and  reading  in  millions  of  children  who  will  grow  up  to  be 
literate,  reading  adults 

•  Involving  low-literate  adults  as  program  volunteers  and  leaders. 

Clearly  the  Book  Program,  as  operated  by  Reading  Is  Fundamental,  makes  important  contributions 
toward  achieving  the  literacy  and  education  goals  America  has  set  for  itself.   And  it  is  doing  so  at 
very  little  cost  to  the  taxpayer — only  $3.23  per  child  last  year.      The  RTF  Book  Program  costs  a 
litde  but  it  achieves  a  lot — far  more  than  its  price  tag  or  its  name  would  suggest.   In  fact,  the  Book 
Program  brings  back  to  the  taxpayer — and  the  country — far  more  than  it  costs.   This  is  what  the 
taxpayers  are  getting  for  their  dollars: 

A  program  that  turns  children  into  readers. 

A  program  that  attracts  widespread  community  and  private  sector  support 

A  program  whose  results  are  visible,  tangible,  understood  and  wanted  in  communities 
around  the  country. 

A  program  that  is  accountable. 

A  program  with  a  track  record  of  success. 

In  general,  there  is  very  little  that  $3.23  will  buy  today.   But  through  the  Book  Program,  $3.23  buys 
a  child  a  more  promising  future. 

We  respectfully  ask  the  Congress  to  make  a  modest  but  important  investment  in  our  children's 
future  with  a  $10.7  million  Fiscal  '95  appropriation  for  the  Inexpensive  Book  Distribution 
Program. 
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Ms.  Pelosi.  Thank  you  very  much,  Ms.  Graves.  Please  be  as- 
sured that  the  committee  appreciates  the  worth  of  what  you  do.  My 
own  personal  fear  is  that  we  are  becoming  a  country  of  readers  and 
nonreaders,  and  that  distinction  has  great  impact  in  terms  of 
equality  in  our  country  and  in  access  to  a  brighter  future  for  many 
of  our  children.  So  I  applaud  what  you  are  doing  and  will  make 
your  testimony  known  to  my  colleagues.  Thank  you  so  much  for 
what  you  do  and  for  being  here  today. 


Thursday,  February  10,  1994. 

WITNESS 
CHRISTINE  BRUNSWICK,  NATIONAL  BREAST  CANCER  COALITION 

Ms.  PELOSI.  Next,  Ms.  Christine  Brunswick  from  the  National 
Breast  Cancer  Coalition.  Welcome,  good  morning.  Your  statement 
will  be  placed  in  the  record.  And  please  proceed  as  you  wish. 

Ms.  Brunswick.  Thank  you. 

Madam  Chair,  thank  you  for  the  opportunity  to  testify  today.  I 
am  Christine  Brunswick,  a  three-year  breast  cancer  survivor  and 
a  member  of  the  Board  of  the  National  Breast  Cancer  Coalition. 
The  National  Breast  Cancer  Coalition  is  a  grassroots  advocacy  ef- 
fort which  began  January,  1991.  The  Coalition  now  numbers  252 
member  organizations. 

As  this  committee  contemplates  the  funding  level  for  breast  can- 
cer research  at  the  National  Institutes  of  Health,  we  want  to  share 
with  you  our  strong  belief  that  the  effort  to  eradicate  breast  cancer 
is  at  a  very  critical  juncture.  During  the  past  three  years  of  the 
Coalition's  existence,  with  support  from  this  committee,  funding  for 
breast  cancer  research  at  NIH  has  tripled  from  $100  million  in  fis- 
cal year  1991,  to  $300  million  in  fiscal  year  1994.  During  this  same 
period,  $210  million  was  appropriated  to  the  Department  of  the 
Army  for  breast  cancer  research. 

While  increased  funding  is  a  critical  element  to  finding  the  cause 
and  cure  for  breast  cancer,  funding  alone  is  not  enough.  A  national 
strategy  is  essential.  Towards  this  end,  last  May  the  Coalition 
launched  a  campaign  to  obtain  2.6  million  signatures,  one  signa- 
ture for  every  woman  living  with  breast  cancer  in  this  country. 
These  signatures  were  on  a  petition  requesting  that  President  Clin- 
ton declare  the  eradication  of  breast  cancer  a  national  priority  and 
that  he  move  to  develop  a  national  plan  of  action  to  achieve  this 
goal. 

On  October  18th,  250  Coalition  activists  were  welcomed  to  the 
East  Room  of  the  White  House  where  they  presented  petitions 
signed  by  2.8  million  individuals  to  President  Clinton,  Hillary 
Rodham  Clinton,  and  Secretary  Shalala.  In  response,  the  President 
requested  the  Secretary  Shalala  convene  a  summit  to  develop  a  Na- 
tional Action  Plan  on  Breast  Cancer.  The  summit  was  convened  in 
December  at  the  National  Institutes  of  Health.  It  was  a  historic 
gathering  of  over  150  scientists,  consumer  activists,  public  policy- 
makers, and  leaders  from  the  corporate  world.  The  scientists  and 
consumers  worked  together  in  a  unique  and  unprecedented  part- 
nership. 
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After  meeting  for  a  day  and  a  half,  the  participants  made  rec- 
ommendations for  very  specific  action  in  three  areas.  Research, 
health  care  delivery,  and  information  dissemination.  We  want  to 
share  with  you  some  of  the  overarching  research  goals,  as  well  as 
some  of  the  specific  action  recommendations.  There  was  a  consen- 
sus at  the  summit  that  there  are  many  promising  research  avenues 
to  explore,  priorities  for  enhancing  research  on  breast  cancer  run 
the  gamut  from  basic  biological  research  such  as  cell  biology  and 
the  mechanism  of  the  disease,  to  clinical  and  epidemiological  stud- 
ies. 

The  best  areas  of  opportunities  must  be  funded.  New  initiatives, 
including  those  in  areas  such  as  environmental  carcinogenesis  and 
gene  mapping,  deserve  serious  consideration.  Additional  research  is 
desperately  needed  for  new  means  of  early  detection.  Investigator- 
initiated  research  on  breast  cancer  should  be  expanded.  A  steady 
stream  of  funding  from  public,  private  and  commercial  sources  is 
key.  Besides  the  need  for  a  major  infusion  of  funds,  the  following 
specific  actions  would  be  enormously  helpful:  One,  to  create  a  na- 
tional resource  bank  for  biological  material  relevant  to  breast  can- 
cer. Two,  to  establish  a  study  section  for  breast  cancer  with 
consumer  representation  to  review  grants  for  translation  studies. 
Three,  the  spore  mechanism  must  be  continued,  expanded  and  fully 
funded.  Barriers  must  be  removed  from  collaborative  and  multi- 
disciplinary  research.  Four,  provide  for  forgiveness  of  federally 
guaranteed  professional  school  loans  for  M.D.s,  nurses,  and  Ph.D.s 
who  agree  to  spend  two  years  of  training  in  research  and  devote 
two  years  to  breast  cancer  research. 

Under  the  leadership  of  Secretary  Shalala,  a  historic  National 
Action  Plan  has  been  developed.  If  it  is  implemented,  significant 
strides  can  be  made  that  will  diminish  morbidity  and  mortality 
from  this  dread  disease  in  our  lifetime.  We  cannot  allow  this  action 
plan  to  become  another  report  on  the  shelf  of  the  federal  bureauc- 
racy. 

The  National  Breast  Cancer  Coalition  urges  that  $497  million  be 
appropriated  for  breast  cancer  research  at  the  National  Institutes 
of  Health  for  fiscal  year  1995.  This  is  the  amount  recommended  by 
the  National  Cancer  Institute  in  its  bypass  budget.  We  believe  that 
the  National  Action  Plan  provides  the  blueprint  to  achieve  the  criti- 
cal breakthroughs  needed  to  eradicate  breast  cancer.  The  time  to 
act  is  now.  A  comprehensive  plan  outlines  the  options.  An  unprece- 
dented spirit  of  cooperation  exists  among  scientists,  consumers  and 
the  corporate  world. 

$497  million  is  a  wise  investment.  We  ask  this  committee  to  do 
whatever  it  can  to  find  the  funds.  The  2.6  million  women  who  now 
have  breast  cancer  deserve  no  less.  Thank  you  for  your  consider- 
ation and  we  look  forward  to  working  with  you  in  the  future. 

Ms.  Pelosi.  Thank  you  very  much.  As  you  know,  the  President 
has  requested  an  increase  in  his  budget,  where  there  haven't  been 
very  many  increases. 

Ms.  Brunswick.  Right,  and  we  are  very  pleased  we  were  named. 

Ms.  Pelosi.  I  see  you  want  more  than  that.  And  I  know  that  my 
colleagues,  Representative  Lowey  and  Representative  DeLauro,  in 
addition  to  my  other  colleagues,  will  most  certainly  take  your  re- 
quest under  consideration  and  you  can  be  assured  that  the  three 
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of  us,  especially  the  three  new  women  Members  on  the  Democratic 
side,  worked  hard  for  the  increase  in  the  committee  last  year  and 
will  continue  to  do  so  this  year. 

Ms.  Brunswick.  We  thank  you  for  all  that  hard  work. 

Ms.  Pelosi.  Thank  you  so  much  for  what  you  do  and  thank  you 
for  being  here. 


Thursday,  February  10,  1994. 

WITNESS 

LAURA    FELDMAN,    NATIONAL    ASSOCIATION    OF    CHILDREN'S    HOS- 
PITALS AND  RELATED  INSTITUTIONS 

Ms.  Pelosi.  Our  wrap  up  pitcher  is  going  to  be  Ms.  Laura  Feld- 
man.  Ms.  Feldman  is  from  the  National  Association  of  Children's 
Hospitals  and  Related  Institutions. 

Ms.  Feldman.  Thank  you.  Good  afternoon.  I  am  Laura  Feldman, 
Assistant  Director  for  Government  Relations  at  the  National  Asso- 
ciation of  Children's  Hospitals  and  Related  Institutions,  NACHRI. 
I  am  substituting  for  Dennis  Sexton,  the  Chairman  of  NACHRI, 
and  Chief  Executive  Officer  of  all  Children's  Hospital  in  St.  Peters- 
burg, Florida.  Mr.  Sexton  was  fogged  in  this  morning,  so  I  am  sub- 
stituting. On  behalf  of  NACHRI,  I  would  like  to  thank  you  for  the 
opportunity  to  testify  on  fiscal  year  1995  child  health  appropria- 
tions. His  full  testimony  will  be  submitted  for  the  record.  I  will 
keep  it  brief  since  I  know  I  am  the  last  one. 

Ms.  PELOSI.  Be  assured  that  your  full  statement  will  be  in  the 
record. 

Ms.  Feldman.  NACHRI  represents  more  than  130  institutions  in 
the  U.S.  and  Canada,  including  freestanding  children's  hospitals, 
pediatric  departments  of  major  medical  centers,  and  specialty  hos- 
pitals such  as  pediatric  rehabilitation  facilities.  Virtually  all  chil- 
dren's hospitals  are  teaching  hospitals  and  research  centers,  as 
well  as  regional  referral  centers  for  specialized  pediatric  care. 

Children's  hospitals  represent  only  1  percent  of  hospitals.  They 
are  driven  by  the  unique  missions  of  serving  all  children  in  the 
community,  including  the  sickest,  poorest,  and  those  in  need  of  the 
most  specialized  care.  In  seeking  to  fulfill  their  missions,  children's 
hospitals  are  essential  providers  to  low-income  children,  regional 
referral  centers  for  children  with  special  health  care  needs,  essen- 
tial educators  of  pediatric  care  providers,  and  essential  centers  of 
pediatric  research. 

Because  of  their  unique  missions,  children's  hospitals  are  provid- 
ers of  care  to  children  with  special  health  care  needs.  Children 
with  special  health  care  needs  often  have  unique  health  care  prob- 
lems that  require  beyond  what  is  considered  "routine  care."  This 
population  includes  children  with  chronic  diseases  and  other  condi- 
tions that  do  not  necessarily  result  in  disabilities  or  handicaps. 

The  population  of  children  with  special  health  care  needs  in  the 
U.S.  is  increasing  and  children's  hospitals  play  a  critical  role  in 
caring  for  these  children.  Because  of  their  multiple  missions  as  es- 
sential providers,  specialized  regional  referral  centers,  centers  of 
pediatric  medical  education,  and  centers  of  child  health  research, 
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children's  hospitals  have  been  important  partners  in  a  number  of 
federally  funded  child  health  grant  programs. 

To  better  meet  the  health  and  social  service  needs  of  all  children 
in  the  U.S.,  including  children  with  special  health  care  needs, 
NACHRI  supports  a  strengthened  federal  investment  for  key  ma- 
ternal and  child  health  programs,  including  the  Maternal  and 
Child  Health  Block  Grant,  Emergency  Medical  Services  for  Chil- 
dren, Title  IV  of  the  Ryan  White  CARE  Act — the  pediatric  portion, 
the  Abandoned  Infants  Assistance  Program,  Immunizations,  and 
the  National  Institute  of  Child  Health  and  Human  Development. 

I  will  be  happy  to  answer  any  questions. 

[The  prepared  statement  of  J.  Dennis  Sexton  follows:] 
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TESTIMONY 


"FISCAL  YEAR  1995  LABOR,  HEALTH  AND  HUMAN  SERVICES, 
AND  EDUCATION  APPROPRIATIONS" 


Introduction 

Good  morning  Mr.  Chairman  and  members  of  the  subcommittee.    I  am  J.  Dennis  Sexton,  President 
and  Chief  Executive  Officer  of  All  Children's  Hospital,  Inc.,  in  St.  Petersburg.  Florida.   I  also  serve 
as  Chairman  of  NACHRI  —  the  National  Association  of  Children's  Hospitals  and  Related  Institutions. 
On  behalf  of  NACHRI,  thank  you  for  the  opportunity  to  testify  on  fiscal  year  1995  (FY  1995) 
appropriations  for  key  maternal  and  child  health  and  social  service  programs. 


Children's  Hospitals 

NACHRI  represents  more  than  130  institutions  in  the  U.S.  and  Canada,  including  free-standing 
children's  hospitals,  pediatric  departments  of  major  medical  centers,  and  specialty  hospitals  such  as 
pediatric  rehabilitation  facilities.   Virtually  all  children's  hospitals  are  teaching  hospitals  and  research 
centers  as  well  as  regional  referral  centers  for  specialized  pediatric  care. 

While  children's  hospitals  are  best  known  as  tertiary  level  hospitals  providing  specialized  inpatient 
care  for  very  sick,  disabled,  or  injured  children,  they  are  also  major  providers  of  outpatient  health 
and  social  services  for  children.    These  services  include  not  only  emergency  and  specialty  care  in 
ambulatory  settings  but  also  primary  and  preventive  care.    Indeed,  often  the  children's  hospital 
functions  as  the  primary  care  pediatrician  for  children  in  the  community  as  well  as  the  specialized 
hospital  for  children  with  acute  care  and  chronic  care  conditions  throughout  the  region. 

Children's  hospitals  represent  only  one  percent  of  all  hospitals.    They  are  driven  by  unique  missions 
of  serving  all    children  in  the  community,  including  the  sickest,  poorest,  and  those  in  need  of  the 
most  specialized  care.    In  seeking  to  fulfill  their  missions,  children's  hospitals  are: 

•  Essential  Providers  to  Low  Income  Children  —   Virtually  all  children's  hospitals  are  not- 
for-profit  and  located  in  major  metropolitan  areas,  meeting  the  primary  as  well  as  specialty 
care  needs  of  children  of  poorest  inner  city  neighborhoods.    On  average,  children's  hospitals 
devote  nearly  fifty  percent  of  their  care  to  children  whose  families  rely  on  Medicaid  or  are 
uninsured. 

•  Regional  Referral  Centers  for  Children  with  Special  Health  Care  Needs  -    Children's 
hospitals  are  also  regional  referral  centers  meeting  the  specialized  care  needs  of  children  with 
chronic  and  congenital  conditions.    Children's  hospitals  on  average  devote  more  than  sixty- 
five  percent  of  their  inpatient  days  and  seventy-five  percent  of  their  inpatient  charges  to 
children  with  at  least  one  chronic  or  congenital  condition.    Although  they  represent  only  one 
percent  of  the  nation's  hospitals,  children's  hospitals  care  for  twenty-five  percent  of  all 
hospitalized  children  with  chronic  and  congenital  conditions. 
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•  Essential  Educators  of  Pediatric  Care  Providers  --    As  educators  of  the  next  generation  of 

pediatricians  children's,  hospitals  train  over  twenty-five  percent  of  all  pediatricians  in  the  U.S. 
Together  with  the  pediatric  departments  of  major  university  medical  centers  they  train  the 
majority  of  pediatricians  and  virtually  all  pediatric  subspecialists. 

•         Essential  Centers  of  Pediatric  Research  --    Children's  hospitals  are  centers  of  excellence  for 
pediatric  research.    More  than  one  in  three  is  the  formal  sponsor  of  research  on  the  cause, 
prevention,  and  treatment  of  illnesses.    Many  more  participate  in  research  through  universities 
with  which  the  hospitals  are  affiliated.    For  example,  AIDS  in  children  was  first  identified  in 
a  children's  hospital;  polio  and  measles  viruses  were  first  cultured  at  a  children's  hospital. 

Because  of  their  multiple  missions  as  essential  providers,  specialized  regional  referral  centers, 
centers  of  pediatric  medical  education,  and  centers  of  child  health  research,  children's  hospitals 
have  been  important  partners  in  a  number  of  federally  funded  child  health  grants  programs, 
including  the  Title  V  Maternal  and  Child  Health  Block  Grant.  Emergency  Medical  Services  for 
Children,  pediatric  AID  health  service  delivery  and  research.  Abandoned  Infants  Assistance, 
and  the  National  Institutes  of  Health  (MFD. 


All  Children's  Hospital 

All  Children's  Hospital  is  a  168  bed  private,  voluntary,  tertiary  care  center  recognized  as  the  regional 
pediatric  referral  site  for  the  west  coast  of  Florida  and  a  leader  in  pediatric  health  care,  education, 
and  research.    It  is  representative  of  the  children's  hospital  community.     For  example: 

•  More  than  thirty-five  percent  of  our  beds  are  devoted  to  specialty  care,  and  more  than  half  of 
our  care  is  devoted  to  children  of  low  income  families  covered  by  Medicaid. 

•  In  addition  to  more  than  6,000  admissions  and  7,485  surgeries  annually,  we  provide  care 
through  more  than  78,000  outpatient  clinic  visits. 

•  Our  hospital  is  the  teaching  site  for  the  University  of  South  Florida  College  of  Medicine, 
training  pediatric  residents  and  subspecialists  about  children's  unique  needs. 

•  As  a  center  of  excellence,  our  hospital  is  actively  involved  in  pediatric  research,  including 
research  in  cancer  as  well  as  bone  marrow  and  kidney  transplantation. 

•  Finally,  All  Children's  Hospital  provides  numerous  community  education  and  outreach 
programs  aimed  at  health  promotion  and  disease  prevention.    Examples  include  participation 
in  the  National  SAFE  Kids  Campaign  and  sponsorship  of  ParentLine,  a  toll  free  number  on 
which  pediatric  experts  answer  questions  about  parenting,  medical  care,  and  children's  health 
and  safety. 
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Children  With  Special  Health  Care  Needs 

Children  with  special  health  care  needs  often  have  unique  health  care  problems  that  require  services 
beyond  what  is  considered  "routine  care."    They  include  children  with  chronic  diseases  and 
conditions  that  do  not  necessarily  result  in  disabilities  or  handicaps.    Facts  about  them  include  the 
following: 

•  The  population  of  children  with  special  health  care  needs  in  the  U.S.  is  increasing.    In 

1989,  five  percent  or  3.4  million  children  suffered  functional  limitations  due  to  a  chronic 
condition,  having  increased  steadily  from  about  2%  of  the  child  population  in  the  1960's. 
The  number  of  children  born  to  teenage  mothers,  children  exposed  to  drugs  in  utero,  or 
children  suffering  from  child  abuse  and  neglect  has  also  risen.  It  is  estimated  that  twelve 
percent  of  all  children  and  youth  have  diagnosable  mental  health  problems  and  twenty  percent 
of  children  under  1 8  years  of  age  have  learning,  emotional,  or  behavioral  problems,  according 
to  the  Institute  of  Medicine  (IOM). 

•  Although  children  with  special  needs  represent  only  a  small  fraction  of  all  children,  they 
often  require  the  most  resource  intensive  care  with  their  health  service  utilization  and 
costs  of  care  different  from  adults'.     A  study  conducted  for  NACHRI  by  the  Center  for 
Health  Policy  Studies  found  that  per  day  of  inpatient  care,  nurse  staffing  costs  were  thirty- 
nine  percent  higher  for  all  children  under  age  two  and  twenty-four  percent  higher  for  children 
between  ages  two  and  five  than  for  the  average  patient  (adults  and  children  combined). 
Higher  per  unit  cost  differences  are  also  true  for  children  with  special  health  care  needs 
requiring  respiratory  therapy,  physical  recreational  therapies,  certain  ancillary  services,  and 
social  services. 

•  Children's  hospitals  play  a  critical  role  in  caring  for  children  with  special  needs.    For 

example,  in  addition  to  caring  for  nearly  twenty-five  percent  of  all  hospitalized  children  with 
a  chronic  or  congenital  condition,  children's  hospitals  care  for  the  majority  of  hospitalized 
children  with  malignant  neoplasms,  cardiovascular  conditions,  cerebral  palsy,  and  respiratory 
asthma. 

All  Children's  Hospital  is  an  essential  provider  of  care  to  children  with  special  health  care  needs. 
We  clearly  recognize  that  very  sick  children  and  children  with  chronic  conditions  often  have  more 
complicated  health  care  needs  requiring  the  regional  services  of  a  children's  hospital.    For  example, 
when  it  comes  to  the  emergency  medical  care  requirements  of  critically  ill  and  injured  children,  we 
realize  that  "one  size  won't  fit  all."    Children  are  not  small  adults,  and  when  injured,  they  require 
care  sooner  than  adults.    Children  are  more  susceptible  to  inappropriate  care,  are  more  vulnerable  to 
sudden  shifts  in  medical  condition,  and  exhibit  different  symptoms  than  adults.  According  to  a  recent 
report  by  the  Institute  of  Medicine  (IOM),  children's  needs  have  often  been  overlooked  as  services 
have  been  developed  for  adult  trauma  and  cardiac  patients.    To  respond  to  the  needs  of  critically 
injured  children,  All  Children's  Hospital  is  establishing  its  own  emergency  ward.    The  new  facility 
will  provide  emergency  services  to  children  previously  only  available  at  the  adult  hospital. 

Children  with  HIV/ AIDS  are  another  population  of  children  with  special  health  care  needs,    ft  is 
estimated  that  through  September  1993,  4,906  children,  14,124  young  people  ages  13-24  and  40,702 
adult  women  had  been  diagnosed  with  AIDS.    The  U.S.  Centers  for  Disease  Control  and  Prevention 
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(CDC)  estimate  that  an  additional  1.500  -  2,000  newborns  are  infected  annually  due  to  perinatal 
transmission.    In  the  Tampa-St.  Petersburg  area  HIV/ AIDS  increased  165%  between  1992-1993. 
Children  and  families  affected  by  HIV/ AIDS  often  have  unique  health  and  social  service  needs.    All 
Children's  Hospital  is  a  key  provider  of  services  for  children  and  families  affected  by  HIV/ AIDS. 
We  are  pleased  to  be  affiliated  with  the  Tampa  Bay  Pediatric  AIDS  Demonstration  project,  a  project 
funded  under  Title  IV  of  the  Ryan  White  CARE  Act. 


Recommendations 

To  better  meet  the  health  and  social  service  needs  of  all  children  in  the  U.S..  including  children 
with  special  health  care  needs,  NACHRI  supports  a  strengthened  federal  investment  for  key 
federal  maternal  and  child  health  programs.    While  NACHRI  recognizes  the  tough  economic 
realities  now  facing  our  country,  we  also  understand  that  "children  can't  wait  while  adults  debate." 
For  FY  1995,  NACHRI  recommends  funding  levels  for  several  maternal  and  child  health  grants 
programs,  which  appears  at  the  end  of  my  testimony.    I  wish  to  highlight  the  following: 

•  Maternal  and  Child  Health  (MCH)  Block  Grant  --  the  MCH  Block  Grant  provides  funds 
to  states  for  a  broad  range  of  health  services,  including  preventive  and  primary  care  for 
children  and  services  for  children  with  special  needs.   A  portion  of  the  block  grant  is  retained 
at  the  federal  level  for  special  projects  of  regional  and  national  significance  (SPRANS)  and 
community  integrated  service  systems  (CISS).   NACHRI  recommends  $750  million. 

•  Emergency  Medical  Services  for  Children  (EMS-Q  --  the  EMS-C  Program  supports 
projects  designed  to  expand  and  improve  the  delivery  of  emergency  medical  services  to 
acutely  ill  and  seriously  injured  children.   The  program  funds  pre-hospital  and  hospital 
programs  which  provide  prompt  on-site  assessment  and  treatment  of  children's  emergency 
conditions  and  rapid  transit  to  appropriate  medical  facilities.     NACHRI  recommends  $10 
million. 

•  Ryan  White  AIDS  Program  (Title  W)   -  Title  IV  of  the  Ryan  White  CARE  Act  is  the 
federal  government's  primary  funding  source  for  pediatric/family  aids  services.   Projects 
funded  under  Title  IV  provide  access  to  comprehensive  care  for  families  affected  by  HIV 
infection  -  including  health  care,  social  services,  nutrition,  mental  health  services,  family 
support  and  educational  and  vocational  assistance.  Although  the  demand  for  services  provided 
under  this  program  has  grown  at  an  enormous  rate,  funding  for  pediatric/family  AIDS  services 
has  remained  essentially  level  for  three  years.   NACHRI  recommends  $42  million. 

•  Abandoned  Infants  Assistance  Program  —  this  program  provides  support  to  organizations 
for  projects  that  prevent  the  abandonment  of  hospitalized  infants  and  young  children  whose 
families  are  unable  to  take  them  home  when  they  are  medically  ready  for  discharge.   Many  of 
these  children  have  been  exposed  to  HIV  or  illicit  drugs  in  utero.    NACHRI  recommends 
funding  at  the  full  authorization  level,  $30  million. 

•  Immunizations  -  the  Centers  for  Disease  Control  and  Prevention's  (CDC)  Childhood 
Immunization  Program  supports  grants  to  states  and  localities  to  purchase  vaccines  and  to 
improve  the  safety  and  effectiveness  of  vaccine  delivery  to  children.   The  program  also  seeks 
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to  eliminate  childhood  diseases  caused  by  polio,  measles,  rubella,  and  reduce  the  health 
burdens  caused  by  mumps,  childhood  meningitis,  diphtheria,  pertussis,  and  tetanus.    NACHRI 
recommends  $888  million. 

Pediatric  Research  --  the  National  Institute  of  Child  Health  and  Human  Development 
(NICHD)  is  the  focus  of  child  health  related  research  at  the  National  Institutes  of  Health 
(NIH).    NACHRI  recommends  $775  million  for  the  NICHD.    We  also  believe  it  is 
important  for  Congress  to  give  more  attention  to  overall  funding  for  pediatric  research  across 
all  NIH  institutes.    In  his  "Health  Security  Act,"  President  Clinton  recommends  an  increased 
priority  on  funding  health  research  for  children.    Action  on  this  priority  does  not  need  to  wait 
for  al  action  on  health  reform.    It  can  begin  by  Congress  requesting  the  NIH  to  develop  a 
children's  agenda,  which  documents  current  funding  for  pediatric  research  in  all  institutes  and 
explains  its  research  priorities  for  children. 


CONCLUSION 

NACHRI  appreciates  the  opportunity  to  testify  on  funding  priorities  for  key  maternal  and  child  health 
programs.    Please  call  upon  our  organization  for  further  information. 

***************************************************************************************************** 


FY  1995  APPROPRIATIONS  RECOMMENDATIONS 
FOR  KEY  MATERNAL  AND  CHILD  HEALTH  PROGRAMS 

(in  S  millions) 


PROGRAM 

MCH  Block  Grant 

Community  and  Migrant  Health  Centers 

Healthy  Start 

National  Health  Service  Corps 

Immunizations  (CDC) 

Emergency  Medical  Services  for  Children  (EMS-C) 

Ryan  White  (Title  IV) 

National  Institute  for  Child  Health  and  Human  Development 

Abandoned  Infants  Assistance  Program 

Children  of  Substance  Abusers  Program 

Home  Visiting  for  At-Risk  Families  Program 


FY  1995  RECOMMENDATION 

750.0 
743.0 
100.0 
124.0 
888.0 

10.0 

42.0 
775.0 

30.0 

50.0 

30.0 
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Ms.  Pelosi.  That  was  very  clear.  Thank  you  very  much.  You 
have  very  clear  recommendations  and  I  will  be  sure  to  convey  them 
to  my  colleagues.  Once  again,  we  appreciate  your  testimony  today 
and  the  work  that  you  do.  Thank  you. 

The  subcommittee  is  adjourned  until  tomorrow  morning  at  10 
a.m.  It  will  be  Friday,  February  11th. 


Friday,  February  11,  1994. 

WITNESS 

ELIZABETH  MARINCOLA,  JOINT  STEERING  COMMITTEE  FOR  PUBLIC 
POLICY 

Ms.  DeLauro  [presiding].  Good  morning.  The  subcommittee  will 
now  come  to  order.  I  thank  you  hearty  souls  who  are  out  there  this 
morning.  Let  me  mention  that  the  Chairman,  Mr.  Natcher,  and 
also  Mr.  Porter  are  at  the  conference  committee  on  the  emergency 
supplemental,  so  I  am  going  to  fill  in  this  morning.  What  I  am 
pleased  to  do  is  to  welcome  our  public  witnesses  and  we  will  get 
started.  I  know  people  have  some  planes  and  trains  and  other 
things  to  make  today,  so  we  will  launch  right  in. 

First  is  Elizabeth  Marincola,  from  the  Joint  Steering  Committee 
for  Public  Policy.  Go  right  ahead. 

Ms.  Marincola.  Thank  you.  I  am  Liz  Marincola.  I  am  Executive 
Director  of  the  American  Society  for  Cell  Biology  and  I  am  rep- 
resenting today  our  society,  the  American  Society  for  Cell  Biology, 
the  American  Society  for  Biochemistry  and  Molecular  Biology,  the 
Biophysical  Society  and  the  Genetic  Society  of  America.  Dr.  Judah 
Folkman  called  me  from  Logan  Airport  at  5:30  this  morning  to  as- 
sure me  he  could  not  get  here  from  there,  and  he  conveys  his  apolo- 
gies and  his  thanks  and  appreciation  for  the  committee  allowing 
me  to  submit  his  testimony  for  him. 

Ms.  DeLauro.  Well,  we  are  pleased  to  have  you  with  us  today. 

Ms.  Marincola.  Thank  you  for  the  opportunity  to  express  our 
thanks  to  your  committee  and  other  Members  of  Congress  for  their 
support  of  biomedical  science,  and  especially  of  NIH  over  many 
years.  When  Dr.  Folkman  started  medical  school  in  1953,  he  helped 
to  care  for  patients  dying  of  kidney  disease  and  they  virtually  all 
underwent  lingering  death.  Then,  a  year  later,  the  first  kidney 
transplant  was  done.  A  stream  of  grants  from  the  NIH  established 
the  whole  field  of  transplantation.  Today,  it  is  so  common  for  a 
child  to  go  home  from  Children's  Hospital  with  a  new  kidney  or  a 
new  liver  or  a  new  heart  that  even  the  newspapers  are  no  longer 
interested. 

In  1963,  when  Dr.  Folkman  was  a  resident  training  to  be  a  sur- 
geon at  the  Massachusetts  General  Hospital,  there  was  no  way  to 
stop  massive  bleeding  from  a  stomach  ulcer  except  emergency  sur- 
gery and  removal  of  part  of  the  stomach.  These  terrifying  and  cost- 
ly operations  often  had  to  be  done  in  the  middle  of  the  night  and 
still  some  patients  died.  Today,  a  single  dose  of  an  intravenous 
drug  stops  that  bleeding.  Surgery  is  rarely  necessary.  This  treat- 
ment, administered  at  a  tiny  fraction  of  the  cost  in  pain  and  in  dol- 
lars, is  based  on  science  funded  by  NIH  grants  in  this  country  and 
by  parallel  work  in  Great  Britain. 
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Today,  physicians  also  routinely  employ  many  new  drugs  pro- 
duced by  bacteria  or  yeast  implanted  in  genes.  For  example,  the 
protein  which  dissolves  blood  clots  during  a  heart  attack,  or  human 
insulin,  or  the  proteins  which  treat  anemic  bone  marrow  or 
interferon  for  treating  babies  in  life-threatening  blood  vessel  tu- 
mors, or  the  diagnostic  tests  to  tell  who  has  AIDS  and  who  does 
not,  and  many  others. 

In  a  typical  hospital  pharmacy,  more  than  15  percent  of  the  pur- 
chases are  for  drugs  developed  by  gene  technology.  One  of  Dr. 
Folkman's  daughters  has  cystic  fibrosis,  and  ever  since  the  gene 
has  been  discovered,  she  awaits  the  day  when  she  can  be  treated. 
These  medical  advances  are  based  on  recombinant  technology, 
which  came  from  science  supported  by  NIH  grants.  But  they  are 
not  the  only  benefit  from  years  of  funding  by  Congress  of  bio- 
medical research.  There  are  now  more  than  1  thousand  bio- 
technology companies  in  this  country.  They  are  working  on  every- 
thing from  food  preservation  to  sewage  treatment  to  cancer  ther- 
apy. 

They  are  extraordinary  contributors  to  our  physical  and  economic 
well-being.  Precisely  because  of  the  stunning  success  of  NIH  re- 
search, advocacy  groups  for  cures  for  breast  cancer,  bladder  cancer, 
prostate  cancer  and  AIDS  send  to  Congress  petitions  with  hun- 
dreds of  thousands  of  signatures  asking  for  special  funding  for 
these  diseases.  The  senders  are  taxpayers  and  voters,  and  we  can 
imagine  what  this  political  pressure  is  like,  because  the  parents  of 
children  with  cancer  ask  all  the  time,  "Is  there  anything  that  can 
be  done  for  my  child?" 

But  the  problem  with  earmarking  funding  by  the  name  of  the 
disease,  although  well-intentioned,  is  that  it  can  sometimes  actu- 
ally prevent  grant  support  from  going  to  just  the  scientist  who 
might  make  a  critical  discovery  that  could  solve  the  problem.  Let 
me  give  an  example.  A  woman  with  breast  cancer  is  treated  ini- 
tially by  removal  of  the  cancer.  She  remains  perfectly  well  for  10 
years.  And  then  suddenly  she  develops  a  metastases  in  the  lung. 
Cancer  cells  sitting  in  the  lung  since  the  original  diagnosis  now 
grow  up  and  cause  her  death.  What  were  these  cells  doing  all  these 
years?  Did  they  stop  dividing?  Then  what  made  them  start  again? 
This  is  the  problem  of  dormancy.  One  of  the  many  unsolved  puzzles 
in  cancers. 

No  one  in  the  world  has  a  clue  how  this  works.  Who  will  figure 
it  out?  Perhaps  a  young  basic  scientist  studying  the  machinery  of 
the  cell  cycle  in  some  seemingly  arcane  system  much  simpler  than 
the  human,  like  the  fruit  fly  or  the  frog  egg.  But  this  Ph.D.  is  un- 
likely to  obtain  a  grant  for  the  funds  allocated  for  breast  cancer  be- 
cause no  one  has  made  the  connection  between  his  or  her  work  or 
the  dormancy  problem  or  anything  about  cancer.  Surprise  discov- 
eries can  pay  off  when  the  choice  of  research  projects  is  left  up  to 
the  individual  scientist  and  not  imposed  from  elsewhere. 

In  1960,  when  Dr.  Folkman  was  in  the  U.S.  Navy,  he  was  as- 
signed to  the  National  Naval  Medical  Center  in  Bethesda.  He  de- 
cided to  work  on  a  blood  substitute  that  would  be  simpler  to  keep 
in  a  blood  bank  on  an  aircraft  carrier.  A  surprise  finding  led  di- 
rectly to  the  principle  of  Norplant,  the  five-year  contraceptive  im- 
planted in  the  arm,  which  has  been  used  worldwide  for  the  past  20 
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years.  No  one  could  have  predicted  the  Navy  would  give  Norplant 
to  the  world,  but  it  is  true. 

A  final  example.  Cancer  researchers  discovered  by  surprise  that 
the  same  proteins  which  tumors  use  to  recruit  new  blood  vessels 
for  themselves  can  stimulate  new  blood  vessels  in  the  heart  of  ani- 
mals. And  in  fact  one  of  these  proteins  is  now  being  used  in  human 
clinical  trials  to  accelerate  healing  of  duodenal  ulcers  that  have 
failed  all  other  therapy. 

Furthermore,  these  same  proteins  appear  to  be  overproduced  in 
the  eye  of  diabetics  causing  blindness.  No  one  could  have  predicted 
that  grants  funding  from  the  National  Cancer  Institute  would  lead 
to  discoveries  which  are  being  studied  by  the  National  Eye  Insti- 
tute and  the  National  Heart,  Lung  and  Blood  Institute. 

On  behalf  of  20  thousand  scientific  researchers,  we  express  our 
appreciation  for  what  Congress  in  general  and  this  committee  in 
particular  have  done  to  provide  stable  funding  for  basic  biomedical 
research  over  the  past  decades.  We  hope  that  it  will  be  possible  to 
fund  the  NIH  in  1995  with  an  additional  $400  million  to  bring  the 
overall  budget  to  $11.9  billion. 

We  also  hope  that  you  will  be  able  in  some  way  in  the  present 
economic  environment  to  recognize  and  invest  in  the  long-term 
human  and  economic  benefits  of  basic  biomedical  research  in  order 
to  prevent  the  loss  of  a  generation  of  this  country's  brightest  young 
scientists  because  of  sudden  contractions  in  NIH  funding  or  be- 
cause of  constructed  funding  that  is  too  narrowly  focused. 

Thank  you. 

Ms.  DeLauro.  Thank  you  very,  very  much,  Ms.  Marincola.  As  a 
cancer  survivor  and  someone  who  has  been  the  recipient  of  first- 
rate  biomedical  research,  I  indeed  thank  you  and  thank  Dr. 
Folkman  for  his  excellent  testimony  as  well.  Thank  you  very  much 
for  being  here  today. 


Friday,  February  11,  1994. 

WITNESS 
STEPHEN  J.  RYAN,  M.D.,  ALLIANCE  FOR  EYE  AND  VISION  RESEARCH 

Ms.  DeLauro.  I  want  to  ask  Dr.  Steven  Ryart,  from  the  Univer- 
sity of  Southern  California,  the  Alliance  for  Eye  and  Vision  Re- 
search, to  please  come  forward. 

Dr.  Ryan.  Thank  you  Chairwoman  DeLauro  and  Congressman 
Bonilla.  It  is  a  distinct  pleasure  for  me  to  offer  testimony  in  sup- 
port of  increased  funding  for  the  National  Eye  Institute.  My  name 
is  Stephen  J.  Ryan,  and  as  Dean  of  the  University  of  Southern 
California  School  of  Medicine,  and  President  of  Doheny  Eye  Insti- 
tute, I  want  to  make  a  few  points  regarding  the  impact  of  eye  dis- 
ease that  may  help  illustrate  these  comments. 

First,  more  than  10  million  Americans  suffer  from  irreversible 
visual  impairment  related  to  eye  disease.  Secondly,  the  direct  and 
indirect  cost  is  over  $38  billion  a  year  in  terms  of  cost  to  the  Amer- 
ican public.  We  in  health  care  are  acutely  aware  of  the  concerns 
about  the  federal  budget,  the  many  demands,  the  many  worthy 
causes  we  must  face,  and  yet  it  is  our  context  that  investment  in 
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eye  and  vision  research  is  one  of  the  best  investments  that  can  be 
made  in  this  Nation. 

Again,  applauding  and  agreeing  with  all  the  comments  made  in 
the  previous  testimony  as  to  the  importance  of  NIH  and  biomedical 
research  in  general,  when  we  consider  that  last  year  when  I  had 
the  privilege  of  testifying  to  this  committee  on  February  25th,  the 
administration  had  just  announced  its  1.3  percent  proposed  cut  in 
appropriations  for  the  NEI  budget,  which  was  one  of  the  five  larg- 
est proposed  cuts  for  an  NIH  institute.  Thanks  in  great  part  to  this 
committee  and  to  your  leadership,  we  really  received  a  5.2  percent 
increase  over  the  previous  fiscal  year.  It  really  was  this  commit- 
tee's doing,  and  we  are  deeply  indebted  to  you  for  what  you  have 
done  not  only  for  the  entire  NIH,  but  particularly  for  NEI. 

We  support  the.  $413  million  budget  for  the  National  Eye  Insti- 
tute. This  budget  is  based  upon  a  five-year  plan  submitted  by  the 
National  Advisory  Eye  Council.  NEI,  for  20  years,  has  had  a  series 
of  five-year  plans  that  is  driven  by  the  extramural  community,  sci- 
entists from  all  around  the  country,  who  come  together  in  these 
panels  because  there  is  a  very  close  working  relationship  of  the  in- 
tramural program  in  Bethesda  and  the  extramural  community  of 
researchers  when  it  comes  to  vision  research. 

There  are  four  main  areas  that  have  been  emphasized  in  this 
five-year  plan.  One  is  diabetic  eye  disease,  another  age  related 
macular  degeneration,  glaucoma,  and  cataract.  And  just  to  give  a 
couple  of  examples.  More  than  24  thousand  Americans  lose  their 
vision  each  year  from  diabetic  retinopathy.  And  the  laser  trials  by 
the  National  Eye  Institute  have  demonstrated  a  means  where  90 
percent  of  this  blindness  can  be  prevented. 

But  if  you  take  the  numbers  for  20  years,  from  1971  through 
1992,  the  total  investment  in  research  has  been  $181  million  in  re- 
lation to  diabetic  retinopathy.  That  is  the  most  basic  and  the  clini- 
cal trials  as  well.  And  the  savings  now  are  estimated  at  between 
$1.2  and  $1.6  billion  per  year.  So  the  reality  is,  in  terms  of  the  cost 
effectiveness,  this  is  really  100  to  one  return  to  the  American  tax- 
payer. And  those  are  real  today  that  really  show  up  by  the  stand- 
ard government  accounting  principles. 

While  researchers  are  closing  in  on  how  to  prevent  blinding  com- 
plications of  diabetes,  we  must  ensure  that  those  who  have  diabe- 
tes have  access  to  the  system  and  are  aware  of  the  importance  of 
being  assessed  and  evaluated  and  then  treated  as  appropriate. 

The  National  Eye  Institute,  with  its  national  eye  health  edu- 
cation program,  has  in  fact  a  public  education  program  to  alert  spe- 
cial populations,  notably  Latinos,  Native  and  African-Americans,  as 
to  their  predisposition  to  diabetic  retinopathy  so  that  they  might 
seek  earlier  detection  and  treatment.  Similar  outreach  is  being  con- 
ducted to  alert  African-Americans  to  the  ill  effects  of  glaucoma,  the 
second  leading  cause  of  blindness  in  the  country  and  the  leading 
cause  among  African-Americans,  who  are  five  times  more  likely 
than  Caucasians  to  develop  glaucoma. 

On  another  front,  of  the  estimated  33.9  million  Americans  who 
will  be  65  or  older,  1.7  million  of  these  citizens  have  age-related 
macular  degeneration,  and  of  that  group,  100  thousand  have  a  pre- 
cipitous loss  of  vision  and  the  others  have  a  more  slow  decline  but 
have  a  significant  visual  handicap.  It  is  now  possible  to  realize  that 
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with  new  knowledge  in  molecular  defects  in  macular  degeneration, 
we  can  develop  new  and  meaningful  strategies  to  approach  the 
aging  population,  because  the  other  side  is  more  the  changing  de- 
mographics. It  is  estimated  by  the  year  2025,  that  there  will  be 
over  6  million  Americans  affected  with  this  condition  if  we  do  not 
approach  this  with  research  now. 

And  so  funding  for  the  NEI,  which  is  widely  recognized  through- 
out the  country,  as  well  as  in  Bethesda,  as  a  well  organized  insti- 
tute, is  extremely  important  to  have  this  investment  in  our  Na- 
tion's future.  So,  in  short,  there  are  far  more  research  opportunities 
to  be  exploited  than  there  are  funds  to  pursue  them.  And  we  hope 
that  this  committee,  again,  will  be  supportive  of  the  National  Eye 
Institute  and  we  deeply  appreciate  your  support  in  these  challeng- 
ing times.  Thank  you  for  the  opportunity  to  testify. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  fellow  Committee  Members,  it  is  a  distinct  pleasure  to  provide 
testimony  in  support  of  increased  funding  for  the  National  Eye  Institute  (NEI)  of  the  National 
Institutes  of  Health  (NIH). 

My  name  is  Stephen  J.  Ryan  and  I  am  Dean  of  the  University  of  Southern  California 
School  of  Medicine  and  Chairman  of  the  Department  of  Ophthalmology,  as  well  as  President 
of  the  Doheny  Eye  Institute.  I  also  serve  as  President  of  the  newly  formed  Alliance  for  Eye  and 
Vision  Research  (AEVR),  founded  by  the  American  Academy  of  Ophthalmology  (AAO),  the 
Association  for  Research  in  Vision  and  Ophthalmology  (ARVO),  and  the  Association  of 
University  Professors  in  Ophthalmology  (AUPO),  comprising  approximately  50,000  members, 
whose  ultimate  goal  is  to  strive  for  optimum  eye  care  for  the  American  people.  I  am  here  to 
advocate  the  "Citizens'  Budget  Proposal"  for  Fiscal  Year  1995  funding  of  the  National  Eye 
Institute. 

More  than  10  million  Americans  suffer  from  irreversible  visual  impairment  and  about  one 
million  are  blind.  Over  100  million  Americans  wear  corrective  glasses  or  contact  lenses  to  see 
clearly  in  their  day-to-day  activities.  Visual  disorders  and  disabilities  impose  an  estimated  $22.3 
billion  in  direct  costs  and  an  additional  $16.1  billion  in  indirect  costs  on  our  society  each  year 
for  the  care  and  services  that  must  be  provided  to  people  who  are  visually  impaired.  In  fact, 
blindness  is  the  disability  most  feared  by  all  Americans. 

We  have  all  heard  cries  for  reductions  in  the  federal  budget.  Perhaps  we  in  health  care 
are  even  more  acutely  aware  of  these  concerns  since  our  nation  is  now  grappling  with  the  very 
difficult  issues  of  health  care  reform  and  cost  containment  for  health  care.  In  this  vein,  we  have 
a  vested  interest  in  ensuring  that  the  federal  dollars  we  spend  reap  the  best  possible  benefits. 
I  believe  that  medical  research,  and  eye  and  vision  research  in  particular,  is  one  of  the  best 
investments  we  can  make  in  this  nation.  Medical  research  not  only  contributes  to  reducing 
health  care  costs,  it  helps  to  guarantee  a  healthy  and  productive  work  force  for  America's  future. 

Thanks  to  the  Congress,  the  National  Institutes  of  Health  is  recognized  throughout  the 
world  as  the  leader  in  government-sponsored  medical  research.  The  finest  researchers  and 
scientists  at  NIH  and  across  the  country  collaborate  together  to  attempt  to  eradicate  troubling 
diseases  and  afflictions  that  affect  all  of  humankind.  We  are  now  tantalizingly  close  to  achieving 
many  of  our  health  research  goals  than  ever  before.  Unfortunately,  we  are  also  closer  to 
seriously  jeopardizing  the  opportunity  to  successfully  pursue  these  critical  goals. 

Last  year,  the  Clinton  Administration  1994  Budget  Request  recommended  a  1.3%  cut  for 
the  National  Eye  Institute  ~  one  of  the  five  largest  percentage  cuts  of  all  the  NIH  Institutes, 
nearly  $4  million.  This  recommendation  was  in  direct  contrast  to  the  Administration's  heavy 
investment  in  many  other  scientific  programs  of  the  Federal  Government  deemed  as  critical  to 
America's  future.  Thanks  in  large  part  to  your  leadership,  Mr.  Chairman,  and  that  of  your 
colleagues,  the  NIH  and  NEI,  in  particular,  actually  received  an  increase  of  5.2%  over  Fiscal 
Year  1993  levels.  Your  continuing  recognition  of  the  critical  investment  this  nation  must  make 
in  the  NIH  and  understanding  of  the  link  between  research  and  improved  treatment  methods  is 
vital  to  reaching  our  national  goals  of  reducing  the  federal  budget  and  containing  health  care 
costs. 

Moreover,  we  in  eye  and  vision  research  applaud  this  Committee  and  the  Congress  for 
resisting  the  temptation  last  year  to  earmark  funds  for  specific  types  of  diseases.  We  believe 
that  peer  review  works  to  fund  the  most  promising  research  opportunities  and  the  best  science. 
The  current  breakthroughs  in  molecular  biology  and  genetics  and  the  emergence  of  the  whole 
biotechnology  industry  are  products  of  the  generous  support  of  the  Congress  and  the  peer  review 
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support  of  basic  science  over  the  past  twenty-five  years. 

NEI  is  celebrating  a  quarter  century  of  sight  saving  research  accomplishments.  It  was 
my  privilege  to  serve  on  the  National  Advisory  Eye  Council  (NAEC),  in  which  I  had  the 
opportunity  to  witness  the  excellent  planning  and  responsible  stewardship  of  public  funds 
firsthand.  The  NEI  has  initiated  its  fourth  5-year  plan  in  concert  with  the  NAEC  and  after 
dealing  with  competing  interests  and  suggestions  from  the  scientific  community,  the  Council 
determined  a  budget  of  $412,790,000  to  meet  this  challenge. 

The  Alliance  for  Eye  and  Vision  Research  supports  the  NAEC-recommended  budget, 
referred  to  as  the  Citizens'  Budget,  for  Fiscal  Year  1995  funding  of  $412,790,000  for  the 
National  Eye  Institute.  This  represents  an  increase  of  $122,530,000  over  Fiscal  Year  1994 
funding  levels.  The  four  areas  of  highest  priority  concern  for  increased  funding  are:  age-related 
macular  degeneration  (AMD),  glaucoma,  diabetic  eye  disease,  cataract  and  basic  neuroscience 
research  that  underlies  these  four.  Underlying  the  attack  on  eye  disease  is  basic  neuroscience 
research.  It  is  research  on  these  four  eye  diseases  that  present  the  most  exciting  challenges  and 
opportunities  in  the  1990's,  and  which  are  highlighted  below. 

Of  the  estimated  33.9  million  Americans  who  will  be  aged  65  or  older  in  1995,  about 
1.7  million  will  have  visual  impairment  as  a  result  of  age-related  macular  degeneration. 
Approximately  100,000  of  these  individuals  will  experience  a  rapid,  catastrophic  loss  of  vision. 
With  time,  the  remaining  1.6  million  will  also  be  burdened  with  significant  visual  handicaps. 
Although  NEI-sponsored  research  has  demonstrated  the  effectiveness  of  laser  treatment  for  the 
neovascular  or  wet  form  of  the  disease,  there  is  no  proven  way  either  to  prevent  or  to  treat  the 
vast  majority  of  people  who  have  the  dry  form  of  the  disease.  Prevention  of  blindness  from 
AMD  could  result  in  significant  savings  to  society  and  decrease  the  number  of  Social  Security 
and  other  disability  payments.  While  the  cause  of  AMD  is  not  known,  it  is  believed  that  genetic 
as  well  as  systemic,  immunologic  and  environmental  factors  may  render  the  macula  susceptible 
to  degeneration.  If  the  molecular  defects  in  macular  degeneration  can  be  identified,  then  we  can 
use  this  knowledge  to  develop  new  strategies  for  preventing  the  disease. 

As  many  as  24,000  Americans  lose  their  vision  each  year  to  diabetes.  However,  as 
reported  to  you  last  year,  the  Early  Treatment  Diabetic  Retinopathy  Study  (ETDRS)  has 
demonstrated  that  currently  recommended  treatments  are  90%  effective  in  preventing  blindness 
in  patients  with  proliferative  retinopathy.  All  related  NIH  applied  and  clinical  research  (1971- 
1992)  support  on  diabetic  retinopathy  is  estimated  to  have  cost  $181  million.  The  estimated 
potential  one  year  savings  is  between  approximately  $1.2  and  $1.6  billion.  While  our 
researchers  are  closing  in  on  the  discovery  of  how  to  prevent  the  blinding  complications  of 
diabetes  to  begin  with,  we  must  ensure  that  all  those  who  currently  suffer  from  diabetes  know 
to  have  their  eyes  regularly  checked  for  signs  of  diabetic  retinopathy  and  that  they  are  treated 
if  necessary.  As  noted  in  your  committee's  Fiscal  Year  1994  appropriations  report,  the  NEI 
National  Eye  Health  Education  Program  (NEHEP)  has  specifically  designed  its  outreach  public 
education  program  to  alert  special  populations  —  such  as  Hispanics,  Native  and  African 
Americans  ~  to  their  predisposition  to  the  disease  and  to  their  need  to  seek  early  detection  and 
treatment. 

The  same  is  being  done  by  NEHEP  with  regard  to  alerting  African  Americans  to  the  ill 
effects  of  glaucoma  —  the  second  leading  cause  of  blindness  in  the  U.S.  —  and  the  leading  cause 
among  African  Americans,  who  are  five  times  more  likely  than  Caucasians  to  develop  the 
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disease.  In  fact  more  than  3  million  Americans  have  glaucoma,  but  most  are  unaware  of  its 
presence  because  of  the  insidious  nature  of  the  disease.  We  cannot  stem  the  debilitating  and 
costly  effects  of  these  diseases  if  we  do  not  get  the  proper  treatments  to  those  who  are  most  in 
need  of  them  before  they  suffer  irreversible  loss  of  vision. 

In  the  meantime,  based  on  studies  of  large  families  who  suffer  from  autosomal  dominant 
juvenile  glaucoma  (ADJG),  researchers  are  quickly  closing  in  on  the  location  of  the  gene  for  this 
particular  type  of  glaucoma.  They  recently  localized  it  to  chromosome  1 .  It  is  hoped  that 
locating  the  gene  responsible  for  one  type  of  glaucoma  may  help  to  elucidate  the  cause  and 
develop  improved  treatments  for  more  prevalent  forms  of  this  blinding  disease. 

The  annual  cost  of  cataract  lens  extractions  for  the  Federal  Government  is  approximately 
$5.0  billion.  If  the  rate  of  cataract  development  were  slowed  by  just  10  years  as  a  result  of 
research  discoveries,  then  approximately  50%  of  the  cataract  extractions  would  be  avoided  and 
$2.5  billion  could  be  saved  annually.  Additional  funds  for  the  NEI  would  help  us  to  meet  this 
achievable  goal  in  the  next  few  years. 

Funding  for  the  NEI,  recognized  as  one  of  the  best  managed  NIH  programs,  is  an 
important  investment  linchpin  in  our  nation's  future.  In  fact,  the  National  Eye  Institute  is  now 
celebrating  twenty-five  years  of  this  nation  investing  in  eye  and  vision  research.  A  museum 
quality  exhibit  entitled  "VISION"  is  currently  traveling  around  the  country  educating  the  public 
about  the  important  contributions  of  eye  and  vision  research  to  our  quality  of  life.  It  presents 
the  progress  and  future  of  vision  research  by  highlighting  the  anatomy  and  physiology  of  the  eye 
and  visual  system  through  the  use  of  interactive  modules;  artifacts  from  the  past  such  as 
eyeglasses,  advertisements,  equipment,  etc.;  common  eye  diseases  and  disorders,  focusing  on 
both  basic  and  clinical  research;  and  predictions  for  the  future  of  vision  research.  The  exhibit 
will  be  here  in  Washington,  D.C.'s  Union  Station  in  April  and  we  sincerely  invite  you,  your 
colleagues  and  staff  to  tour  it  at  that  time. 

In  the  remaining  paragraphs,  I  will  illustrate  some  other  exciting  breakthroughs  in  eye 
and  vision  research. 

A  multicenter  clinical  trial,  Supplemental  Therapeutic  Oxygen  for  Prethreshold 
Retinopathy  of  Prematurity  (STOP-ROP)  retinopathy  of  prematurity,  has  been  initiated  to  assess 
the  value  of  supplemental  oxygen  for  preventing  ROP.  ROP  is  a  sight-threatening  condition 
caused  by  an  abnormal  proliferation  of  blood  vessels  in  the  immature  retina  of  a  prematurely 
born  infant.  Should  this  new  treatment  prove  to  be  both  effective  and  safe,  nearly  5000  infants 
each  year  would  benefit  from  its  use.  Additional  participating  clinics  for  this  clinical  trial,  and 
an  expansion  of  basic  research  on  ROP,  are  needed. 

NEI-sponsored  research  has  already  assisted  in  providing  better  treatment  to  the  20 
percent  of  people  with  acquired  immunodeficiency  syndrome  (AIDS)  who  suffer  from 
Cytomegalovirus  (CMV)  retinitis,  a  potentially  blinding  disease  of  the  retina.  The  Foscarnet- 
Ganciclovir  Cytomegalovirus  Retinitis  Trial  compared  the  efficacy  and  safety  of  two  drugs  — 
foscarnet  and  ganciclovir  -  used  in  the  treatment  of  CMV  retinitis.  While  both  drugs  appeared 
to  be  equally  effective  in  halting  the  progression  of  CMV  retinitis  and  preserving  vision  in 
patients  newly  diagnosed  with  the  eye  disease,  the  patients  treated  with  foscarnet  lived 
approximately  4. 1  months  longer  than  those  who  received  the  ganciclovir.  According  to  NEI 
sources,  the  difference  in  mortality  between  the  two  treatment  groups  could  not  be  fully 
explained  by  the  differential  use  of  AZT.  Therefore,  the  findings  suggest  that  for  many  patients 
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with  AIDS  and  CMV  retinitis,  foscamet  may  be  a  better  initial  treatment  than  ganciclovir. 

NEI  is  also  conducting  a  trial  in  which  ganciclovir  is  administered  directly  into  the  eye 
with  the  use  of  a  new  surgically-implanted  device,  instead  of  systemically,  which  has  severe  side 
effects.  This  trial  marks  a  potentially  new  mode  of  therapy  for  the  treatment  of  many  ocular 
infections,  and  its  success  in  the  use  of  ganciclovir  will  undoubtedly  be  extended  extramurally 
to  additional  trials  using  a  variety  of  therapeutic  agents. 

Investments  in  eye  and  vision  research  also  hold  tremendous  promise  for  the  future, 
particularly  in  the  area  of  gene  therapy.  In  addition  to  the  juvenile  glaucoma  research  noted 
above,  the  NEI  intramural  program  is  collaborating  in  a  research  initiative  to  develop  the  first 
genetic  treatment  for  gyrate  atrophy,  an  autosomal  recessive  condition  resulting  in  chorioretinal 
degeneration  leading  to  blindness.  A  clinical  trial  conducted  by  intramural  scientists  pinpointed 
the  cause  of  the  degeneration  as  a  missing  enzyme  which  leads  to  a  destructive  accumulation  of 
ornithine.  With  this  critical  information,  scientists  were  able  to  identify  the  site  of  the  missing 
enzyme  on  chromosome  #10  in  patients  with  gyrate  atrophy,  making  this  a  most  promising  target 
for  gene  therapy.  In  addition,  they  have  now  cloned  the  gene.  Using  these  discoveries,  groups 
of  NEI  basic  and  clinical  investigators  have  launched  simultaneous  projects  to  develop  a 
transgenic  animal  model  that  mimics  the  disease  condition  and  to  develop  methods  of  altering 
cell  lines  to  replace  the  gene  and  successfully  insert  the  altered  cells  in  animal  models.  At  the 
same  time,  clinical  investigators  are  conducting  the  evaluations  necessary  to  identify  potential 
candidates  for  a  clinical  trial  of  the  therapy,  and  will  develop  modifications  of  the  gene  insertion 
for  human  application.  Investigators  believe  the  first  patient  selected  for  this  procedure  will 
undergo  gene  therapy  within  the  next  year. 

NEI-sponsored  researchers  are  also  making  significant  achievements  in  retinal 
degeneration  research  in  animals  in  which  deteriorating  photoreceptor  cells  are  rescued  by  the 
transplantation  of  normal  supporting  retinal  pigment  epithelium  (RPE)  cells  to  the  diseased 
retina.  This  work  has  been  carried  out  in  a  rat  mutant  in  which  a  defective  gene  is  expressed 
in  the  RPE  cells.  The  photoreceptors  and  RPE  have  different  functions,  but  are  metabolically 
interdependent.  While  these  exciting  experiments  are  still  at  a  very  early  stage,  further  advances 
in  this  area  could  offer  a  possible  therapeutic  approach  to  some  forms  of  Retinitis  Pigmentosis 
(RP)  and,  perhaps,  Age-Related  Macular  Degeneration  (AMD). 

Intramural  scientists  are  investigating  the  treatment  of  a  group  of  ocular  inflammatory 
processes,  known  as  uveitis,  that  are  responsible  for  approximately  10%  of  all  legal  blindness 
in  the  U.S.  Scientists  are  using  an  animal  model  of  experimental  autoimmune  uveitis  to  develop 
new  therapeutic  methods,  including  those  that  can  suppress  inappropriate  immune  reactions  that 
cause  inflammation,  without  the  need  for  steroids  or  other  drugs  that  have  unwanted  side  effects. 
One  such  effort  is  based  on  the  concept  that  the  eye  can  develop  a  tolerance  to  S-antigen,  one 
of  the  substances  in  the  retina  that  is  thought  to  initiate  inflammatory  processes.  Recently, 
investigators  successfully  reversed  ocular  inflammation  by  "tolerizing"  the  animals  with  oral 
doses  of  S-antigen,  without  initiating  an  immune  response.  This  work  proved  that  ocular 
inflammatory  diseases  can  be  manipulated  effectively  by  the  oral  administration  S-antigen. 
Scientists  have  begun  a  human  clinical  trial  of  this  methodology.  If  successful,  it  will  open  a 
new  era  in  the  treatment  of  sight-threatening  inflammatory  diseases. 

Over  the  past  twenty-five  years,  NEI's  investment  has  paid  off  in  numerous  ways,  not 
the  least  of  which  is  improved  methods  of  treatment  which  result  in  increased  and  better 


767 


retention  of  sight.  During  Fiscal  Year  1993,  the  NEI  provided  $234  million  to  support  1,358 
extramural  research  grants  and  contracts,  many  of  which  were  to  conduct  clinical  trials,  at 
approximately  240  institutions  in  42  states  and  the  District  of  Columbia.  Not  only  does  NEI 
invest  economically  in  many  U.S.  communities  as  its  grants  and  contracts  help  to  employ 
scientists,  researchers,  and  their  support  staff,  it  also  serves  as  an  investor  in  improved  health 
care  treatments  and  costs. 

In  short,  Mr.  Chairman  and  Members  of  the  Subcommittee,  there  are  far  more  research 
opportunities  to  be  exploited  than  there  is  funding  available  to  pursue  them.  Moreover,  we 
should  not  set  a  precedent  in  this  country  in  which  promising  basic  and  clinical  medical  research 
opportunities  are  not  pursued  because  dollars  are  targeted  to  studying  specific  diseases  at  the 
expense  of  others. 

It  is  precisely  the  research  community's  freedom  to  pursue  the  most  promising  research 
areas  that  has  brought  us  the  many  dramatic  success  stories  that  affect  each  and  every  one  of  us 
and  our  loved  ones.  Twenty-five  years  of  exciting  discoveries  in  eye  and  vision  research  have 
made  it  possible  to  better  ensure  quality  of  life  for  our  nation's  elderly  who  disproportionately 
suffer  from  a  variety  of  eye  diseases.  The  quality  of  life  for  our  nation's  elderly  is  highly 
dependent  on  their  ability  to  exercise  independence,  which  can  only  be  achieved  if  we  can 
increasingly  find  means  to  preserve  their  sight. 

In  summary,  Mr.  Chairman,  I  urge  you  and  your  colleagues  to  support  funding  for  the 
National  Eye  Institute  in  the  amount  of  $412,790,000  in  order  that  it  may  continue  to  serve  the 
American  people  by  preserving,  protecting  and  enhancing  their  eye  sight.  Thank  you  for  your 
consideration. 
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Ms.  DeLauro.  Thank  you  very,  very  much,  Dr.  Ryan.  This  is  a 
committee  under  the  chairmanship  of  Mr.  Natcher  who  is  very, 
very  interested  in  research  and  has  demonstrated  that  in  the  past. 
I  thank  you  for  your  testimony  this  morning. 

I  want  to  welcome  my  colleague,  Mr.  Bonilla.  I  didn't  see  him 
come  in  a  few  minutes  ago. 

Mr.  Bonilla.  Thank  you,  Madam  Chairwoman. 


Friday,  February  11,  1994. 

WITNESS 
SANDRA  C.  RAYMOND,  NATIONAL  OSTEOPOROSIS  FOUNDATION 

Ms.  DeLauro.  Let  me  call  Sandra  Raymond  from  the  National 
Osteoporosis  Foundation. 

Ms.  Raymond.  All  of  us  from  Connecticut  and  Pennsylvania 
know  how  to  get  through  the  snow,  don't  we? 

Ms.  DeLauro.  We  do.  I  am  not  so  sure  we  are  going  to  get  back 
there  today,  but  at  least  we  don't  cancel  the  night  before. 

Ms.  Raymond.  Right.  Madam  Chair  and  Members  of  the  commit- 
tee, I  am  Sandra  Raymond,  Executive  Director  of  the  National 
Osteoporosis  Foundation.  I  am  here  representing  not  only  the 
Foundation,  but  the  National  Coalition  for  Osteoporosis  and  Relat- 
ed Bone  Diseases,  which  includes  NOF  and  the  American  Society 
for  Bone  and  Mineral  Research,  the  Paget's  Foundation  and  the 
Osteogenesis  Imperfecta  Foundation. 

Madam  Chair,  in  virtually  every  city  newspaper  and  on  the 
evening  newscast,  we  hear  about  the  collapse  of  bridges  and  roads 
and  gas  line  explosions  and  power  outages  and  snow  and  water 
emergencies.  The  preventive  maintenance  of  our  Nation's  infra- 
structure has  not  taken  place,  as  we  all  know,  and  each  year  we 
ignore  the  problem  and  the  cost  of  repairing  our  crumbling  systems 
dramatically  increase.  The  disease  of  osteoporosis  can  be  likened  to 
our  own  country's  structural  problems.  Every  human  body  has  its 
own  infrastructure,  the  skeleton,  and  I  am  here  to  report  that  the 
American  population's  infrastructure  is  also  crumbling  and  is  badly 
in  need  of  repair.  When  you  see  little  children  with  osteogenesis 
imperfecta  who  suffer  from  fractures  beginning  in  the  uterus,  and 
when  you  see  an  older  person  with  bowed  legs  and  a  deformed 
skull  caused  by  Paget's  disease,  and  when  you  see  your  mother 
bends  over  from  a  collapsed  osteoporotic  spine,  having  difficulty 
breathing  and  eating  and  swallowing  because  her  rib  cage  is  push- 
ing against  her  abdomen,  that  is  when  you  realize  bones  are  very, 
very  important  to  the  infrastructure  of  your  being. 

As  you  know,  osteoporosis  is  a  bone  thinning  disease  which  leads 
to  devastating  hip  and  spinal  fractures.  It  is  a  major  women's 
health  problem  in  this  country.  It  affects  25  million  Americans  of 
all  ages,  80  percent  of  whom  are  women.  One  in  two  women  and 
one  in  five  men  have  fractures  associated  with  osteoporosis.  A 
woman's  risk  of  developing  a  hip  fracture  is  equal  to  the  combined 
risk  of  developing  breast,  uterine  and  ovarian  cancer,  and  the 
chemotherapy  used  to  treat  breast  cancer  also  causes  accelerated 
bone  loss,  thereby  causing  fractures  due  to  osteoporosis.  Each  year 
osteoporosis  accounts  for  1.5  million  fractures  including  300  thou- 
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sand  hip  fractures,  often  resulting  in  lifelong  disability,  nursing 
home  placement  and  even  death.  The  cost  to  society  exceeds  $10 
billion  annually  and  without  intervention,  these  costs  are  expected 
to  reach  more  than  $60  billion  by  the  year  2020  and  $240  billion 
by  the  year  2040. 

Madam  Chair,  osteoporosis  is  largely  a  preventable  disease.  It 
can  be  brought  under  control  by  building  strong  bones  during  the 
first  decades  of  life,  by  detecting  bone  loss  before  costly  breaks 
occur,  but,  mostly,  it  can  be  brought  under  control  by  increasing 
medical  research  leading  to  new  solutions.  In  1991,  osteoporosis  re- 
ceived a  one-time  $6  million  earmark  for  which  we  are  very  grate- 
ful to  this  committee.  This  money  helped  fund  the  exciting  research 
that  you  may  have  seen  on  the  nightly  newscasts  and  in  every 
major  newspaper  recently.  An  Australian  researcher  discovered  a 
gene  which  increases  the  risk  of  osteoporosis.  These  findings  may 
eventually  lead  to  a  simple  test  to  identify  very  early  on  who  is  at 
risk.  Thanks  to  the  earmark,  this  research  was  funded  by  the  Na- 
tional Institute  of  Arthritis  and  Musculoskeletal  and  Skin  Diseases, 
NIAMS,  the  leading  institute  for  osteoporosis  research. 

We  are  at  the  precipice  of  major  breakthroughs  in  osteoporosis 
research,  but  that  research  will  not  proceed  without  adequate  fund- 
ing. We  have  done  so  much  with  so  little  yet  so  much  more  remains 
to  be  done.  We  know  that  earmarks  are  not  popular,  but  at  a  mini- 
mum, NIAMS  should  be  brought  to  parity  with  NIH.  Over  the  last 
three  years,  NIAMS  has  only  been  able  to  fund  an  average  of  19 
percent  of  the  excellent  grants  they  receive  as  opposed  to  a  27  per- 
cent increase  for  NIH  overall.  A  multitude  of  worthy  research 
projects  goes  unfunded  year  after  year  while  another  generation  of 
women  and  men  suffer  from  osteoporosis  and  related  bone  diseases. 

NIAMS  is  woefully,  woefully  underfunded.  It  has  been  funded 
below  the  NIH  average  since  its  inception,  leaving  a  budget  short- 
fall of  almost  $139  million  over  the  past  eight  years.  If  NIAMS  had 
been  funded  at  parity  with  NIH,  it  would  have  $47  million  more 
in  1994  alone.  We  would  like  to  see  NIAMS  at  parity,  plus  an  infla- 
tion factor,  if  not  in  one  year,  then  phased  in  over  two  years,  in- 
creasing the  funding  by  about  12  percent  to  only  $250  million — this 
is  a  very  small  institute — in  fiscal  year  1995. 

The  NIH  Revitalization  Act  of  1993  authorized  $40  million  for 
osteoporosis  and  related  bone  diseases.  This  money,  while  yet  to  be 
appropriated,  clearly  underlines  the  intent  of  Congress  to  further 
support  the  important  work  needed  in  osteoporosis  research.  And 
the  other  important  institutes  that  are  working  on  this  disease, 
which  include  the  National  Institute  on  Aging,  the  NIDDK,  and  the 
National  Institute  of  Dental  Research. 

Are  we  going  to  neglect  our  human  infrastructure  in  the  same 
way  we  let  other  societal  infrastructures  crumble  or  are  we  going 
to  work  together  to  prevent  this  disease?  This  is  one  disease  that 
we  think  we  can  take  off  the  map.  Medical  scientists  agree  that 
this  disease,  if  it  had  a  reasonable  research  effort  and  if  we  had 
reasonable  preventive  measures  through  a  major  large-scale  public 
education  campaign,  is  one  disease  that  could  be  brought  under 
control  in  the  next  decade.  The  $240  billion  in  the  year  2040  will 
swamp  any  health  care  reform  system,  no  matter  what  we  put  into 
place. 
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So  I  thank  you,  Madam  Chair,  for  this  opportunity. 

Ms.  DeLauro.  Thank  you  very  much  for  your  compelling  testi- 
mony, Ms.  Raymond.  Does  my  colleague,  Mr.  Bonilla,  have  a  ques- 
tion? 

Mr.  Bonilla.  Thank  you,  Madam  Chair.  I  do  have  a  question. 
You  are  so  absolutely  right  about  prevention  and  the  great  strides 
in  research  that  have  been  made  to  prevent  osteoporosis.  Just 
think  where  we  were  20,  25  years  ago.  We  know  so  much  more 
now,  and  if  people  would  just  listen,  like  you  said,  through  edu- 
cational awareness  programs,  it  would  make  such  a  difference. 
There  has  been  some  research  results  that  have  been  discussed  in 
the  last  year,  a  little  more  in  prior  times,  about  antioxidants  and 
vitamin  A  and  E  and  betacarotenes  regarding  the  prevention  of 
osteoporosis.  Is  that  conclusive? 

Ms.  Raymond.  No.  There  is  only  about  $40  million  being  spent 
NIH-wide  on  osteoporosis  research.  There  is  virtually  no  research 
going  on  with  vitamins.  The  only  research  that  we  have  is  with  cal- 
cium and  also  with  some  estrogen.  But  $40  million  will  not  fund 
the  kind  of  research  that  is  needed.  You  know,  we  are  asked  very 
often  about  outcomes  research.  We  cannot  get  good  outcomes  re- 
search in  osteoporosis  because  we  do  not  even  have  good  basic  epi- 
demiological data.  The  two  studies  that  provide  us  with  the  infor- 
mation about  how  osteoporosis  is  prevalent  in  the  society  really 
comes  from  1976  data. 

So  we  are  so  far  behind  the  curve  with  research  on  this  disease, 
it  is  just  incredible,  and  yet  it  is  so  prevalent.  And  it  is  so  costly 
to  the  society.  We  had  hoped  that  when  the  $40  million  authoriza- 
tion was  put  into  place,  some  of  that  would  translate  into  appro- 
priations and  it  has  not.  And  in  fact,  last  year,  Members  of  Con- 
gress asked  me,  well,  the  Women's  Health  Initiative  is  a  major 
study  and  osteoporosis  is  included  in  that  study.  I  can  tell  you 
right  now  that  the  money  in  that  study  for  osteoporosis  research 
is  probably  minuscule,  may  not  even  be  a  million  dollars,  and  they 
are  looking  at  issues  on  which  we  have  studies  already.  What  that 
will  produce  will  be  confirmatory  studies  of  issues  that  have  al- 
ready relatively  been  resolved.  So  we  are  in  a  dire  situation  with 
this  disease  and  with  medical  research  on  this  disease. 

Mr.  Bonilla.  Thank  you.  And  I  am  particularly  interested  in 
this  because  of  the  direct  link  that  could  be  shown  with  the  anti- 
oxidants and  osteoporosis.  So  if  indeed  this  is  lacking 

Ms.  Raymond.  It  is  absolutely  lacking. 

Mr.  Bonilla.  It  is  because  of  funds.  I  will  certainly  look  into  it. 

Ms.  Raymond.  Thank  you.  It  is  absolutely  lacking,  as  are  all 
areas  in  this  research  area. 

Mr.  Bonilla.  Thank  you  very  much. 

Thank  you,  Madam  Chair. 

Ms.  DeLauro.  If  I  might  add  a  question.  In  the  Women's  Health 
Initiative,  is  there  a  clinical  trial  which  has  been  set  up  with  re- 
gard to  osteoporosis? 

Ms.  Raymond.  See,  osteoporosis  is  really  an  add-on,  I  think,  to 
that  study.  The  main  thrust  of  the  study  is  to  look  at  the  effects 
of  estrogen  replacement  therapy  on  the  heart  and  on  the  breast. 
And  osteoporosis  was  added  because  we  had  all  those  studies  that 
told  us  that  if  a  woman  at  menopause  who  experiences  extreme  es- 
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trogen  deficiency  is  replaced  with  estrogen,  she  will  reduce  the 
number  of  fractures  by  50  percent. 

But  the  issue  is:  Does  it  cause  an  increase  in  breast  cancer?  We 
have  an  analysis  of  that  which  says  there  is  a  slight  increase  so 
that  you  have  to  look  at  every  woman  individually  and  assess  her 
benefits  and  her  risks.  She  has  a  family  history  of  osteoporosis,  no 
family  history  of  breast  cancer.  She  may  well  be  a  candidate  for  es- 
trogen replacement  therapy. 

So  the  Women's  Health  Initiative  is  looking  at  crosscutting  clini- 
cal issues,  and  osteoporosis  was  added  on  because  it  was  a  natural. 
In  terms  of  whether  there  are  specific  clinical  trials,  no. 

Ms.  DeLauro.  Thank  you  very,  very  much. 


Friday,  February  11,  1994. 

WITNESS 

ANDREW  MECCA,  PH.D.,  NATIONAL  ASSOCIATION  OF  STATE  ALCOHOL 
AND  DRUG  ABUSE  DIRECTORS 

Ms.  DeLauro.  Dr.  Andrew  Mecca,  National  Association  of  State 
Alcohol  and  Drug  Abuse  Directors.  Good  morning,  Dr.  Mecca. 

Dr.  MECCA.  Thank  you.  I  am  honored  to  be  here,  Madam  Chair, 
Congressman  Bonilla.  From  Texas,  aren't  you? 

Mr.  Bonilla.  That  is  right. 

Dr.  Mecca.  May  I  have  the  protocol — if  I  abbreviate  my  remarks, 
the  full  written  ones  submitted  will  go  into  the  record? 

Ms.  DeLauro.  Absolutely,  yes. 

Dr.  Mecca.  Good.  I  am  honored  to  be  here  as  President  of 
NASADAD  to  speak  on  behalf  and  support  of  the  President's  $310 
million  recommendation  for  the  Department  of  Health  and  Human 
Services  augmentation  of  the  Substance  Abuse  Block  Grant,  as  well 
as  the  $45  million  proposed  increase  for  ONDCP's  forfeiture  funds. 

There  are  five  compelling  reasons  that  speak  loudly  to  this  aug- 
mentation, first  of  which  is,  as  you  know,  there  are  100  thousand 
individuals  currently  on  the  waiting  list  across  this  country.  In 
fact,  in  Connecticut,  you  have  over  1,700  right  now  this  morning 
who  are  knocking  on  doors  asking  for  help,  close  to  4  thousand  in 
Texas.  I  know  from  my  own  family  experience,  when  someone  asks 
for  help,  is  the  time  to  be  able  to  respond.  And  this  augmentation 
would  go  a  long  way  to  address  that.  And  these  individuals,  our 
data  documents  and  corroborates,  are  hard-core  users. 

The  second  compelling  reason  is  providing  for  prevention  and 
treatment  of  substance  abuse  for  low-income  individuals  who  have 
alcohol  and  drug  problems  which  will  reduce  medicaid  and  other 
collateral  costs.  As  you  know,  the  Center  for  Addiction  and  Sub- 
stance Abuse  in  New  York  did  a  very  sophisticated  study  that 
showed  that  20  percent  of  all  medicaid  recipients  were  there  expe- 
riencing collateral  health  problems  as  a  result  of  their  alcohol  and 
drug  abuse.  And  as  you  realize,  that  reaches  into  the  billions  of  dol- 
lars of  consequences. 

The  third  reason  providing  alcohol  and  drug  abuse  prevention 
and  treatment  services  will  provide  a  very  positive  impact  in  other 
areas,  particularly  the  Child  Welfare  League  of  America  estimates 
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that  60  to  80  percent  of  children  in  foster  care  came  from  dysfunc- 
tional alcohol  and  drug  abusing  families. 

The  fourth  reason,  the  prevention  activities  for  children,  youth 
and  adults  are  essential  if  we  are  to  combat  the  rise  of  alcohol  and 
other  drug  problems,  and  in  particular,  we  would  like  to  cite  the 
recent  student  survey  that  shows  a  bubble  increase,  and  we  could 
go  into  depth  as  to  some  of  the  contributing  factors  of  that.  But, 
again,  the  alcohol  and  drug  augmentation  would  go  a  long  way  as 
an  increasing  investment  in  providing  treatment  to  the  hard-core 
users. 

The  fifth  and  final  most  compelling  issue  is  providing  alcohol  and 
drug  prevention  and  treatment  services  will  help  to  address  the  se- 
rious problems  associated  with  crime  and  violence.  And  of  course 
in  the  media,  when  they  choose  to  report,  we  are  all  familiar  with 
all  of  the  crime  and  violence  associated.  While  we  often  talk  about 
illicit  drug  abuse  and  crime  associated  to  support  habits,  we  also 
know  that  data  indicates  that  the  majority  of  domestic  violence  is 
alcohol  related  and,  of  course,  all  the  other  collateral  problems  with 
that. 

I  would  also  like  to  compliment  the  recommendation  of  the  Presi- 
dent on  the  $310  million  going  to  the  block  grant  that  will  allow 
the  States,  with  congressional  mandates  for  particular  targeted 
services,  such  as  pregnant  addicts,  TB,  HIV  set-aside  services,  the 
maximum  flexibility  for  States  to  target  these  resources  in  the 
most  relevant  and  effective  way,  as  appropriate  for  each  particular 
State. 

Obviously,  in  rural  and  frontier  States,  they  have  very  compel- 
ling issues,  and  resources  given  to  States  through  the  block  grants 
the  maximum  discretion  available.  But,  again,  through  the  recent 
years,  congressional  set-aside  mandates  has  actually  left  the  block 
grant  focused  and  targeted  on  particular  populations,  but  it  is  still 
the  best  financing  mechanism  that  you  have. 

What  I  would  like  to  do,  if  I  can,  is  just  use  a  couple  of  minutes, 
because  all  of  this  testimony  speaks  loudly  and  is  predicated  on  a 
premise  that  treatment  works.  I  would  like  to  share  with  you  that 
in  the  next  60  days,  we  will  be  able  to  provide  you  the  most  sophis- 
ticated outcome  study  ever  conducted.  Three  years  ago,  when  Gov- 
ernor Wilson  asked  me  to  take  my  position  in  California,  we  set 
aside  $2.3  million  to  provide  a  retrospective  outcome  study,  the 
most  sophisticated  of  its  kind — actually  the  only  one  of  its  kind 
ever  done — to  literally  measure  the  return  on  investment  for  treat- 
ment, and  the  results  are  very  positive. 

So  I  would  just  speak  to  the  fact  that  scholarly  research  will  be 
available  to  you,  but  will  speak  loudly  to  the  fact  that  treatment 
does  work,  and  especially  in  reducing  the  collateral  utilization  of 
health  care  welfare  system  and  crime.  Obviously,  you  are  con- 
fronted as  well  with,  hopefully,  helping  to  nurture  the  recognition, 
I  think  in  the  crime  bill,  for  treatment  within  custody,  so  that 
these  individuals  can  be  provided  support  so  that  when  their  time 
is  up,  they  can  return  to  the  community  not  in  the  recidivist  cycle 
of  returning  to  addiction  and  the  crime  to  support  their  habits,  but 
as  productive,  healthy  alcohol-  and  drug-free  citizens. 

[The  prepared  statement  follows:] 
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Chairman  Natcher,  Representative  Pelosi,  and  Honorable  Members  of  the  House 
Appropriations  Committee,  my  name  is  Dr.  Andrew  Mecca  and  I  am  here  today  representing 
State  Alcohol  and  Drug  Agencies  throughout  the  Nation.  I  currently  serve  as  the  Director  of 
the  Governor's  Policy  Council  on  Drug  and  Alcohol  Abuse  in  California  and  I  am  the  President 
of  the  National  Association  of  State  Alcohol  and  Drug  Abuse  Directors  (NASADAD).  I 
appreciate  the  opportunity  to  provide  you  with  data  and  information  that  support  the  need  for 
the  President's  recommendation  of  an  increase  of  $310  million  from  the  Department  of  Health 
and  Human  Services  for  the  Substance  Abuse  Block  Grant  to  treat  persons  with  chronic  and 
hard-core  problems  related  to  alcohol  and  other  drugs.  We  are  also  supportive  of  the  proposal 
to  augment  these  funds  with  $45  million  from  the  Office  of  National  Drug  Control  Policy's 
Special  Forfeiture  Fund. 

Here  are  five  compelling  reasons  why  this  increase  is  so  critical: 

1 .  At  this  moment,  approximately  100,000  people  are  on  waiting  lists  for  public  alcohol 
and  other  drug  treatment  services.  This  is  just  the  tip  of  the  iceberg.  In  1990,  the 
Institute  of  Medicine  reported  that  about  3  million  people  need  drug  treatment.  National 
treatment  admissions  indicate  that  1/3  are  for  drugs  while  2/3  are  for  alcohol  so  it  is 
conservatively  estimated  that  over  9  million  people  have  alcohol  and  other  drug  problems 
that  require  treatment. 

2.  Providing  for  the  prevention  and  treatment  of  substance  abuse  for  low-income 
individuals  who  have  alcohol  and  other  drug  (AOD)  problems  will  reduce  Medicaid 
and  other  health  costs.  A  recent  study  by  the  Center  on  Addiction  and  Substance  Abuse 
at  Columbia  University  demonstrated  mat  1  out  of  5  Medicaid  dollars  could  be  attributed 
to  substance  abuse  problems.  Alcohol  and  other  drug  treatment  services  will  also  help 
to  reduce  the  epidemics  of  AIDS,  TB,  and  Multiple  Drug-Resistant  TB.  In  addition, 
AOD  treatment  services  are  critical  in  the  fight  against  Fetal  Alcohol  Syndrome  and 
crack  babies  and  other  drug  dependencies  and  their  debilitating  health  consequences. 

3.  Providing  alcohol  and  other  drug  problem  prevention  and  treatment  services  will 
also  have  a  positive  impact  on  other  areas.  The  Child  Welfare  League  of  America 
estimates  that  about  60%  to  80%  of  the  children  in  foster  care  come  from  families  that 
have  serious  alcohol  and  other  drug  problems.  And  a  1993  National  Governors' 
Association  report  noted:  "Many  children  whose  mothers  use  substances  ultimately  are 
placed  in  foster  care.  From  1986  to  1989,  the  number  of  children  in  foster  care  grew 
nearly  30% ,  and  drug-exposed  infants  and  young  children  endangered  by  parental  alcohol 
and/or  other  drug  abuse  are  the  fastest  growing  foster  care  population. "  These  children 
and  families  can  be  helped  if  adequate  treatment  services  are  available. 
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Head  Start  families  are  also  experiencing  more  alcohol  and  other  drug  problems  as 
reported  in  a  May  1993  Inspector  General's  Report.  Head  Start  grantees  report  increased 
numbers  of:  "  (1)  families  with  complex  needs,  (2)  children  with  behavioral  problems 
and  special  needs,  and  (3)  families  with  drug  and  alcohol  abuse  problems.  Not  only  did 
the  number  of  these  families  increase  but  also  the  severity  of  their  problems. "  It  is  likely 
that  many  of  the  children  with  behavioral  problems  and  special  needs  were  born  with 
fetal  alcohol  syndrome  or  other  drug  dependency  problems. 

4.  Prevention  activities  for  children,  youth,  and  adults  are  essential  if  we  are  to  combat 
the  rise  of  alcohol  and  other  drug  problems.  New  data  from  the  Department  of  Health 
and  Human  Services,  Monitoring  the  Future  Survey,  shows  that  illicit  drug  use  is 
consistently  up  for  8th,  10th,  and  12  graders  for  most  of  the  drugs  measured.  This  is 
a  reversal  of  a  downward  trend  that  began  in  1981.  Drugs  that  are  increasingly  used 
by  grade-schoolers  include  LSD  and  inhalants  such  as  glue,  aerosol,  and  solvents.  It  is 
important  to  note  that  alcohol  use  remains  high  among  high  school  youth-with  a  binge 
drinking  rate  of  28%  for  high  school  seniors.  We  must  provide  prevention  programs  that 
not  only  educate  but  also  provide  role  models,  alternative  activities,  and  a  long-term 
commitment  to  successful  prevention  strategies. 

5.  Finally,  providing  alcohol  and  other  drug  prevention  and  treatment  services  will  help 
to  address  serious  problems  such  as  crime  and  violence.  According  to  the  Bureau  of 
Justice  Statistics,  among  the  violent  offenders  in  State  prisons  in  1986: 

•  More  than  half  said  they  committed  the  offense  under  the  influence  of  drugs  or 
alcohol. 

•  Records  indicate  that  76  %  of  offenders  or  victims  were  using  alcohol  and/or  other 
drugs  in  manslaughter  cases. 

•  Alcohol  or  other  drug  problems  were  often  implicated  in  more  than  half  of  sexual 
assault  cases. 

Alcohol  and  other  drugs  often  affect  the  user  in  ways  that  make  violence  more  likely. 
In  addition,  drug  users  sometime  commit  violent  acts  to  get  more  money  to  buy  drugs.  Youth 
are  also  affected.  For  example,  in  Jefferson  County  School  in  Louisville,  Kentucky,  schools 
showed  a  400%  increase  in  violence  within  the  last  2  years.  Often  this  violence  is  directly 
related  to  alcohol  or  other  drug  problems. 

As  you  know,  State  Alcohol  and  Drug  Agencies  are  responsible  for  serving  low-income 
individuals.  Our  clients  are.  the  persons  with  chronic  and  hard  core  problems  that  the 
Administration  intends  to  target.  We  agree  with  the  Administration's  analysis  that  no 
comprehensive  effort  to  fight  alcohol  and  other  drug  problems  can  "succeed  without 
reaching  those  who  are  costliest  to  society,  have  suffered  the  longest,  and  are  the  hardest 
to  help." 
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State  Alcohol  and  Drug  Agency  Directors  also  have  a  special  focus  on  prevention  and 
treatment  of  alcohol  and  other  drug  problems  for  youth  and  pregnant  women.  Clients  in  the 
public  system  are  generally  experiencing  serious  difficulties  in  other  parts  of  their  lives.  In 
many  instances,  they  either  have  lost  or  are  in  danger  of  losing  their  jobs  and  their  children. 
Others  are  referred  to  public  treatment  by  the  courts  after  drunk  driving  arrests,  reports  of  child 
abuse,  or  as  an  alternative  to  prison.  After  successful  treatment,  these  clients  can  return  to 
work  and  to  their  families  and  become  productive  tax-paying  citizens. 

It  is  important  to  note  that  the  public  treatment  system  provides  two-thirds  of  all  alcohol 
and  other  drug  treatment  in  this  country.  For  this  reason  we  are  also  a  primary  system  for 
addressing  AIDS,  TB,  and  Multiple  Drug-Resistant  TB,  fetal  alcohol  syndrome,  and  drug- 
addicted  babies. 

NASADAD  will  shortly  be  releasing  its  1992  data  analysis  report  that  indicates  that  the 
public  system  had  nearly  1.8  million  admissions  for  treatment,  with  over  1.1  million  for  alcohol 
and  654,399  for  drug  treatment.  The  Substance  Abuse  Block  Grant  legislatively  mandates  that 
pregnant  women  and  IV  drug  users  receive  priority  and  that  all  persons  in  treatment  receive 
screening,  testing,  and  services  for  AIDS  and  TB.  Twenty  percent  of  the  Block  Grant  is  set 
aside  for  comprehensive  prevention  activities  that  are  community  based.  So  the  Substance 
Abuse  Block  Grant  dollars  are  well-leveraged,  currently  thinly  stretched,  and  in  desperate 
need  of  significant  expansion  as  provided  for  within  the  President's  budget. 

At  the  same  time,  we  are  releasing  a  waiting  list  report  showing  that  many  people  are 
on  waiting  lists  for  public  treatment.  Here  are  examples  of  the  numbers  of  people  on  waiting 
lists  in  a  few  States:  Kentucky  -  780;  Wisconsin-  840;  Ohio -3,551;  Maryland -2,980;  New 
York  -  3,576;  Connecticut  -  1,706;  Illinois  -  9,331;  Florida  -1,717,  and  Texas  -  3,812.  The 
recommended  increases  in  the  President's  budget  will  help  to  provide  treatment  for  at  least  some 
of  those  on  waiting  lists. 

I  want  to  also  mention  that  recent  disasters  in  this  country  have  resulted  in  an  urgent 
increase  in  the  demand  for  treatment.  Families  who  lost  loved  ones,  homes,  and  jobs  in  the 
floods  in  the  Midwest  earlier  this  year  and  in  the  fires  and  recent  earthquakes  in  California,  have 
experienced  increased  alcohol  and  other  drug  problems.  We  must  be  able  to  provide  both 
treatment  and  prevention  services  to  the  youth  and  adults  who  have  both  short-and  long-term 
trauma  as  a  result  of  these  disasters. 

In  preparing  for  this  testimony,  we  asked  States  to  tell  us  why  they  need  additional 
dollars.   Here  are  some  of  the  responses: 
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Kentucky 

Kentucky  has  a  waiting  list  of  600  persons  for  outpatient  treatment.  Another  180  clients 
await  residential  chemical  dependency  treatment  services.  It  is  estimated  that  70%  of 
those  persons  on  the  waiting  lists  would  be  termed  "hard  core."  Kentucky  is  also  in 
need  of  60  additional  residential  beds  and  200  outpatient  treatment  slots  aimed  at  helping 
substance-abusing  youth. 

California 

The  most  cost  effective  way  to  prevent  drug  and  alcohol  abuse  is  to  stop  the  problem 
before  it  starts.  California  has  established  many  innovative  in-school  prevention 
programs  geared  toward  high  risk  youth,  such  as  Friday  Night  Live  and  Club  Live. 
California's  recent  drug  and  alcohol  survey  among  our  out-of-school  youth  indicates  that 
these  youth  not  only  engage  in  using  drugs  and  alcohol  at  much  higher  levels  than  youth 
in  school,  they  are  also  more  likely  to  engage  in  other  socially  unacceptable  behavior, 
such  as  criminal  activities.  Currently,  experimental  pilot  programs  are  being 
implemented  in  California,  such  as  the  Destiny  project,  to  reintegrate  these  youth  back 
into  the  mainstream  of  society.  Programs  targeting  these  high  risk  youth  need  to  be  a 
priority  for  consideration  of  additional  Federal  funds. 

Connecticut 

The  impact  of  the  criminal  justice  system  has  placed  great  demands  on  our  public  and 
private  treatment  systems  that  make  treatment  for  voluntary  clients  more  difficult  to 
obtain.  The  increased  use  of  diversion  to  treatment  has  not  yet  been  counter-balanced 
with  capacity  expansion  but  must  be  if  diversionary  programs  are  to  be  successful. 

Iowa 

Additional  funding  is  needed  particularly  for  prevention  services.  Some  programs  in  the 
State  serve  an  8-county  area,  but  have  only  3  full-time  employees  to  serve  8  counties. 
Comprehensive  prevention  services  are  not  being  provided  due  to  lack  of  funding.  The 
average  cost  of  substance  abuse  prevention  services  in  Iowa  is  $17.01  per  individual 
while  the  average  cost  of  treatment  is  $1,127  per  individual. 

New  York 

There  are  approximately  500  infants  bom  with  Fetal  Alcohol  Syndrome  (FAS)  every  year 
in  New  York  State  and  at  least  four  times  that  number  bom  with  Fetal  Alcohol  Effects 
(FAE).  FAS  and  FAE  are  not  just  childhood  disorders,  but  permanent,  lifetime 
problems.  It  is  estimated  that  New  York  spends  $43,680  per  victim  of  FAS  each  year, 
for  a  lifetime  cost  of  $2.6  million  per  child. 

The  HTV/AIDS  epidemic  continues  to  exact  an  enormous  human  toll  in  New  York  State. 
Individuals  with  alcohol  and  other  drug  problems  are  at  high  risk  of  both  contracting  and 
spreading  the  HTV/AIDS  vims.   Of  the  68,526  AIDS  cases  in  New  York  State  reported 
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through  December  1993,  a  total  of  33,991  or  close  to  50%  are  attributed  to  injection 
drug  users. 

New  York  State  ranks  first  in  the  Nation  in  tuberculosis  incidence  with  New  York  City's 
case  rate  of  50.2  per  100,000  being  five  times  the  national  average.  The  resurgence  of 
TB  is  a  major  public  health  issue  with  significant  implications  for  our  alcohol  and  other 
drug  treatment  programs,  and  a  major  factor  of  concern  is  the  presence  of  HTV  infection 
among  persons  who  contract  TB. 

Wisconsin 

There  are  currently  200  on  waiting  lists  for  women's  programs  that  can  provide  long- 
term  treatment.  Community  based  programs  for  delinquent  adolescents  are  also  needed. 
Finally,  cocaine  users  need  longer  term  treatment  rather  than  multiple  revolving  door 
admissions  to  short-term  treatment. 


In  conclusion,  I  would  like  to  note  that  the  FY'95  increase  of  $310  million  for  the 
Substance  Abuse  Block  Grant  and  $45  Million  from  ONDCP  Asset  Forfeiture  funds  is  critical 
to  addressing  not  only  alcohol  and  other  drug  problems  but  also  many  of  the  concerns  of  the 
Members  of  this  Committee.  I  will  be  glad  to  answer  any  questions  or  to  supply  any  additional 
information  needed  for  the  record. 
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Ms.  DeLauro.  Thank  you,  Doctor.  Let  me  ask  you  one  question. 
Was  it  alcohol  or  substance  abuse  treatment  that  you  are  talking 
about  in  the  study? 

Dr.  Mecca.  We  did  a  study  which  was  a  rigorous  random  prob- 
ability cluster  sample.  We  treat  267  thousand  different  people  a 
year  in  California,  and  we  sampled  with  this  probability  sampling 
2,500  clients,  got  a  95  percent  return  in  terms  of  being  able  to  fol- 
low these  clients  up.  So,  as  you  are  both  familiar  with  research, 
you  know  what  an  incredible  return  that  is.  And,  therefore,  the 
sampling  represents  very  effectively  the  entire  treatment  popu- 
lation in  the  State.  We  studied  four  modalities  of  methadone:  main- 
tenance, outpatients,  drug-free  therapeutic  communities,  and  recov- 
ery homes.  So  we  dealt  with  both  drug  abuse  and  alcohol. 

Ms.  DeLauro.  If  you  can,  we  would  love  to  have  you  make  that 
available. 

Dr.  Mecca.  We  are  actually  very  excited  about  making  that 
available.  It  elevates  to  what  today  is,  I  think,  the  most  pressing 
question:  What  is  the  return,  the  accountability?  And,  obviously, 
having  been  in  this  field  for  25  years,  when  we  ran  the  drug  pro- 
grams in  Vietnam,  we  did  not  know  what  worked.  Twenty-five 
years  later,  we  now  know  what  are  the  ingredients  within  a  treat- 
ment program  that  are  most  conducive  to  positive  outcomes. 

Also,  it  has  borne  insight  as  to  what,  therefore,  are  the  tech- 
nologies that  we  can  garner  from  that  experience  to  develop  even 
more  effective  prevention  programs.  Because  the  one  thing  that  we 
are  all  aware  of  on  the  front  line  in  providing  treatment  services 
is  probably  the  deepest  wound  these  individuals  have  experienced 
and  that  is  one  of  isolation.  Therefore,  in  terms  of  a  preventive 
strategy  rather  than  just  talking  to  kids,  how  do  we  engage  kids, 
provide  them  the  leadership,  community  organizing,  community 
skills  that  make  them  feel  like  they  are  a  capable,  relevant  mem- 
ber of  a  community  building  strategies  for  a  healthier  community? 

Ms.  DeLauro.  I  just  assembled  in  my  own  district  an  Anti-Crime 
Youth  Council,  and  it  has  been  amazing.  About  100  youngsters 
from  across  the  area  I  represent  have  come  together  now  two  or 
three  times  to  talk  about  their  circumstances  and  their  lives,  par- 
ticularly the  alcohol  and  drug  abuse  and  what  comes  out  of  the 
home.  Their  focus,  in  bringing  people  together  to  let  them  talk  and 
be  together  has  been  very  interesting.  We  would  be  delighted  to 
hear  the  study.  I  heard  recently  that  you  could  not  make  a  deal 
with  a  hard-core  drug  user;  that  we  just  keep  throwing  money  at 
the  problem,  and  you  can  probably  use  that  money  in  a  better  way. 
So  we  will  be  interested  in  that  effort. 

Thank  you  very,  very  much.  Delighted  to  have  you  here  this 
morning. 


Friday,  February  11,  1994. 
witnesses 

livtna  t.  dickerson,  institute  for  community  development 

hon.  thomas  downey,  a  former  representative  in  congress 
from  the  state  of  new  york 
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Ms.  DeLauro.  Next  is  Livina  Dickerson  with  the  Institute  for 
Community  Development.  Let  me  also  welcome  a  former  colleague, 
Tom  Downey,  of  New  York.  It  is  a  great  pleasure  to  have  you  here 
this  morning;  a  former  member  of  the  House.  Really  is  an  honor. 

Livina,  go  ahead. 

Ms.  Dickerson.  Good  morning,  Madam  Chairman.  Good  morn- 
ing, Congressman  Bonilla.  I  am  Livina  T.  Dickerson,  Director  of 
Programs  for  the  Institute  for  Community  Development  in 
Manhasset,  and  I  have  come  to  talk  to  you  about  an  approach  in 
education  that  is  effective  because  it  gives  young  people,  particu- 
larly those  young  people  at  risk  of  failure  with  a  need  to  succeed, 
instead  of  trying  to  fix  the  problem  after  the  problem  has  hap- 
pened. 

We  start  with  a  simple  approach  that  all  children  can  and  want 
to  learn.  By  forming  partnerships  with  local  schools,  we  provide 
daily  academic  support  in  small  cluster  groups,  supporting  stu- 
dents as  they  pass  from  one  grade  to  the  next.  We  provide  group 
and  individual  counseling,  conflict  mediation,  coping  skills,  and  ca- 
reer and  college  readiness  training.  We  provide  young  people  with 
the  tools  to  succeed  and  we  measure  their  success  through  their 
change  in  attitude,  their  perceptions,  their  view  of  their  future  and 
their  grades. 

Our  flagship  program,  STAR,  which  stands  for  Success  Through 
Academic  Readiness,  is  a  year-round  school-based  program.  It  fo- 
cuses on  young  people,  98  percent  of  whom  are  African-Americans 
growing  up  in  one  of  New  York  State's  lowest  performing  school 
districts,  Roosevelt  Long  Island,  a  very  troubled  community  with  a 
high  rate  of  crime,  drugs  and  violence. 

We  specifically  ask  the  school  district  for  those  students  who 
were  considered  most  at  risk  of  failure.  Studies  indicate  that  after 
elementary  school,  going  into  middle  school,  if  they  begin  to  spiral 
down  in  middle  school,  and  some  early  intervention  is  not  brought 
into  play,  the  likelihood  of  that  young  person  failing  over  and  over 
again  in  9th  grade  and  eventually  becoming  a  dropout  becomes  ap- 
parent. And  we  know  the  numbers  of  individuals  incarcerated  who 
have  not  completed  their  high  school  education  and/or  their  formal 
education. 

STAR  requires  that  young  people  make  a  commitment  to  attend 
daily  two-hour  supervised  enrichment  activities.  Students  attend 
these  activities  before  school,  during  regular  school  hours,  and  after 
school.  In  Roosevelt,  our  program  begins  at  7:30  a.m.  in  the  morn- 
ing and  continues  throughout  the  school  day  into  the  late  evening. 
When  the  program  started  in  1990,  the  school  referred  50  incoming 
at  risk  9th  grade  students.  About  half  of  these  students  accepted 
the  challenge  to  join  the  program.  The  results,  after  four  years,  are 
startling  and  encouraging.  The  first  class  of  25,  which  I  stated 
started  four  years  ago,  has  grown  to  28.  Every  one  of  these  28 
youngsters  are  expected  to  graduate  this  year,  some  with  honors. 
All  have  applied  to  college  and  we  expect  70  to  80  percent  of  them 
to  be  accepted.  So  far,  three  have  been  accepted. 

Some  have  already  started  paying  taxes,  some  are  very  vigor- 
ously involved  in  summer  jobs,  some  are  very  vigorously  involved 
in  debating  groups  and  the  governmental  process  of  their  own 
school  government.   On  the  other  hand,  of  the  25  who  did  not 
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choose  to  join  the  program,  only  two  have  made  it  to  12th  grade, 
many  have  dropped  out  and  a  substantial  percentage  have  spent 
time  in  jail. 

Today,  there  are  almost  120  youngsters  in  this  program,  approxi- 
mately one-eighth  of  the  school  population  everyone  considered 
least  likely  to  make  it.  As  one  father  said  to  me,  these  used  to  be 
some  of  the  "baddest"  kids  in  the  school.  Each  one  of  these  young- 
sters chose  freely  to  join  the  STAR  program  because  we  offered 
them  a  chance  to  succeed,  a  chance  for  a  better  future,  and  not  one 
has  dropped  out  of  school.  We  know  our  approach  works  because 
it  is  working,  it  has  been  clearly  documented.  Building  school- 
based  programs  in  collaboration  with  schools,  communities,  and 
families  prevents  crime,  saves  money,  and  creates  an  educated,  lit- 
erate workforce  instead  of  undereducated,  underemployed  young- 
sters. It  is  highly  cost-effective  and  contributes  to  the  welfare  of  the 
country  instead  of  allowing  people  to  slip  further  into  the  social 
welfare  systems. 

We  have  proven  that  we  do  not  have  to  lower  expectations  or 
educational  standards  for  those  young  people  in  our  society  who 
are  at  risk  of  failure  because  of  social  conditions.  We  can  prove  that 
by  investing  in  education  instead  of  jails.  We  can  help  young  people 
and  communities  break  the  cycle  of  disadvantage.  Setting  a  new 
standard  for  supporting  secondary  education,  we  can  help  young 
people  and  communities  break  the  cycle  of  failure.  We  recognize 
there  are  multiple  programs  within  the  federal  government  that 
seek  to  improve  our  schools  and  help  at-risk  children.  There  is  one 
in  particular  that  I  would  like  to  draw  attention  to  today. 

We  are  encouraged  that  the  House  Subcommittee  on  Elementary, 
Secondary  and  Vocational  Education  recently  authorized  H.R. 
2455,  legislation  which  would  provide  $50  million  for  grants  to 
local  school  systems  with  serious  school  crime  and  discipline  prob- 
lems. STAR  is  proof  that  funds  spent  on  such  programs  is  money 
well  spent.  Although  the  bill  has  not  yet  completed  the  legislative 
process,  we  hope  that  you  will  take  it  into  consideration  when  mak- 
ing your  funding  allocations  to  the  Department  of  Education.  We 
support  H.R.  2455  as  a  matter  of  national  policy  and  think  it  would 
be  of  enormous  benefit  to  us  as  an  organization  in  seeking  help  for 
at-risk  children. 

Based  on  our  experience  with  the  STAR  program  and  its  success, 
we  believe  $50  billion  would  possibly  affect  the  lives  of  10  thousand 
children  per  year.  Providing  the  right  kind  of  education  and  per- 
sonal development  and  support  for  youth  at  risk,  junior  and  senior 
high  school  children,  is  our  best  and  most  realistic  chance  to  stop 
the  erosion  of  our  society  through  crime  and  violence.  Enriched 
education  gives  young  people  the  tools  to  succeed,  builds  their  char- 
acter, develops  their  values,  provides  an  alternative  to  crime,  vio- 
lence, teenage  pregnancies,  and  gives  them  a  chance  for  a  decent 
future.  It  is  a  practical,  no-nonsense  approach  that  can  save  the 
taxpayers  billions  of  dollars  each  year.  It  can  make  our  streets 
safer  and  our  workforce  more  competitive,  creating  more  boot 
camps — in  the  words  of  my  co-chairperson  of  my  board.  Building 
more  jails  and  throwing  away  the  key  always  has  not  worked  and 
has  not  made  things  change.  It  is  time  we  give  education  a  chance. 

[The  prepared  statement  follows:! 
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Testimony  before  the  United  States  House  of  Representatives 

Appropriations  Subcommittee  on 

Labor,  Health  and  Human  Services,  Education  and  Related  Agencies 

February  11,  1994  @  10:00am 

By  Gerard  G.  Leeds 
Co-Chairperson,  The  Institute  for  Community  Development,  Manhasset,  NY 


Mr.  Chairman  and  Members  of  the  House  Subcommittee, 

My  name  is  Gerard  G.  Leeds.  I  am  co-chairperson  of  the  Institute  for  Community 
Development.  With  me  is  Lavinia  Dickerson,  the  Institute's  Director  of  Programs,  and  Pat 
Halpin,  a  former  NY  State  Assembly  member  and,  most  recently,  the  County  Executive  of 
Suffolk  County,  NY.  Together,  our  experience  spans  business,  psychology,  education  and 
public  service 

I'm  here  to  present  to  you  and  seek  your  support  for  an  innovative  approach  to  preventing 
crime  and  violence,  before  it  occurs  instead  of  attempting  to  deal  with  the  aftereffects.  We  do 
this  by  identifying  children  in  junior  high  school  who  are  most  likely  to  fail  later  in  school,  and 
then  in  life.  The  program  asks  them  to  make  a  commitment,  to  enroll  school,  in  a  powerful 
academic  enrichment  and  personal  development  program,  in  their  regular  school,  that  saves 
virtually  every  one  of  them. 

Because  the  program  identifies  those  youngsters  most  likely  to  fail  and  gives  them  attractive 
alternatives  to  crime,  it  is  extremely  cost  effective.  While  it  costs  $50,000  to  $80,000  to  keep 
a  young  person  incarcerated  with  a  high  chance  of  recidivism,  it  costs  only  about  $5,000  a 
year  to  keep  a  youngster  in  school,  on  the  road  to  college  and  a  decent  job,  with  a  high 
probability  of  success. 

It  is  well  known  that  children  in  troubled  communities  begin  to  get  into  trouble  during  early 
adolescence,  entering  a  downward  slide  that  begins  with  failure  in  school  and  ends  with  jail,  or 
worse.  Those  who  succeed  in  spite  of  the  odds  are  invariably  young  people  who  have  a 
strong  role  model  and  a  caring  environment  to  grow  up  in. 

The  programs  that  we  have  developed  provide  just  that-an  environment  of  academic 
enrichment  that  allows  them  to  succeed  in  school.  There  is  also  a  component  of  personal 
development  that  enhances  their  self  confidence  and  self  esteem  and  teaches  them  to  make 
critical  choices  in  a  caring  environment  that  provides  strong  role  models  both  in  the  staff  and 
among  their  peers. 

The  approach  is  well  documented  and  it  works.  In  the  Institute's  model  program,  not  a  single 
one  of  120  high-risk  youngsters  who  joined  the  program  during  the  last  four  years  has 
dropped  out  of  school  or  gotten  into  trouble.  Virtually  all  of  them  are  headed  for  graduation, 
college,  and  decent  employment. 
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Our  approach  is  effective  because  it  gives  young  people  what  they  need  to  succeed.  We  start 
with  a  simple  philosophy  that  all  children  can  and  want  to  learn.  By  forming  partnerships  with 
local  schools  we  provide  daily  academic  support  in  small  cluster  groups,  supporting  students 
as  they  pass  from  one  grade  to  the  next.  We  provide  group  and  individual  counseling,  conflict 
mediation,  coping  skills,  and  college  and  career  readiness  training.  We  provide  young  people 
with  the  tools  to  succeed,  and  we  measure  their  success,  their  change  in  attitude  and 
perception,  and  their  view  of  their  future. 

Our  flagship  program,  STAR,  which  stands  for  Success  Through  Academic  Readiness,  is  a 
year-round  school-based  program.  It  focuses  on  young  people,  98%  of  whom  are  African 
American,  growing  up  in  one  of  New  York  State's  lowest  performing  school  districts, 
Roosevelt,  LI,  a  troubled  community  racked  by  crime,  drugs  and  violence.  We  specifically 
ask  the  district  for  those  students  who  are  considered  most  at  risk  of  failure. 

STAR  requires  that  young  people  make  a  commitment  to  attend  daily  two  hours  of  supervised 
STAR  activities.  Students  attend  these  activities  before  school,  during  regular  school  hours, 
and  after  school.  In  Roosevelt,  LI,  the  program  begins  at  7:30  in  the  morning  and  continues 
throughout  the  school  day  and  into  late  evening. 

When  the  program  started  in  1990,  the  school  referred  50  incoming,  at  risk,  9th  grade 
students.  About  half  accepted  the  challenge.  The  results  after  four  years  are  startling-and 
encouraging.. 

The  first  class  of  25,  which  started  four  years  ago,  has  grown  to  28.  Every  one  of  these  28 
youngsters  is  expected  to  graduate  this  year,  some  with  honors.  All  but  one  have  applied  to 
college,  and  we  expect  70%  to  80%  to  be  accepted.  Some  have  already  started  paying  taxes, 
from  summer  jobs.  On  the  other  hand,  of  the  25  who  chose  not  to  participate,  only  two  have 
made  it  to  the  12th  grade,  many  have  dropped  out,  and  a  substantial  percentage  have  spent 
time  in  jail. 

Today,  there  are  almost  120  youngsters  in  the  program,  approximately  l/8th  of  the  school 
population.  Each  one  was  considered  likely  to  fail,  or  as  one  father  said  to  me:  "These  used  to 
be  some  of  the  baddest  kids  in  the  school."  Each  one  of  these  youngsters  chose  freely  to  join 
STAR,  to  have  a  chance  at  a  better  future,  and  not  a  single  one  has  dropped  out  of  school.  In 
addition,  they  have  encouraged  other  kids  to  join  and  the  effect  of  the  program  has  spread  to 
their  parents  and  siblings. 

These  young  people  come  from  tough  backgrounds.  Forty  percent  of  the  youngsters  in  the 
school  are  said  to  come  from  foster  homes.  Fewer  than  1 5%  come  from  two  parent  families. 
There  are  incredible  stresses  in  their  lives.  "Almost  every  one  of  my  relatives  is  in  jail,"  said 
one.  Another,  a  10th  grader,  when  asked  by  the  program  director  if  he  would  like  something 
special  for  his  birthday  said,  "Yes,  I'd  like  you  to  take  me  to  jail  to  visit  my  mother."  The 
change  can  be  dramatic.  One  young  man  was  selling  drugs  at  the  age  of  13,  about  the  time  he 
joined  the  program  Today  he  is  a  healthy  senior,  confident  that  he  will  graduate  in  June. 
When  asked  about  his  future,  he  told  us,  "In  four  years  I  want  to  graduate  from  college  and 
then  I  want  to  help  other  kids." 
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Given  the  success  of  the  Roosevelt  STAR  program,  we  used  a  similar  approach  with  younger 
students  entering  the  7th  grade.  We  started  COMET  in  Hempstead,  a  neighboring  school 
district  to  Roosevelt,  with  highly  promising  initial  results.  Because  of  the  success  our 
programs  have  had  in  low  academic  performing  school  districts,  we  firmly  believe  they  could 
work  anywhere  in  the  United  States  in  areas  with  similar  conditions. 

Several  members  of  Congress  and,  in  some  cases,  their  staffs  have  seen  STAR  at  work  and  are 
most  enthusiastic.  They  believe  it  would  have  a  real  chance  to  succeed  on  a  broad  scale.  So 
do  education  officials  in  school  districts,  and  state  and  federal  governments. 

The  economic  benefits  of  this  approach  are  as  rewarding  as  the  educational  ones. 

The  cost  of  the  STAR  program  in  New  York  is  about  $5,000  per  year,  per  student--$20,000 
over  a  four  year  period.  The  average  cost  of  failure  in  public  support,  criminal  justice  and  law 
enforcement,  and  in  lost  taxes  is  vastly  greater.  It  has  been  estimated  that  we  spend  $50,000 
to  roughly  $100,000  each  year  on  incarceration  alone,  and  that  the  lifetime  costs  of  a  young 
person  failing  in  school  and  getting  into  trouble  can  be  a  staggering  $500,000  or  more. 

We  know  that  our  approach  works. 

Building  school-based  programs  in  collaboration  with  schools,  communities  and  families 
prevents  crime,  saves  money  and  creates  an  educated  computer-literate  work  force  instead  of 
underclass,  undereducated,  unemployed  youngsters.  It  is  highly  cost  effective  and  contributes 
to  the  welfare  of  the  country,  instead  of  allowing  people  to  slip  into  the  welfare  system. 

We  have  proven  that  we  do  not  have  to  lower  expectations  or  educational  standards  for  those 
young  people  in  our  society  who  are  at  risk  of  failure  because  of  social  conditions.  We  can 
prove  that  by  investing  in  education  instead  of  jails  we  can  help  young  people  and 
communities  break  the  cycle  of  disadvantage.  Setting  a  new  standard  for  supporting  secondary 
education,  we  can  help  young  people  and  communities  break  the  cycle  of  failure. 

We  recognize  there  are  multiple  programs  within  the  federal  government  that  seek  to  improve 
our  schools  and  help  at-risk  children.  There  is  one  in  particular  that  I  would  like  to  draw 
attention  to  today.  We  are  encouraged  that  the  House  Subcommittee  on  Elementary, 
Secondary,  and  Vocational  Education  recently  authorized  H.R  2455,  legislation  which  would 
provide  $50  million  for  grants  to  local  school  systems  with  serious  school  crime  and  discipline 
problems. 

STAR  is  proof  that  funds  spent  on  such  programs  is  money  well  spent.  Although  the  bill 
hasn't  yet  completed  the  legislative  process,  we  hope  that  you  will  take  it  into  consideration 
when  making  your  funding  allocations  for  the  Department  of  Education. 

We  support  H.R  2455  as  a  matter  of  national  policy  and  think  it  would  be  of  enormous 
benefit  to  us  as  an  organization  seeking  to  help  at-risk  children.  Based  on  STAR'S  experience, 
we  believe  $50  million  would  positively  affect  the  lives  of  10,000  children  per  year. 
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Providing  the  right  kind  of  education  and  personal  development  for  at-risk  junior  and  senior 
high  school  children  is  our  best  and  most  realistic  chance  to  stop  the  erosion  of  our  society 
through  crime  and  violence.  Enriched  education  gives  young  people  the  tools  to  succeed, 
builds  their  character,  develops  their  values,  provides  an  attractive  alternative  to  crime, 
violence  and  teenage  pregnancies,  and  gives  them  a  chance  at  a  decent  future 

It  is  a  practical,  no-nonsense,  proven  approach  that  can  save  the  tax  payers  billions  of  dollars 
every  year.  It  can  make  our  streets  safer,  and  our  work  force  more  competitive. 

Creating  more  boot  camps  and  building  more  jails  and  throwing  the  keys  away  has  not 
worked.  It's  time  we  give  education  a  chance. 
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Ms.  DeLauro.  Thank  you  very  much.  Let  me  ask  you,  Livina, 
when  did  the  STAR  program  start? 

Ms.  DlCKERSON.  The  STAR  program,  actually  we  started  working 
with  Roosevelt  School  District  in  March,  and  in  May,  we  hired  our 
program  director,  a  gentleman  who  grew  up  in  the  community,  was 
educated  in  the  public  schools  in  the  community,  went  away  to  col- 
lege and  came  back  and  wanted  to  be  involved  with  young  people 
in  the  community. 

We  hired  him  as  the  person  who  would  be  responsible  for  super- 
vising the  daily,  day-to-day  activities  of  the  program.  We  went  door 
to  door  to  over  50  families  in  June  and  recruited  students  by  ask- 
ing them  if  they  wanted  to  try  to  succeed  in  school.  And  for  those 
kids  who  said  yes,  we  signed  a  contract,  two  hours  a  day,  we  spoke 
with  their  parents,  we  got  parents  involved.  We  have  tremendous 
parent  involvement.  It  is  not  done  in  isolation. 

By  August,  we  started  the  program  by  going  through  a  bonding 
process  with  the  young  people.  We  did  outward-bound  activities. 
And  today  it  is  absolutely  unbelievable  the  effect  that  the  program 
has  had  not  only  on  the  students  in  the  program,  but  their  younger 
brothers  and  sisters,  their  parents  and  the  overall  community. 

Ms.  DeLauro.  I  asked  the  question 

Ms.  DlCKERSON.  We  started  four  years  ago. 

Ms.  DeLauro.  Four  years  ago. 

I  asked  because  there  is  a  program  in  my  community  which  is 
called  the  Horizons  program,  and  you  talked  about  where  this 
STAR  effort  is  in  terms  of  one  of  the  poorest,  most  disadvantaged 
communities  in  New  York.  This  Horizons  program  is  in  Branford, 
Connecticut,  which  by  all  intents  and  purposes,  is  an  African  com- 
munity. I  have  just  had  my  first  experience  with  this  program,  be- 
cause several  of  these  youngsters  that  are  in  the  Anti-Crime  Youth 
Council  I  mentioned  a  while  ago,  kids  who  just  quickly  got  up  to 
explain  that  if  they  did  not  have  this  kind  of  opportunity  through 
alternative  education,  they  would  be  in  jail  or  somewhere  else.  In 
fact,  one  of  them  came  down  to  be  part  of  the  briefing  that  the  At- 
torney General  and  the  Vice  President  gave  yesterday  on  the  crime 
bill,  and  this  kid  was,  first  of  all,  beside  himself  to  participate,  but 
he  has  come  such  a  long  distance.  So  this  whole  area  of  alternative 
education  can  be  enormously  productive  and  can  make  an  enor- 
mous difference  in  youngsters'  lives. 

Ms.  Dickerson.  Yes. 

Ms.  DeLauro.  I  would  love  to  personally  get  more  information. 

Ms.  Dickerson.  We  would  love  to  have  you  visit  one  day. 

Ms.  DeLauro.  If  I  get  back  to  Connecticut  in  the  next  few  days, 
I  am  going  to  visit  the  Horizons  program. 

Mr.  Downey.  Madam  Chair,  if  I  might.  Gerald  Leeds  and  his 
wife  Lola,  who  founded  the  Institute  for  Community  Development 
in  Manhasset,  are  both  from  pre-World  War  II  Germany  and  have 
done  very  well  in  this  country.  And  for  the  last  four  years,  through 
their  foundation,  they  have  financed  this  effort.  If  I  could  add  just 
one  point.  I  had  the  privilege  of  taking  a  look  at  the  STAR  Founda- 
tion. I  used  to  think,  not  somewhat  immodestly,  that  I  knew  every- 
thing that  happened  on  Long  Island,  even  though  it  was  not  in  my 
old  district,  but  I  discovered  this  is  an  extraordinary  program.  The 
success  rate  really  speaks  for  itself.  They  managed  to  track  50  chil- 
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dren  for  four  years,  and  the  difference  between  what  the  success 
rate  for  the  kids  in  graduating  and  going  to  college  that  Livina 
talked  about  and  those  who  did  not  participate  in  the  program  real- 
ly speaks  volumes  to  the  fact  that  a  modest  effort  at  intervention 
can  make  an  enormous  difference  in  the  outcome  for  children.  In 
this  case,  it  is  $5  thousand  per  student  per  year? 

Ms.  Dickerson.  Yes. 

Mr.  Downey.  In  this  particular  school  district,  one  of  the  least 
affluent  in  the  State  of  New  York,  they  were  spending,  what,  $8 
thousand  per  child? 

Ms.  Dickerson.  About  $8  thousand  per  child. 

Mr.  Downey.  Which  is,  in  the  average  Long  Island  school  dis- 
trict, what,  probably  $13  or  $14. 

Ms.  Dickerson.  And  just  one  other  thing,  if  I  can  mention.  We 
know  that  this  truly  works  to  the  point  that  we  were  invited  to  a 
neighboring  school  district  that  had  similar  problems  in  terms  of 
discipline  and  crime  and  drugs,  and  all  the  social  ill  effects  that  we 
talk  about  in  poor  communities.  It  is  a  predominantly  African- 
American  and  Hispanic  community,  and  we  replicated  this  same 
approach  in  that  community  with  students  coming  out  of  the  sixth 
grade  and  it  is  very  much  a  bilingual,  bicultural  program.  It  still 
takes  the  same  strategies  and  approaches  that  we  learned  were 
successful  in  Roosevelt  and  we  have  replicated  it  in  another  school 
district.  That  is  why  we  are  very  confident  that  we  know  this  ap- 
proach has  enormous  impact  and  great  effect. 

Ms.  DeLauro.  Thank  you  very,  very  much,  Ms.  Dickerson.  And, 
again,  it  is  a  delight  to  welcome  my  colleague. 

Mr.  Downey.  Pleasure  to  see  you  up  there,  Madam  Chairwoman. 

Ms.  DeLauro.  Thank  you  very,  very  much. 


Friday,  February  11,  1994. 

WITNESS 
WILLIAM  BRUNO,  NATIONAL  SCHOOL  BOARDS  ASSOCIATION 

Ms.  DeLauro.  Mr.  William  Bruno,  National  School  Boards  Asso- 
ciation. Please  come  up.  Nice  to  see  you  here  this  morning. 

Mr.  Bruno.  Good  morning.  I  have  a  bit  of  a  sore  throat,  so  I  will 
start  by  pouring  myself  a  glass  of  water,  if  that  is  all  right.  Good 
morning,  Madam  Chair,  and  Representative  Bonilla.  Ed  Kealy,  the 
director  of  Federal  Programs  of  the  National  School  Boards  Asso- 
ciation, was  one  of  the  many  who  could  not  come  in  to  join  us 
today,  but  I  live  in  the  district,  so  I  am  very  happy  to  be  here.  My 
name  is  Bill  Bruno,  and  I  am  Legislative  Counsel  with  the  Na- 
tional School  Boards  Association,  so  I  will  again  continue  on  our 
theme  of  education  and  talk  about  the  needs  of  our  children  in  the 
very  broadest  sense. 

The  National  School  Boards  Association  represents  the  95  thou- 
sand local  school  board  members  across  the  United  States  who 
make  the  key  fiscal  and  policy  decisions  for  our  local  school  dis- 
tricts. As  you  may  know,  over  95  percent  of  school  board  members 
are  locally  elected,  so  they  ensure  that  our  schools  have  broad  sup- 
port in  our  communities  and  among  our  parents.  Whether  it  is 
launching  innovative  school  safety  programs  or  school  reform  ef- 


788 

forts,  local  school  board  members  are  playing  a  key  role  in  a  num- 
ber of  the  most  exciting  activities  we  see  across  the  country,  and 
I  am  sure  it  probably  took  a  vote  of  the  school  board  to  work  with 
the  impressive  STAR  programs  we  just  heard  about. 

We  want  to  thank  you  for  the  committee's  past  support  of  edu- 
cation and,  today,  I  will  briefly  just  talk  about  the  Clinton  adminis- 
tration's budget  proposal,  several  of  our  highest  priorities  and  other 
needs.  The  Clinton  administration's  education  budget  is,  frankly, 
the  best  education  budget  we  have  seen  since  1980  or  perhaps  be- 
fore. The  President  has  requested  significant  increases  in  the 
Chapter  1  program  for  disadvantaged  students,  major  increases  in 
safe  and  drug-free  schools,  the  Goals  2000  reform  bill,  which  was 
acted  upon  by  the  Senate  a  couple  of  days  ago,  school  professional 
development  programs,  and  the  School-to-Work  Initiative.  This 
budget  is  all  the  more  impressive  since  it  met  the  tight  legal  caps 
on  discretionary  spending. 

Of  course,  the  President  has  taken  a  first  good  step,  but  we  think 
more  needs  to  be  done.  The  educational  needs  of  our  children  are 
still  growing  dramatically  and  outstrip  the  resources  that  are  being 
made  available.  We  would  particularly  like  to  see  additional  invest- 
ments beyond  the  increases  requested  by  the  President  for  Chapter 
1  and  special  education. 

Unfortunately,  the  President  has  also  requested  cuts,  elimi- 
nations, or  level  funding  of  numerous  programs  that  have  proven 
their  value.  For  instance,  the  Chapter  2  school  improvement  pro- 
gram, the  Impact  Aid  program  that  helps  school  districts  with  Fed- 
eral facilities  in  their  areas,  vocational  education,  have  all  taken 
significant  cuts  and  we  know  that  the  Emergency  Immigrant  Edu- 
cation Act  received  level  funding.  So  I  would  just  like  to  make  a 
couple  of  general  comments  about  the  priority  that  we  think  edu- 
cation should  receive. 

Unfortunately,  the  federal  government's  role  in  K  through  12 
education  funding  has  been  declining.  The  federal  share  of  total 
kindergarten  through  12th  grade  investment  declined  from  9  per- 
cent in  1980  to  just  6  percent  currently.  This  is  one  of  the  reasons 
we  are  very  concerned  about  the  funding  level  in  fiscal  year  1995. 
We  also  note  that  last  year,  in  fiscal  year  1994,  discretionary  pro- 
grams under  the  jurisdiction  of  the  Department  of  Health  and 
Human  Services  received  almost  a  13  percent  increase;  Department 
of  Labor  discretionary  programs  received  almost  an  8  percent  in- 
crease, but  the  Department  of  Education  discretionary  programs 
received  about  a  3  percent  increase.  So  HHS-Labor  discretionary 
programs,  in  terms  of  their  percentage  increases,  did  dramatically 
better.  We  note  that  one  of  the  reasons  for  that  was  the  defeat  of 
the  President's  stimulus  program,  which  did  have  a  number  of  im- 
portant educational  investments.  So  we  hope  that  this  coming  year, 
education  will  do  better. 

We  note  there  is  another  sign  of  the  increasing  interest  in  edu- 
cation over  in  the  Senate.  A  sense  of  the  Senate  resolution,  a  bipar- 
tisan resolution,  saying  education  investment  should  be  increased 
by  $15  billion  a  year — that  is  just  about  what  we  currently  spend 
on  K  through  12  education — was  passed,  and  we  expect  a  similar 
resolution  to  be  introduced  in  the  House. 
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Now,  in  terms  of  the  National  School  Boards  Association  and 
local  school  board  members  investment  priorities,  first  is  the  Chap- 
ter 2  program.  The  Chapter  2  school  improvement  program  gives 
local  school  districts  great  discretion  to  meet  urgent  local  priorities, 
whether  it  be  providing  funds  for  an  innovative  program  like  we 
heard  about  just  before  I  spoke,  or  education  technology,  programs 
for  at-risk  students  and  training  teachers.  Those  are  three  of  the 
major  uses  of  the  Chapter  2  program,  and  we  are  happy  to  report 
that  at  the  elementary  and  secondary  education  full  committee 
markup  several  days  ago,  the  Elementary  and  Secondary  Edu- 
cation Act,  Chapter  2,  was  reauthorized  with  strong  bipartisan  sup- 
port. It  is  now  being  geared  toward  school  improvement  efforts,  in- 
volving school  reform  and  meeting  our  national  education  goals.  So 
we  hope  that  the  committee  will  provide  strong  Chapter  2  funding. 
The  President  did  not  request  any  funding  for  the  Chapter  2  pro- 
gram. 

The  second  issue  we  would  like  to  talk  about  is  special  education. 
The  President's  budget  did  contain  a  significant  increase  for  special 
education  State  grants,  about  10  percent.  These  programs  are  very 
important  for  providing  opportunities  to  students  with  disabilities. 
But  the  increased  request  by  the  President  is  not  quite  as  impres- 
sive, when  you  think  that  last  year  we  saw  the  highest  increase 
ever  in  the  number  of  students  with  disabilities.  And  we  note  the 
government  and  the  Congress  promised  to  provide  school  districts 
with  40  percent  of  the  costs  of  the  special  education  programs,  but 
currently  is  providing  only  about  7  percent.  So  we  hope  that  this 
year  the  committee  can  take  an  important  step  toward  increasing 
that  7  percent  share  toward  the  40  percent  commitment. 

The  third  issue  is  the  need  for  increased  funding  for  the  Emer- 
gency Immigrant  Education  Act,  which  I  believe  is  a  concern  for 
Congressman  Bonilla's  district;  and  actually  Connecticut  has  a  rel- 
atively high  percentage  of  immigrant  students.  We  thank  the  sub- 
committee for  its  increase  in  funding  for  the  program  last  year.  It 
is  a  key  program;  it  helps  both  immigrant  students  and  the  entire 
school  system  provide  a  high  quality  education  for  all  students.  But 
even  with  the  $9  million  increase  last  year,  because  of  the  increas- 
ing number  of  immigrant  students,  the  per-pupil  funding  level  de- 
clined from  $568  in  1984  to  less  than  $40  per  pupil  currently.  So 
we  are  hoping  that  the  subcommittee  can  at  least  bring  the  pro- 
gram up  to  the  per-pupil  funding  level  of  1984. 

I  will  just  briefly  mention,  we  are  also  hoping  that  the  committee 
can  provide  significant  funds  for  Chapter  1,  above  the  President's 
strong  budget  request.  We  would  like  to  see  funds  for  vocational 
education  and  impact  aid  restored.  We  support  the  President's  re- 
quest for  a  strong  increase  in  drug  free  and  safe  schools.  And  we 
hope  that  bilingual  education  magnet  schools  can  receive  strong 
funding  increases.  The  President  also  requested  the  largest  percent 
increases  in  the  Goals  2000  reform  bill  and  the  School-To- Work  leg- 
islation that  are  expected  to  soon  be  enacted  into  law,  and  we  cer- 
tainly hope  that  the  subcommittee  can  approve  the  President's  re- 
quest in  these  areas. 

So  in  conclusion,  the  President's  education  budget  takes  an  im- 
portant step  toward  achieving  our  national  education  goals  and  es- 
tablishing world-class  standards  for  all  students.  It  is  a  very  good 
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budget.  We  hope  the  subcommittee  can  do  more,  and  we  hope  we 
can  work  with  you  to  provide  additional  suggestions  if  need  be. 
[The  prepared  statement  follows:] 
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I.  INTRODUCTION 

My  name  is  Edward  R.  Kealy,  Director  of  Federal  Programs  of  the  National  School  Boards  Association. 
I  would  like  to  thank  the  Subcommittee  for  the  opportunity  to  testify  today  on  the  need  for  major  new 
investments  in  elementary  and  secondary  education. 

The  National  School  Boards  Association  represents  the  95,000  local  school  board  members  nationwide 
who  make  the  key  fiscal  and  policy  decisions  for  our  nation's  public  schools.  Over  96%  of  local  school 
board  members  are  locally  elected,  and  they  insure  that  local  schools  have  broad  support  among  parents 
and  in  the  community.  Whether  it  is  launching  innovative  school  safety  programs  or  undertaking 
school  reform  efforts,  local  school  board  members  play  a  leading  role  in  improving  the  quality  of 
education  across  the  country. 

As  key  local  education  policy-makers,  board  members  also  know  what  assistance  local  schools  need 
most  from  the  federal  government.  We  look  forward  to  working  with  the  Subcommittee  to  advance 
toward  our  common  goals  of  achieving  world  class  standards  for  all  students. 

II.  THE  CLINTON  BUDGET  PROPOSAL 

The  Clinton  Administration's  education  budget  is  the  best  budget  we  have  seen  since  1980.  The 
President  has  requested  significant  increases  in  Chapter  1,  Safe  and  Drug-Free  Schools,  Goals  2000, 
Professional  Development  and  the  School-to-Work  Initiative.  This  budget  is  all  the  more  impressive 
because  it  meets  the  tight  legal  caps  on  discretionary  spending  that  were  passed  to  reduce  the  deficit 
We  support  the  increases  in  the  President's  budget  request. 

But  while  the  President  has  taken  a  good  first  step,  more  needs  to  be  done.  In  many  respects  children's 
educational  needs  are  still  growing  dramatically  and  outstrip  the  resources  that  the  President  is 
proposing  to  make  available  to  educators.  We  urge  the  Subcommittee  to  make  additional  investments 
beyond  the  increases  requested  by  the  President,  particularly  for  the  Chapter  1  and  Special  Education 
programs. 

Unfortunately,  the  President  also  is  requesting  cuts,  eliminations,  or  level  funding  of  numerous 
programs  that  have  proven  their  value.  Most  notably,  the  President  is  not  requesting  any  funds  for  the 
Chapter  2  school  improvement  program  and  is  requesting  an  overall  cut  of  approximately  $50  million 
each  in  the  Impact  Aid  program  and  Vocational  Education  programs.  Nor  has  the  President  requested 
any  increased  funds  for  the  Emergency  Immigrant  Education  Act.  We  urge  the  Congress  to  restore 
these  cuts  and  to  provide  needed  increases  in  these  programs. 
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Both  in  FY  95  and  over  the  next  decade  NSBA  believes  that  the  federal  government  needs  to  make 
education  a  significantly  higher  priority.  Major  additional  investments  in  education  will  pay  off  both 
in  terms  of  improved  opportunities  for  our  children  and  in  economic  benefits  for  the  country  as  a  whole. 

III.  THE  FEDERAL  GOVERNMENT  SHOULD  DRAMATICALLY  INCREASE  ELEMENTARY 
AND  SECONDARY  EDUCATION  FUNDING 

There  is  a  compelling  need  for  new  federal  investments  in  education.  First,  over  the  last  twenty-five 
years  state  and  local  governments  have  spent  a  smaller  and  smaller  percentage  of  their  budgets  on 
education.  In  1966,  state  and  local  governments  dedicated  approximately  40%  of  their  budgets  to 
education,  but  the  most  recent  data  show  they  now  spend  only  29%.  This  is  a  disturbing  trend  that  we 
must  correct. 

To  make  matters  worse  the  federal  government's  role  in  total  K-12  education  funding  is  also  declining. 
The  federal  share  of  total  K-12  investment  declined  from  9%  in  1980  to  just  6%  currently.  If  we  are 
going  to  meet  our  nation's  education  goals  the  federal  government  needs  to  increase  its  share  of 
education  funding. 

We  also  believe  that  education  should  receive  a  higher  priority  in  the  Subcommittee's  investment 
agenda.  In  FY  94  discretionary  programs,  under  the  jurisdiction  of  the  Department  of  Health  and 
Human  Services,  received  a  12.8%  increase  and  the  Department  of  Labor's  discretionary  programs 
received  a  7.9%  increase.  However,  discretionary  programs  funded  through  the  Department  of 
Education  received  a  disappointing  2.8%  increase.  We  urge  the  Subcommittee  to  consider  rectifying  this 
imbalance  by  giving  a  higher  priority  to  educational  programs. 

Increased  education  funding  will  not  only  improve  the  competitiveness  of  our  economy,  but  in  the  long 
term,  can  reduce  the  costs  of  public  assistance  and  law  enforcement  programs.  For  these  and  other 
reasons  Senator  James  Jeffords  (R-VT),  joined  by  Senators  Christopher  Dodd  (D-CT)  and  Paul  Simon  (D- 
IL)  introduced  a  Sense  of  the  Senate  resolution  to  increase  education  investments  by  $15  billion  a  year 
until  these  investments  constitute  10%  of  the  federal  budget.  This  legislation  passed  the  Senate,  and  we 
understand  that  a  similar  resolution  will  soon  be  introduced  in  the  House.  NSBA  strongly  supports  this 
reordering  of  investment  priorities  and  urges  the  Subcommittee  to  accord  a  higher  priority  to 
educational  investments. 

IV.  NSBA'S  INVESTMENT  PRIORITIES 

A.  Chapter  2:  The  Chapter  2  School  Improvement  Program  is  a  critical  source  of  funds  for  launching 
innovative  projects  addressing  local  priorities.  The  School  Improvement  Program  has  helped 
districts  acquire  new  educational  technology,  provide  programs  for  at-risk  students,  and  train 
teachers.     We  are  happy  to  report  that  on  February  8,  the  full  House  Education  and  Labor 
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Committee  reauthorized  Chapter  2  to  gear  future  school  improvement  efforts  toward  effecting 
meaningful  school  reform  and  achieving  our  National  Education  Goals. 

Chapter  2  is  clearly  a  necessary  ingredient  for  sustained  school  reform  and  a  complement  to  the 
President's  Goals  2000  school  reform  legislation.  Each  year  only  a  few  districts  in  each  state  are 
likely  to  win  the  Goals  2000  competitive  grants.  But  each  year  every  school  district  receives  Chapter 
2  funds  -  and  these  funds  could  be  devoted  to  school  reform  projects.  Thus,  Chapter  2  is  needed 
to  help  achieve  the  ambitious  national  content  and  performance  standards  proposed  in  the  Goals 
2000  legislation. 

Finally,  at  a  time  when  numerous  existing  mandates  on  schools  remain  underfunded,  it  is  important 
to  provide  districts  with  a  flexible  source  of  funds  that  local  districts  can  use  to  address  local  school 
improvement  priorities.  We  urge  the  Subcommittee  both  to  restore  the  $370  million  for  Chapter  2, 
which  the  President  is  proposing  to  cut  in  FY  95,  and  to  provide  an  additional  $66  million  to  make 
up  for  the  reduction  in  Chapter  2  funding  that  took  place  in  FY  94. 

Instead  of  requesting  funds  for  the  Chapter  2  School  Improvement  program  ^the  President  is 
requesting  $752  million  in  state  grants  for  an  expanded  Eisenhower  Professional  Development 
program  approximately  three  times  the  size  of  the  current  Eisenhower  program.  The  current 
Eisenhower  program  provides  funds  only  for  training  teachers  in  the  areas  of  Science  and  Math,  but 
the  new  program  would  provide  teacher  training  in  all  core  subjects. 

A  workforce  of  teachers,  well  trained  both  in  their  subject  matter  and  in  current  pedagogical 
practices,  is  essential  to  school  improvement.  We  support  increased  professional  development,  but 
we  do  not  believe  that  expanded  training  should  come  at  the  expense  of  Chapter  2. 

The  Importance  of  Special  Education:  Special  education  programs  are  critically  important  in 
insuring  that  students  with  disabilities  have  the  same  educational  opportunities  as  all  other  students. 
But  local  school  districts  are  shouldering  too  heavy  a  share  of  the  financial  burden  of  providing 
these  important  services. 

The  President  is  requesting  $2.35  billion  for  Special  Education  State  Grants,  an  increase  of  9.5%.  This 
is  a  significant  increase.  But  last  year  we  saw  the  highest  increase  ever  —  3.9%  -  in  the  numbers 
of  students  with  disabilities,  and,  if  you  also  take  inflation  into  consideration,  the  President's  request 
only  maintains  the  current  7%  federal  share  of  the  excess  costs  of  special  education.  Since  the 
federal  government  has  committed  itself  to  providing  40%  of  the  costs  of  special  education 
programs,  we  urge  the  Subcommittee  to  take  a  significant  first  step  in  increasing  the  federal  share 
of  this  mandate  beyond  the  current  7%. 
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C.  The  Need  for  Increased  Funding  for  the  Emergency  Immigrant  Education  Act:  The  Emergency 
Immigrant  Education  Act  is  particularly  in  need  of  increased  funding.  We  thank  the  Subcommittee 
for  providing  a  $9  million  increase  in  funding  last  year.  However,  the  per  pupil  funding  level  for 
this  program  has  still  declined  from  $86  in  1984  to  less  than  S40  per  pupil  after  accounting  for 
inflation. 

The  Administration  has  requested  $39  million  for  an  immigrant  education  grant  program.  However, 
given  the  growing  numbers  of  immigrant  students  we  believe  that  a  $150  million  increase  in  funding 
for  this  program  is  needed.  At  the  very  least,  we  urge  the  Subcommittee  to  provide  a  funding  level 
for  the  Emergency  Immigrant  Education  Act  that  is  adequate  to  restore  the  per  pupil  funding  in  real 
dollars  to  its  1984  level.  This  will  help  schools  in  communities  impacted  by  immigration  to  provide 
a  high  quality  education  for  all  students. 

V.  ADDITIONAL  PRIORITIES  FOR  FEDERAL  INVESTMENT 

To  provide  needed  assistance  to  at-risk  students  and  to  provide  all  students  with  a  world  class 
education  a  broad  range  of  education  programs  need  major  new  investments. 

Chapter  1 /Title  I:  Chapter  1  services  are  critically  important  for  helping  at-risk  students  to  succeed 
academically.  Sadly  40%  of  the  students  eligible  for  Chapter  1  do  not  receive  these  services.  We  believe 
that  the  President's  request  for  a  $664  million  increase  in  grants  to  LEAs  is  an  important  step  in  the 
right  direction,  but  we  urge  the  Subcommittee  to  vote  an  increase  of  a  minimum  of  $1  billion  above  the 
FY  94  level. 

Vocational  Education:  Vocational  education  programs  are  critical  in  helping  many  of  the  non-college 
bound  students  acquire  the  skills  they  need  to  become  productive  workers.  Unfortunately,  the  President 
is  urging  that  overall  funding  for  vocational  education  be  cut  by  approximately  $50  million.  We  believe 
that  the  total  funding  for  this  program  should  be  restored  to  its  FY  94  level  plus  an  increase  sufficient 
to  cover  the  effects  of  inflation. 

Impact  Aid:  Many  communities  need  Impact  Aid  funds  to  make  up  for  the  lost  revenues  that  result 
from  federal  activities  in  their  areas.  The  President  has  requested  a  cut  of  $52  million  in  Impact  Aid. 
We  urge  the  Subcommittee  to  restore  Impact  Aid  to  its  FY  94  level  and  provide  an  increase  sufficient 
to  cover  the  effects  of  inflation. 

Drug-Free  and  Safe  Schools:  The  Drug-Free  Schools  program  helps  students  avoid  the  substance  abuse 
problems  that  so  often  lead  to  academic  failure  and  juvenile  delinquency.  In  addition,  as  NSBA's  1994 
Report,  "Violence  in  Schools:  How  America's  School  Boards  Are  Safeguarding  Your  Children" 
demonstrates,  the  epidemic  of  violence  is  harming  not  only  urban  but  rural  and  suburban  schools  as 
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well.  The  President  has  taken  an  important  step  in  the  right  direction  with  his  request  to  increase 
funding  for  these  programs  by  $188  million  or  40%. 

Bilingual  Education:  The  bilingual  education  programs  provide  limited  English  proficient  (LEP) 
students  with  educational  programming  in  their  native  language  or  in  English  to  help  them  improve 
their  educational  performance.  The  President  has  requested  $215  million  —  or  a  12%  increase  for 
bilingual  education.  Because  of  the  growing  numbers  of  these  students,  we  urge  the  Subcommittee  to 
approve  a  significantly  higher  increase. 

Magnet  Schools:  NSBA's  recent  study,  "The  Growth  of  Segregation  in  American  Schools:  Changing 
Patterns  of  Separation  and  Poverty  since  1968",  demonstrated  that  our  public  school  system  is  becoming 
increasingly  segregated.  Such  segregation  is  likely  to  lead  to  greater  intolerance  of  diversity  and  make 
it  more  difficult  for  our  children  to  work  together  in  the  increasingly  diverse  workplace.  The  President 
is  requesting  to  increase  funding  for  this  program  from  $108  million  to  $120  million.  But  NSBA  believes 
that  a  greater  increase  in  Magnet  School  funding  is  needed  to  help  reduce  segregation  in  our  schools. 

Clinton  Initiatives:  Soon  the  Congress  is  likely  to  pass  the  President's  Goals  2000  and  School-to-Work 
legislation.  These  important  bills  will  help  promote  educational  reforms  and  to  prepare  our  youth  to 
become  productive  members  of  the  workforce  of  the  21st  century.  The  President  is  requesting  a 
funding  level  of  $700  million  for  Goals  2000  and  $300  million  for  School-to-Work  programs.  We  urge 
the  Subcommittee  to  approve  these  increases  for  Goals  2000  and  for  the  School-to-Work  legislation. 

Urban  Education/Rural  Education:  On  February  8,  the  House  Education  and  Labor  Subcommittee 
authorized  comprehensive  programs  to  provide  needed  assistance  to  rural  and  urban  schools.  We  urge 
the  Subcommittee  to  fund  fully  both  of  these  valuable  programs. 

VI.        CONCLUSION 

The  President's  education  budget  will  help  us  take  an  important  step  toward  achieving  our  National 
Education  goals  and  toward  establishing  world  class  standards  for  all  students.  But  if  we  are  to  meet 
all  the  educational  needs  of  America's  school  children,  the  Subcommittee  must  make  additional 
investments. 

\ 
We  appreciate  the  opportunity  to  share  with  you  the  views  of  local  school  board  members  concerning 

our  nation's  budget  priorities.    We  hope  we  can  work  with  you  in  the  upcoming  months  as  the 

Subcommittee  crafts  its  Appropriations  bill.  Please  feel  free  to  contact  NSBA  if  we  can  provide  you  with 

any  additional  information. 
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Ms.  DeLauro.  Thank  you  very,  very  much,  Mr.  Bruno.  We  will 
do  our  best. 


Friday,  February  11,  1994. 

WITNESS 

BRUCE  GANS,  M.D.,  AMERICAN  ACADEMY  OF  PHYSICAL  MEDICINE 
AND  REHABILITATION,  THE  AMERICAN  CONGRESS  OF  REHABILITA- 
TION MEDICINE,  AND  THE  ASSOCIATION  OF  ACADEMIC 
PHYSIATRISTS 

Ms.  DeLauro.  Dr.  Bruce  Gans? 

Dr.  Gans,  come  on  up.  Welcome.  Nice  to  see  you  this  morning. 

Dr.  GANS.  Pleasant  to  be  with  you  on  a  snow  day.  My  name  is 
Bruce  Gans.  I  am  the  President  of  the  Rehabilitation  Institute  of 
Michigan,  Chairman  of  the  Department  of  Physical  Medicine  and 
Rehabilitation  at  Wayne  State  University,  and  I  am  speaking  with 
you  this  morning  on  behalf  of  the  American  Academy  of  Physical 
Medicine  and  Rehabilitation,  the  Association  of  Academic 
Physiatrists,  and  the  American  Congress  of  Rehabilitation  Medi- 
cine, and  on  behalf  of  our  interests  and  the  37  million  individuals 
in  this  country  who  have  serious  physical  disabilities. 

Medical  rehabilitation  is  the  branch  of  medicine  that  really  deals 
with  helping  people  with  catastrophic  events  in  their  lives,  either 
from  birth  injuries,  illness,  or  acquired  injury,  to  get  on  with  the 
business  of  living.  In  Connecticut,  programs  such  as  the  Gaylord 
Hospital  and  Newington  Hospital  are  well  known;  in  Texas,  there 
is  a  very  strong  academic  program  at  the  University  of  Texas  in 
San  Antonio — just  two  examples  of  the  kinds  of  facilities  that  deal 
with  the  catastrophes  that  befall  people  from  violence,  from  inju- 
ries sustained  in  automobile  accidents,  from  diseases  such  as  mul- 
tiple sclerosis,  vascular  disease,  stroke.  There  is  a  very  long  list  of 
problems  that  happen,  and  a  growing  list  of  people  affected,  espe- 
cially as  our  population  ages.  There  is  also  the  very  significant 
problem  of  people  who  have  been  the  victims  of  violence  or  other 
injury,  and  especially  women  who  have  been  victims  of  injuries. 

As  an  example,  recently  in  my  office  I  saw  a  woman  who  had 
been  a  paraplegic  from  a  gunshot  injury  inflicted  in  a  violent  dis- 
pute 18  years  ago.  Her  problems  have  been  getting  access  to  health 
care.  She  was  seen  by  me  for  the  first  time  after  18  years  because 
of  a  problem  with  increasing  spasticity,  and  in  my  examination,  I 
asked  her  when  was  her  last  pelvic  examination,  and  the  answer 
came  back  18  years  ago.  Because  no  physician  was  interested  or  ca- 
pable of  seeing  her  due  to  her  paraplegia,  her  need  to  use  a  wheel- 
chair. That  is  a  common  problem,  and  is  the  kind  of  health  care 
access  concern  that  medical  rehabilitation  research  can  really  ad- 
dress. 

We  have  very  strong  interest  in  a  number  of  different  agencies 
that  have  been  funding  medical  rehabilitation  research.  One  of  the 
most  important  new  advances  in  research  funding  for  us  has  been 
coming  from  the  National  Institutes  of  Health.  The  relatively  newly 
formed  National  Center  for  Medical  Rehabilitation  Research  has 
been  an  extraordinary  boom  to  us  in  the  field  who  are  trying  to 
conduct  this  kind  of  investigation  to  prevent  and  minimize  the  con- 
sequences of  disability.  This  agency,  even  though  it  has  only  been 
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in  operation  a  couple  of  years,  has  been  able  to  spend  its  $14  mil- 
lion from  fiscal  1994's  budget  to  do  important  things  such  as  help- 
ing to  fund  the  training  of  researchers  in  a  very  small  field  of  medi- 
cal research,  and  already  has  been  funding  important  research  pro- 
grams in  areas  to  improve  mobility;  to  improve  the  use  of  prosthet- 
ics, artificial  limbs  for  individuals  who  have  lost  limbs  from  various 
disorders;  and  in  improving  the  ability  to  treat  skin  problems  asso- 
ciated with  disability. 

We  are  also  very  pleased  to  be  able  to  raise  awareness  of  the 
medical  rehabilitation  needs  among  researchers  as  a  whole  within 
the  NIH.  We  have  seen  great  strides  being  made  in  becoming  more 
sensitive  to  the  needs  of  the  disabled  in  the  NIH  as  a  whole,  be- 
cause of  the  presence  of  this  new  agency.  We  really  hope  that  the 
committee  will  help  us  get  an  increase  in  the  funding  to  about  $30 
million  from  1995,  where  we  think  we  will  really  be  able  to  start 
now  establishing  Centers  of  Research  Excellence.  These  centers 
will  make  the  next  leap  forward  in  being  able  to  have  the  critical 
mass  of  people  together  with  the  disabled  individuals  that  we 
serve,  to  conduct  the  research  and  understand  how  to  do  the  job 
better,  how  to  prevent  the  problems  to  begin  with  so  we  won't  need 
to  treat  them  and  spend  health  care  dollars  in  the  future. 

We  are  also  very  interested  in  the  Department  of  Education,  spe- 
cifically in  the  Rehabilitation  Services  Administration  and  the  Na- 
tional Institute  on  Disability  and  Rehabilitation  Research.  This  has 
been  the  major  agency  that  has  provided  funding  for  medical  reha- 
bilitation research  up  until  recently.  This  program  supports,  among 
the  specific  research  projects,  three  very  important  model  systems 
of  care  that  really  represent  major  models  to  be  built  upon  in  the 
era  of  health  reform  that  we  are  about  to  enter  into.  These  are  sys- 
tems of  spinal  cord  injury  care,  traumatic  brain  injury  care,  and 
the  newest  program  is  in  model  systems  of  burn  injury  care.  We 
have  two  of  those  systems  operating  at  my  medical  center,  in  the 
Detroit  Medical  Center.  If  you  are  unfortunate  enough  to  have  a 
spinal  cord  injury,  to  be  the  victim  of  an  automobile  accident,  break 
your  neck  and  become  quadriplegic,  you  are  best  served  only  if  you 
are  in  a  community  that  has  available  to  it  a  highly  coordinated 
and  integrated  system  of  care.  From  the  moment  of  injury,  you  are 
brought  to  the  emergency  room  of  a  receiving  hospital  such  as  ours, 
with  an  eye  towards  not  only  preserving  your  ability  to  function 
through  the  use  of  new  medications  that  have  been  developed 
through  NIH  research  to  minimize  the  loss  of  neurologic  function, 
but  also  even,  at  the  moment  of  injury,  to  start  on  a  process  of  re- 
habilitation to  learn  how  best  to  cope  with  that  part  of  your  loss 
that  can't  be  fixed  medically,  and  to  get  on  with  becoming  a  func- 
tional, mobile,  independent  person  again. 

We  have  had  some  very  publicly  visible  individuals  in  the  last 
year  or  two  in  the  sporting  fields  who  have  had  spinal  cord  inju- 
ries— Mike  Gutley,  who  we  took  care  of  for  a  while  in  Detroit;  Steve 
Palermo  has  been  very  visible — real  shining  examples  of  the  kind 
of  success  that  moment-of-injury  to  long-term,  lifetime  care  can 
really  make  a  difference.  It  is  model  systems  of  care,  such  as  those 
funded  by  the  NIDRR  that  have  really  made  a  difference  and  are 
forming  the  basis  for  understanding  new  and  different  ways  to  ex- 
pand that  model  to  other  disabling  disorders. 
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Our  health  care  system  really  is  a  system  of  treating  illness  and 
sickness  right  now.  We  are  moving  into  an  area  where  hopefully, 
with  reform,  we  will  be  able  to  prevent  illness  and  treat  and  create 
wellness.  But  for  those  who  will  still  be  sick  and  ill,  model  systems 
of  integrated  care  are  going  to  be  absolutely  essential,  and  they  will 
be  the  most  cost-effective  ways  to  deliver  care.  There  are  some 
medical  insurance  company  studies  that  have  demonstrated  that 
for  every  dollar  spent  on  medical  rehabilitation,  as  many  as  $30 
can  be  saved.  Absolutely  extraordinary,  but  it  takes  a  wise  invest- 
ment up  front  in  that  care  to  get  long-term  payback. 

The  most  recent  addition  to  the  research  funding  area  that  is  of 
great  importance  to  us  in  medical  rehabilitation  is  in  the  Centers 
for  Disease  Control.  The  new  National  Center  for  Injury  Control 
and  Prevention  has  always  had,  from  its  onset  as  a  small  program 
at  the  CDC,  very  strong  awareness  of  the  needs  for  including  the 
provision  of  rehabilitation  as  part  of  the  injury  paradigm.  Consider- 
ing injury  as  a  public  health  problem,  which  includes  violence  as 
a  public  health  problem,  realizing  that  for  those  who  do  become 
disabled  as  a  result  of  injury,  there  are  opportunities  to  minimize 
their  loss  of  function  and  to  prevent  the  secondary  disabling  dis- 
orders and  the  secondary  injuries  that  can  occur  to  an  individual 
with  a  primary  disability. 

This  program  has  recently  become  a  fully  established  center.  It 
is  doing  wonderful  work  in  several  important  areas.  It  has  already 
funded  one  injury  prevention  research  center  in  rehabilitation  at 
the  University  of  Alabama,  Birmingham,  that  is  making  important 
contributions  in  understanding  how  to  apply  the  best  of  epidemio- 
logic knowledge  and  principles  to  the  prevention  of  disability  and 
secondary  injuries  in  a  number  of  different  areas.  The  CDC  pro- 
grams are  also  very  capable  of  stimulating  surveillance  and  aware- 
ness system  for  the  occurrence  of  spinal  cord  injury  and  traumatic 
brain  injury.  These  are  the  two  violence  and  injury-related  diseases 
that  affect  the  largest  number  of  young  people  in  our  society.  And 
we  simply  do  not  have  enough  knowledge  about  when  those  inju- 
ries occur,  what  happens,  who  is  being  denied  access  to  health  care, 
and  how  we  can  best  both  prevent  those  problems  from  occurring 
to  begin  with — eliminate  the  injuries  altogether — and  also  best 
treat  the  problems  afterwards.  The  CDC  Center  has  recently  been 
able  to  get  a  $39  million  budget,  and  we  are  hopeful  that  an  addi- 
tional $11  million  will  be  able  to  be  added  to  that  for  fiscal  1995 
to  allow  it  to  start  again  expanding  the  injury  prevention  research 
centers  that  it  has  been  funding.  They  are  already  showing  very 
strong  results,  and  to  expand  to  other  surveillance  and  prevention 
programs  within  rehab. 

Thank  you  very  much. 

[The  prepared  statement  follows:] 
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Mr.  Chairman: 


I  am  Bruce  M.  Gans,  M.D.,  President  of  the  Rehabilitation  Institute  of  Michigan,  a  free 
standing  rehabilitation  hospital  which  is  part  of  the  Detroit  Medical  Center,  and  Chairman  of 
the  Department  of  Physical  Medicine  and  Rehabilitation  at  Wayne  State  University  School  of 
Medicine.  I  am  testifying  on  behalf  of  a  number  of  organizations  including  the  American 
Academy  of  Physical  Medicine  and  Rehabilitation,  the  Association  of  Academic  Physiatrists, 
and  the  American  Congress  of  Rehabilitation  Medicine.  The  Academy  is  the  medical  specialty 
society  of  physicians  specializing  in  physical  medicine  and  rehabilitation  who  number  over 
4000,  the  Congress  is  a  multi-disciplinary  professional  society  and  the  Association  of  Academic 
Physiatrists  (AAP)  is  a  society  of  physicians  who  teach  and  do  research  in  the  rehabilitation 
field.  My  testimony  is  focused  on  the  medical  rehabilitation  research,  training,  and  service 
programs  in  the  federal  budget. 

NIH:    The  National  Center  for  Medical  Rehabilitation  Research  (NCMRR) 

The  National  Center  for  Medical  R.ehabilitation  Research  is  currently  in  its  third  full 
fiscal  year.  In  FY  '94  its  budget  is  $14  million,  an  increase  of  about  $4  million  over  FY  1993. 
The  first  year  budget  of  the  Center  was  about  $8  million.  The  professional  and  scientific 
communities  in  the  field  of  medical  rehabilitation  are  grateful  for  the  support  and  leadership 
of  this  Subcommittee  in  getting  the  Center  off  to  a  substantial  start.  Both  you,  Mr.  Chairman, 
and  Mr.  Porter  have  been  leaders  in  this  effort  and  the  disability  community  thanks  you  both. 

The  Center  is  an  exceptional  agency  within  the  National  Institutes  of  Health.  Its  focus 
is  upon  the  integration  of  basic  and  clinical  science  with  the  goal  the  improvement  of  the 
quality  of  life  and  function  of  persons  with  disabilities.  To  date  funding  efforts  have  focused 
upon  improved  application  of  technology  to  enhance  the  employability  and  independence  of 
persons  with  disabilities.  The  small  business  innovation  research  grant  program  has  been 
particularly  effective  in  enhancing  independence  and  employability  and  represents  7.5%  of  the 
Center  budget.  Targeted  research  programs  have  also  been  undertaken  in  the  areas  of  skin 
integrity  related  to  assistive  technology  and  improved  management  of  bowel  and  bladder  for 
persons  with  severe  disabilities  affecting  bowel  and  bladder  control  such  as  spina  bifida  and 
spinal  injury.  Work  in  the  skin  integrity  area  is  intended  to  prevent  decubitus  ulcers  and  to 
decrease  skin  pressure  points  from  devices  which  create  problems  for  device  use.  Bowel  and 
bladder  management  relates  to  the  single  most  significant  problem  limiting  the  integration  of 
persons  with  disabilities  to  the  work  place.   The  National  Center's  research  activity  at  this  point 
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involves  both  research  grants  and  training  grants.  The  goals  of  the  National  Center's  research 
are  defined  in  its  research  plan  developed  by  its  NIH  Advisory  Board  and  include  enhancing 
mobility  and  improving  assistive  technology.  Advances  in  rehabilitation  techniques  related  to 
mobility  can  have  dramatic,  practical  significance.  An  example  is  the  remarkable  recovery  of 
New  York  Jets  lineman  Dennis  Byrd.  The  development  of  a  drug  used  during  the  initial 
surgery  to  preserve  the  spinal  cord  and  the  immediate  utilization  of  rehabilitative  techniques 
resulted  in  his  function  being  dramatically  restored. 

The  Center  budget  needs  a  substantial  infusion  of  funds  in  fiscal  year  1995  to  enable 
the  research  which  has  begun  to  move  forward  productively.  The  Center  began  during  a  time 
of  budget  constraint  so  the  initial  goal  of  the  scientific  community  of  adding  about  $10  million 
per  year  for  each  year  over  3  years  could  not  be  realized.  We  are  really  only  half  way  there 
at  $14  million  in  year  3.  We  recommend  a  budget  of  $30  million  for  fiscal  year  1995.  A 
budget  of  that  size  would  enable  the  Center  to  continue  its  research  grant  and  training 
initiatives  related  to  technology  and  mobility  and  add  new  programs.  New  programs  planned 
by  the  Center  include:  ( 1 )  research  related  to  the  needs  of  and  effective  rehabilitative  services 
for  AIDS  patients,  (2)  health  issues  related  to  women  with  disability  such  as  effective  services 
for  women  with  multiple  sclerosis  and  osteoporosis,  (3)  improving  the  mobility  of  children 
with  disabilities,  and  (4)  improving  the  effectiveness  of  interventions  related  to  chronic  pain 
of  people  with  physical  disabilities.  Such  an  increase  would  also  enable  the  National  Center 
for  Medical  Rehabilitation  Research  to  support  the  creation  of  research  centers  of  excellence 
in  medical  rehabilitation.  Such  centers  are  the  main  recommendation  of  the  NIH  Advisory 
Board  on  Medical  Rehabilitation  Research.  These  centers  would  enable  an  integration  of  basic 
science,  clinical  science,  and  practice  which  can  only  be  achieved  effectively  utilizing  center 
programs.  Tnese  centers  would  enhance  the  existing  research  efforts  related  to  functional 
mobility  and  the  use  of  assistive  devices  to  improve  function. 

We  also  recommend  that  the  Committee  return  to  the  approach  in  the  FY  1992  bill  in 
which  funds  for  the  Center  were  specifically  identified. 

Rehabilitation  Services  and  Disability  Research 
Department  of  Education 

As  the  nation  considers  the  need  for  health  care  reform,  issues  related  to  the  delivery 
ot  care  to  individuals  with  chronic  diseases  and  disabilities  have  become  paramount.    There 
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is  a  general  consensus  that  health  insurance  must  be  available  and  care  accessible  to  persons 
with  preexisting  conditions.  Health  insurance  policies  should  be  portable  so  those  individuals 
are  not  locked  into  jobs.  There  is  a  consensus  as  well  that  rehabilitation  care,  long  a  part  of 
Medicare  for  the  aged  and  disabled,  should  be  in  standard  benefit  packages.  In  addition, 
President  Clinton  has  proposed  a  long-term  care  program  for  persons  with  disabilities. 
However,  there  is  also  a  consensus  that  all  care  must  be  delivered  in  a  more  efficient  manner, 
costing  less  but  still  delivering  quality  care.  This  tension  between  efficiency  in  services  and 
preserving  access  to  health  care  including  rehabilitation  is  most  pronounced  in  the  case  of 
people  with  chronic  disease  and  disability.  The  nation  and  Congress  are  faced  with  an 
opportunity  to  provide  a  major  benefit  to  people  with  disabilities  and  yet  we  clearly  need  to 
provide  models  for  the  health  care  system  to  utilize  regarding  the  effective  management  of 
catastrophic  disability  and  disease  such  as  traumatic  spinal  cord,  head,  or  other  severe  injury, 
severe  stroke,  multiple  sclerosis,  cerebral  palsy  and  spina  bifida  to  name  only  a  few  conditions. 

Some  of  the  programs  of  the  National  Institute  on  Disability  and  Rehabilitation 
Research  and  the  Rehabilitation  Services  Administration  focus  on  establishing  such  models  of 
service  delivery.  The  National  Institute  on  Disability  and  Rehabilitation  Research  now  has 
created  three  important  model  system  programs  with  modest  center  grants  of  $400,000  to 
$500,000.  Models  of  comprehensive  care  are  established  for  individuals  with  spinal  injury, 
head  injury,  and  burns.  These  systems  of  care  are  examples  of  effective  managed  care  for 
individuals  with  severe  and  costly  disability.  One  of  these  systems  was  available  to  provide 
services  to  Dennis  Byrd.  These  models  of  managed  care  for  disabilities  need  to  be  expanded 
so  more  areas  of  the  country  can  have  them  available  and  learn  from  them.  The  same  model 
system  development  needs  to  take  place  for  diseases  such  as  multiple  sclerosis  and  severe 
stroke.  To  accomplish  these  results  and  continue  the  important  research  and  training  center 
programs,  the  NIDRR  budget  needs  expansion  by  at  least  $10  million  above  the  1994  level. 

The  1992  Rehabilitation  Act  amendments  enacted  major  new  directions  for  the  programs 
of  the  Rehabilitation  Act.  The  basic  themes  for  those  amendments  were  expansion  of  coverage 
to  more  persons  with  disabilities  and  expansion  of  the  services  available  to  include  services 
intended  to  enable  independence  of  function  such  as  personal  assistance  services.  The  new 
populations  focused  upon  by  the  1992  amendments  include  the  most  severely  disabled  and 
individuals  of  diverse  cultural  and  ethnic  origins.  The  goal  of  the  programs  of  the  Act.  which 
is  among  the  oldest  of  federal  domestic  legislation,  is  jobs  and  independence  for  persons  with 
disabilities. 
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Fiscal  year  1 995  is  a  year  in  which  these  Amendments  should  be  fully  implemented  but 
to  do  so  will  involve  additional  funds.  The  President's  request  is  generally  to  hold  programs 
at  their  current  levels  with  the  federal/state  vocational  rehabilitation  program  increasing  by 
between  2%  and  3%.  We  would  urge  expansion  of  the  various  discretionary  programs  of  the 
Act  and  a  greater  expansion  of  the  federal  state  program  than  the  President  has  proposed. 

Centers  for  Disease  Control  and  Disability 

The  President's  budget  level  funds  the  injury  prevention  and  control  program  at  the 
same  level  of  $39  million  in  1995  as  in  1994.  That  program  includes  major  disability 
prevention  activity.  We  would  urge  the  Subcommittee  to  expand  the  injury  prevention  program 
so  that  the  CDC  may  further  develop  its  new  focus  on  disability  prevention.  Disability 
prevention  includes  major  public  health  initiatives  to  prevent  secondary  complications  from 
injury  such  as  spinal  cord  injury. 

Thank  you  for  the  opportunity  to  testify,  and  I  am  available  to  take  your  questions. 
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Ms.  DeLauro.  Thank  you.  I  applaud  your  testimony,  and  I  think 
we  do  have  an  opportunity,  with  the  discussion  in  the  President's 
Health  Security  Act,  of  looking  at  the  whole  issue  of  health  care 
services  for  those  who  are  disabled.  It  has  been  a  long  time  in  com- 
ing, but  I  think  we  have  to  be  vigilant  to  make  sure  that  that  is 
what  we  get  in  the  outcome. 

Dr.  Gans.  Universal  access  is  an  absolute  essential. 

Ms.  DeLauro.  Thank  you  very,  very  much  for  being  here  this 
morning. 


Friday,  February  11,  1994. 

WITNESS 

DR.  JERRY  GUYDEN,  ASSOCIATION  OF  RESEARCH  CENTERS  IN  MI- 
NORITY INSTITUTIONS 

Ms.  DeLauro.  Dr.  Jerry  Guyden.  Good  morning,  Dr.  Guyden. 
Good  to  have  you  with  us. 

Dr.  Guyden.  Good  morning.  I  am  from  Texas;  I  am  from  Bryan 
College  Station,  originally. 

Mr.  BONILLA.  Are  you  an  Aggie? 

Dr.  Guyden.  No,  no,  we  will  talk  about  that.  But  how  about 
them  Cowboys?  I  have  been  having  a  lot  of  fun  with  that.  I  now 
work  in  Harlem  at  the  City  College  of  New  York. 

Mr.  BONILLA.  It  is  quite  a  culture  change,  to  go  from  Bryan  Col- 
lege Station. 

Dr.  Guyden.  Yes,  there  is  no  space. 

Thank  you  for  having  me  here.  I  am  really  happy  to  be  here.  My 
name  is  Jerry  Charles  Guyden  and  I  am  giving  this  talk  on  behalf 
of  Dr.  Fred  Jones  at  Meharry  Medical  School.  Dr.  Jones  called  me 
yesterday,  I  guess,  and  asked  if  it  would  be  easier  if  I  got  here.  I 
think  it  is  a  three-hour  flight  from  Nashville,  and  it  took  me  eight 
hours  by  plane  to  get  here  from  New  York  City.  So  it  was  tough. 
But  I  am  glad  to  be  here,  and  I  want  to  tell  you  a  little  bit  about 
why  I  am  here.  I  am  one  of  the  directors  of  the  RCMI  program,  and 
the  RCMI  Research  Center  is  a  minority  institution.  I  want  to  tell 
you  a  little  bit  about  who  we  are  and  what  we  are  doing;  then  I 
want  to  tell  you  why  we  need  your  help. 

This  organization  consists  of  19  program  directors  representing 
institutions  where  RCMI  programs  exist.  And  I  have  a  listing  of 
those  programs  in  our  documents.  The  Association  of  RCMI  Direc- 
tors was  formed  in  1987  to  foster  the  goals  of  the  RCMI  initiative 
of  the  NIH,  which  was  then  located  in  DRR,  Division  of  Research 
Resources,  and  now  it  is  in  the  National  Center  for  Research  Re- 
sources. Congressionally  mandated  in  1985,  the  mission  of  the 
RCMI  program  is  to  expand  the  Nation's  capability  for  research  in 
the  health  sciences  by  assisting  predominantly  minority  institu- 
tions that  offer  the  doctorate  in  health  professionals  and/or  health- 
related  sciences  to  strengthen  their  research  environment.  Re- 
cently, the  objectives  of  the  program  were  expanded  to  include  in- 
stitutions with  emerging  doctoral  programs. 

The  primary  goal  is  to  enable  these  institutions  to  become  more 
competitive  in  obtaining  support  for  the  conduct  of  biomedical  or 
behavioral  research  relevant  to  the  mission  of  the  Public  Health 
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Service.  To  date,  the  grantee  institutions  include  seven  medical 
schools,  three  colleges  of  pharmacy,  eight  graduate  schools  and  one 
school  of  veterinary  medicine.  They  are  located  primarily  in  urban 
centers  in  Florida,  Alabama,  Georgia,  Louisiana,  New  York,  Ha- 
waii, Tennessee,  California,  Texas,  Puerto  Rico  and  the  District  of 
Columbia.  That  is  who  we  are. 

What  do  we  do?  The  success  of  the  RCMI  program  at  participat- 
ing institutions  has  been  steady,  and  they  continue  to  grow  in  spite 
of  budget  limitations  and  the  enormous  needs  of  these  institutions. 
As  institutions  have  struggled  to  develop  an  infrastructure  for  re- 
search, they  have  been  involved  in  research,  addressing  questions 
about  some  of  the  major  causes  of  death  of  minorities  in  this  coun- 
try. They  are  pursuing  problems  related  to  epidemiology  of  HIV, 
understanding  wholesale  interactions  with  HIV,  and  the  design  of 
drugs  that  may  augment  the  limited  supply  of  effective  drugs  for 
treating  HIV  patients. 

They  are  also  developing  animal  models  for  diabetes  and  Parkin- 
son's disease  and  performing  research  directives  to  understand  hy- 
pertension and  some  forms  of  cancer.  Behavioral  modifications  that 
address  problems  of  obesity,  transmission  of  HIV,  teenage  preg- 
nancy and  violence  among  our  youth  in  our  community  are  cur- 
rently under  investigation  or  consideration  by  these  institutions. 
The  research  goals  of  these  institutions  are  clearly  defined  and 
they  are  prepared  to  face  the  challenges  needed  to  achieve  them. 

The  administration  of  the  RCMI  program  at  the  NCRR  at  the 
NIH  continues  to  provide  outstanding  leadership  for  this  program 
and  is  responsible  in  large  measure  for  the  success  of  the  RCMI- 
program-supported  institutions.  Now,  what  do  we  need?  Well,  the 
RCMI  program  directors  association  is  appreciative  of  the  support 
that  this  committee  and  the  NIH  has  provided,  and  we  do  encour- 
age your  continued  support  of  this  program.  As  we  plan  for  the  fu- 
ture, however,  there  are  some  important  challenges  that  we  face  in 
our  effort  to  address  research  questions  important  to  the  health  of 
American  people. 

There  are  three  things  that  we  are  concerned  about.  The  first  is 
the  lack  of  infrastructure  for  clinical  trials  at  medical  schools  in  the 
RCMI  programs;  the  second  one  is  the  development  of  regional  re- 
search centers  for  minority  oral  health  at  these  institutions;  and 
the  third  is  the  construction  and  renovation  of  science  facilities  at 
our  campuses. 

For  example,  I  want  to  talk  about  one  of  the  concerns,  the  re- 
search infrastructure  initiative.  The  RCMI  program  is  currently  in 
the  process  of  planning  clinical  research  initiatives,  as  was  sug- 
gested by  the  NIH  in  fiscal  year  1992  appropriation  language.  This 
initiative  would  provide  competitive  grants  for  RCMI-eligible  insti- 
tutions in  order  for  them  to  participate  more  fully  in  clinical  re- 
search by  developing  the  clinical  research  infrastructure  at  seven 
schools  of  medicine  associated  with  the  RCMI  grantee  institutions. 
The  support  provided  by  these  initiatives  will  be  used  for  faculty 
expansion  and  development,  specialized  facilities  and  core  labora- 
tories necessary  for  clinical  research.  Epidemiological  studies  in 
support  of  pilot  projects,  and  many  of  these  projects  will  be  cen- 
tered around  diseases  that  disproportionately  affect  minority  popu- 
lations. 
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The  clinical  research  initiative  will  assure  a  major  role  for  minor- 
ity institutions  in  conducting  research  to  improve  the  health  of  mi- 
norities, as  well  as  all  people  of  our  Nation.  It  will  enable  these  in- 
stitutions to  participate  in  clinical  research  on  drug-resistant  tuber- 
culosis, which  is  increasing  at  an  alarming  rate  in  our  community. 
It  will  also  allow  the  participation  in  clinical  research  of  the  im- 
mune-compromised state  of  those  suffering  from  the  disease,  AIDS. 
The  Council  urges  the  support  of  these  initiatives,  which  is  essen- 
tial to  serve  the  needs  of  minority  institutions  and  ensure  the  in- 
clusion of  more  minorities  and  women  in  clinical  trials. 

And,  in  summary,  I  would  like  to  repeat  what  our  three  concerns 
are  and  the  critical  needs  of  the  RCMI  program,  fiscal  year  1995, 
which  will  require  additional  support  above  the  President's  fiscal 
year  1995  request:  clinical  research  infrastructure  development, 
faculty  development  component  of  regional  research  centers  for  mi- 
nority oral  health,  science  facility  renovations  and  construction 
supplements  at  RCMI-supported  institutions.  And  these  are  just 
basic  things  that  we  need  to  get  started. 

Thank  you  for  your  time  and  support  of  this  program. 

[The  prepared  statement  follows:] 
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Before  the  United  States  House  of  Representatives 

Appropriations  Subcommittee  on  Labor, 

Health  and  Human  Services,  Education  and  Related  Agencies 

Mr.  Chairman  and  members  of  the  Subcommittee,  I  am  Fred  Jones,  Vice  President  for  Academic 
Affairs  at  Meharry  Medical  College  and  President  of  the  Association  of  Research  Centers  in 
Minority  Institutions  (RCMI)  Program  Directors.  The  Vice  President  of  this  organization  is:  Dr. 
Frederick  C.  Greenwood,  Director,  Pacific  Biomedical  Research  Center,  University  of  Hawaii  at 
Manoa.  This  organization  consists  of  19  program  directors  representing  institutions  where  RCMI 
Programs  1  exist.  The  Association  of  RCMI  Program  Directors  was  formed  in  1987  to  foster  the 
goal  of  the  RCMI  initiative  of  the  National  Institutes  of  Health  (NIH),  located  in  the  National 
Center  for  Research  Resources  (NCRR).  Today,  testimony  on  behalf  of  the  association  will  be 
given  by  Dr.  Jerry  Guyden,  RCMI  Program  Director  at  City  College  (CUNY)  New  York. 

Congressionally  mandated  in  1985,  the  mission  of  the  RCMI  program  is  to  expand  the  nation's 
capability  for  research  in  the  health  sciences  by  assisting  predominantly  minority  institutions  that 
offer  the  doctorate  in  health  professions  and/or  health-related  sciences  to  strengthen  their  research 
environment.  Recently  the  objective  of  the  program  was  expanded  to  include  institutions  with 
emerging  doctoral  programs.  The  primary  goal  is  to  enable  these  institutions  to  become  more 
competitive  in  obtaining  support  for  the  conduct  of  biomedical  and/or  behavioral  research  relevant 
to  the  mission  of  the  Public  Health  Service. 

To  date,  the  grantee  institutions  include  eight  schools  of  medicine,  three  colleges  of  pharmacy, 
eight  graduate  schools  and  one  school  of  veterinary  medicine.  They  are  located  primarily  in  urban 
centers  in  Florida,  Alabama,  Georgia,  Louisiana,  New  York,  Hawaii,  Tennessee,  California, 
Texas,  Puerto  Rico  and  the  District  of  Columbia. 

The  success  of  the  RCMI  Programs  at  participating  institutions  has  been  steady  and  continue  to 
grow  inspite  of  the  limited  budget  and  the  enormous  needs  of  these  institutions.  As  the  institutions 
have  struggled  to  develop  an  infrastructure  for  research,  they  have  been  involved  in  research 
addressing  questions  about  some  of  the  major  causes  of  death  of  minorities  in  this  country.  They 
are  pursuing  problems  related  to  the  epidemiology  of  HIV,  understanding  host  cell  interactions 
with  HIV  and  the  design  of  drugs  that  may  augment  the  limited  supply  of  effective  drugs  for 
treating  HIV  patients.  They  are  also  developing  animal  models  for  diabetes,  and  Parkinson's 
disease,  performing  research  directed  to  understanding  hypertension  and  certain  types  of  cancer 
and  assuring  proper  tissue  matching  for  kidney  and  live  transplants.  Behavioral  modification  that 
address  problems  of  obesity,  transmission  of  HIV,  teenage  pregnancy  and  violence  among  our 
youth  are  currently  under  investigation  or  contemplated  by  these  institutions.  The  research  goals  of 
these  institutions  are  clearly  defined  and  the  institutions 

'A  program  of  the  National  Institutes  of  Health,  National  Center  for  Research  Resources,  at  Atlanta  University  (GA),  City 
College  -  CUNY  (NY),  Charles  R.  Drew  University  of  Medicine  and  Science  (CA),  Florida  A&M  University  (FL),  Howard 
University  (DC),  Hunter  College  (NY),  Meharry  Medical  College  (TN),  Morehouse  School  of  Medicine  (GA),  Ponce  School 
of  Medicine  (PR),  Tennessee  State  University  (TN),  Texas  Southern  University  (TX),  University  of  Texas  at  EI  Paso  (TX), 
Tuskegee  University  (AL),  Universidad  Central  Del  Caribe  (PR),  University  of  Hawaii  (HI),  University  of  Puerto  Rico  - 
Medical  Science  Campus  (PR).  University  of  Puerto  Rico  -  Rio  Piedras  (PR),  Xavier  University  (LA)  and  Southern 
University  (LA). 
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The  RCMI  Program  Directors'  Association  is  appreciative  of  the  support  this  committee  and  NIH 
officials  continue  to  provide  and  do  encourage  your  continuing  support  of  this  program.  As  we 
plan  for  the  future,  there  are  some  important  challenges  we  face  in  our  efforts  to  address  research 
questions  important  to  the  health  of  the  American  people.  We  are  concerned  about  the  lack  of 
infrastructure  for  clinical  research  at  the  eight  medical  schools  affiliated  with  the  grant,  the 
development  of  the  Regional  Research  Centers  for  Minority  Oral  Health  at  these  institutions  and  the 
construction  and  renovation  of  science  facilities  on  our  campuses. 

The  RCMI  program  is  currently  in  the  process  of  planning  clinical  research  infrastructure  initiatives 
as  suggested  in  the  NIH  FY93  appropriation  language.  These  initiatives  would  provide  competitive 
support  to  RCMI  eligible  institutions  in  order  for  them  to  participate  more  fully  in  clinical  research 
by  developing  the  clinical  research  infrastructure  at  the  eight  school  of  medicine  associated  with  the 
RCMI  grantee  institutions.  The  support  provided  through  this  initiative  will  be  used  for  (a)  faculty 
expansion  and  development;  (b)  specialized  facilities  and  core  laboratories  necessary  for  clinical 
research;  (c)  epidemiological  studies;  and  (d)  support  for  pilot  projects,  many  of  which,  may  focus 
on  diseases  that  disproportionately  affect  minority  populations.  This  clinical  research  initiative  will 
assure  a  major  role  for  minority  institutions  in  conducting  research  to  improve  the  health  of 
minorities,  as  well  as  all  other  people  in  the  U.S.  It  will  enable  these  institutions  to  participate  in 
clinical  research  such  as  drug-resistant  tuberculosis  which  is  increasing  at  an  alarming  rate  in  the 
minority  community  especially  in  the  immune  compromised  individuals  suffering  from  the  disease 
AIDS. 

The  National  Advisory  Research  Resources  Council  of  NCRR  urged  the  support  of  these 
initiatives  which  is  essential  to  serve  the  needs  of  the  minority  institutions  and  ensure  the  inclusion 
of  more  minorities  in  clinical  research.  Eight  institutions  are  eligible  for  such  support  and  will 
require  an  additional  $750,000  each  or  $6,000,000  per  year  beginning  with  the  1995  budget. 

The  National  Institute  of  Dental  Research  (NIDR),  of  NIH,  and  the  RCMI  Program  of  NCRR 
collaborated  to  develop  an  initiative  in  FY92  to  fund  planning  grants  (Phase  I)  to  enable  minority 
dental  schools  and  dental  schools  serving  large  minority  populations  to  develop  Regional  Research 
Centers  for  Minority  Oral  Health  (RRCMOH).  The  objectives  of  this  initiative  are  to:  (1)  conduct 
research  to  improve  the  oral  health  of  U.S.  racial  and  ethnic  minorities;  (2)  enhance  the 
participation  of  members  of  racial  and  ethnic  minorities  in  oral  health  research;  and  (3)  strengthen 
the  minority  oral  health  research  infrastructure  of  eligible  schools.  Of  the  six  FY92  awards  under 
this  initiative,  one  was  made  to  Meharry  Medical  College.  Two  other  RCMI  institutions:  Howard 
University  and  Charles  R.  Drew  University  are  participating  in  this  initiative  as  collaborators  with 
the  University  of  Maryland  College  of  Dentistry  and  UCLA's  Dental  School.  The  faculty 
development  component  of  this  program  is  being  supported  by  the  RCMI  Program. 

These  institutions  are  approximately  halfway  through  the  planning  phase  of  the  initiative  and  are 
gearing  up  to  prepare  applications  to  establish  Regional  Research  Centers  for  Minority  Oral  Health 
on  their  campuses. 

One  of  the  major  deficiencies  of  RCMI  institutions  involved  in  the  planning  process  for 
RRCMOHs  is  the  absence  of  a  core  of  faculty  with  experience  and  a  track  record  in  research  related 
to  Oral  Biology.  Faculty  development  and  expansion,  therefore,  is  a  major  component  of  the 
institution's  efforts  to  develop  the  appropriate  infrastructure  for  an  RRCMOH.  Because  of  budget 
constraints,  the  faculty  development  component  of  the  planning  process  was  limited  to  $50,000  per 
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year  for  three  years.  Budget  restraints  clearly  limited  the  RCMI  Program's  participation  in  the 
planning  phase  of  this  initiative.  A  more  meaningful  faculty  development  component  would  require 
support  at  the  level  of  $300,000  per  year  per  institution  for  three  years.  The  total  amount  for  such 
a  commitment  would  be  $1.2  million  each  year  for  three  years.  Thereafter,  these  faculty  members 
would  be  supported  by  their  institutions  and  support  received  from  research  grants. 

The  Science  facilities  at  RCMI  affiliated  institutions  and  minority  institutions,  in  general,  have  not 
received  support  from  the  federal  government  for  construction  of  research  facilities  as  their 
majority  counterparts.  After  several  years  of  intense  efforts  by  the  National  Center  for  Research 
Resources  to  secure  support  for  facilities  revitalization,  the  National  Center  for  Research  Resources 
is  now  authorized  under  the  Public  Health  Service  Act,  as  amended  by  the  National  Institutes  of 
Health  Revitalization  Act,  to  make  grants  to  public  and  non-profit  private  industry  to  expand, 
remodel,  renovate  or  alter  existing  research  facilities  or  construct  new  research  facilities  for 
Biomedical  and  Behavioral  Research  and  research  training. 

Support  for  this  initiative  is  provided  in  the  FY94  budget  at  a  level  of  $7,000,000  with  up  to 
25percent  of  these  funds  targeted  for  institutions  of  emerging  excellence.  These  grants  will  require 
50  percent  matching  funds  from  non-federal  funds  with  the  intent  of  making  four  to  ten  awards  at 
different  levels.  RCMI  institutions  badly  need  support  for  construction  and  renovations,  but  will 
have  difficult  raising  matching  funds  if  they  successfully  compete  for  support  through  the 
application  process.  The  limited  funds  for  this  initiative  will  make  the  competitive  process 
extremely  keen  and  favor  institutions  that  are  better  able  to  secure  matching  support  and  to  develop 
competitive  grants.  It  would  be  helpful  for  RCMI  institutions,  if  funds  were  awarded  to  the  RCMI 
Program  such  that  RCMI  could  make  supplemental  awards  to  institutions  that  successfully  compete 
for  facility  revitalization  grants.  The  RCMI  awards  may  diminish  the  50  percent  matching  funds 
requirements  to  a  more  realistic  figure  based  on  the  institution's  ability  to  pay.  Instead,  this  may  be 
a  10  percent  match. 

In  summary,  the  critical  needs  of  the  RCMI  Program  for  FY95  above  the  President's  request  for 
the  RCMI  Program  are: 

FY95  support 

1 .  Clinical  Research  Infrastructure  Development  $  6.0  million 
(Eight  institutions  funded  @  $750,000) 

2.  Faculty  Development  Component  of  the  Regional  Research  1.2  million 
Centers  for  Minority  Oral  Health 

3.  Science  facilities  renovation  and  construction  supplements  4.5  million 
at  RCMI  supported  institutions  (Three  institutions  funded  @  $1.5  million). 


Total  $11.7  million 


Thank  you  for  your  time  and  support  of  this  important  program. 
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Ms.  DeLauro.  Thank  you  very,  very  much  for  being  here  this 
morning.  I  am  afraid  you  have  got  an  eight-hour  trip  back  to  New 
York. 

Dr.  Guyden.  Well,  I  am  going  to  Dallas,  actually. 

Ms.  DeLauro.  Mr.  Bonilla. 

Mr.  Bonilla.  Thank  you,  Madam  Chairman. 

Just  a  comment  about  how  across  the  board  on  this  committee 
there  is  great  attention  paid  to  programs  that  you  are  talking 
about  here  today.  And  I  want  to  assure  you  that  my  colleagues  do 
support  those  programs  and  it  is  very  important  that  minority  re- 
search programs  continue  to  be  funded.  I  am  glad  you  pointed  out 
the  different  States  that  they  are  in  across  the  country.  But  what 
I  actually  wanted  to  ask  you  was,  do  you  miss  Bryan  College  Sta- 
tion? 

Dr.  Guyden.  Yes,  I  can  tell  you,  I  came  to  New  York  because  I 
wanted  to  be  a  part  in  the  solution.  I  am  a  research  scientist.  I  am 
very  passionate  about  this.  I  think  that  in  order  to  be  a  part  of  the 
solution,  I  have  to  be  where  there  are  a  majority  of  people  that  I 
can  work  with  and  have  an  impact  on.  We,  in  a  very  short  period 
of  time  since  1985,  have  developed  in  these  schools  programs  that 
are  very  qualified  to  be  successful  at  our  charge.  We  have  now  very 
well-known  scientists  in  these  institutions.  The  level  of  research 
has  gone  from  zero — when  I  got  to  City  College,  which  is  very  well- 
known  for  its  undergraduate  education;  we  have  had  seven  Nobel 
Prize  winners  to  finish  City  College,  the  level  of  research  was  such 
that  my  corner  of  the  sixth  floor  was  dark;  there  were  no  lights. 

I  got  my  Ph.D.  from  the  University  of  California,  Berkeley,  so 
you  can  imagine  going  from  a  place  where  we  didn't  even  wash  the 
pipettes,  everything  was  plastic,  an  environment  where  you  had 
some  of  the  most-talented  students — we  sent  our  students  to  Har- 
vard— into  an  environment  where  the  research  was  all  but  nil.  And 
now,  in  a  very  short  period  of  time,  I  have  published  two,  three  or 
four  papers  a  year.  We  feel  like  the  only  way  that  we  can  become 
competitive  is  if  we  become  competitive  at  all  levels.  Cutting-edge 
research  brings  on  more  and  better  faculty,  which  produces  a 
mushrooming  effect.  We  are  competitive,  and  we  want  you  to  know 
that  we  are  competitive.  And  we  hope  that  you  will  continue  to 
support  our  efforts. 

Mr.  Bonilla.  Doctor,  thank  you  again  for  being  here.  I  know  it 
took  a  great  effort  on  your  part  to  be  here  today.  Congratulations 
on  the  hard  work  you  are  doing  and  the  progress  you  are  making. 

Dr.  Guyden.  Thank  you. 

Ms.  DeLauro.  Thank  you  very,  very  much. 


Friday,  February  11,  1994. 

WITNESS 

WISHWA  N.  KAPOOR,  M.D.,  M.P.H.  SOCIETY  OF  GENERAL  INTERNAL 
MEDICINE 

Ms.  DeLauro.  Dr.  Wishwa  Kapoor,  Society  of  General  Internal 
Medicine.  Thank  you  for  joining  us  this  morning,  Dr.  Kapoor. 

Dr.  Kapoor.  Thank  you  very  much  for  inviting  me.  Madam 
Chairman,  Congressman  Bonilla,  it  is  a  privilege  for  me  to  present 
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testimony  on  the  1995  appropriations  for  Title  VII  of  the  Public 
Health  Service  Act. 

I  am  the  President  of  the  Society  of  General  Internal  Medicine 
and  represent  the  academic  internists  who  are  charged  with  the  re- 
sponsibility of  training  generalist  physicians  who  will  practice  as 
primary  care  providers.  We  recommend  appropriations  for  Title  VII 
in  the  1995  budget  as  follows:  general  internal  medicine  and  gen- 
eral pediatrics  residency  programs,  a  recommended  funding  of  $25 
million;  health  professions  education  research,  $2.2  million;  and 
Agency  for  Health  Care  Policy  and  Research,  $200  million. 

The  Title  VII  residency  training  and  faculty  development  pro- 
grams have  been  the  only  source  of  financial  support  for  ambula- 
tory care  and  community-based  training.  These  programs  have 
compiled  an  outstanding  record  of  training  high-quality  generalist 
physicians,  who  have  mostly  entered  primary  care  practice  in  the 
communities  in  rural  settings,  as  well  as  in  underserved  areas. 
Title  VII  programs  have  provided  critical  support  for  faculty  devel- 
opment programs,  producing  a  nucleus  of  primary  care  physicians 
who  teach  general  medicine  and  serve  as  role  models  for  students 
and  residents. 

Now,  what  is  a  generalist  physician?  Let  me  give  you  an  example 
of  what  happened  in  a  large  urban  medical  center.  A  35-year-old 
woman  was  rushed  into  the  emergency  room  by  ambulance  because 
of  sudden  collapse  and  loss  of  consciousness.  In  the  emergency 
room,  intravenous  lines,  electrocardiogram,  CT  scan  of  the  brain, 
were  all  done  and  the  patient  was  admitted  to  a  coronary  care  unit. 
She  underwent  cardiac  electrical  catheterization  and  many  other 
tests,  but  no  cause  for  her  collapse  was  found.  She  was  discharged, 
but  continued  to  have  repeated  loss  of  consciousness  and  was  re- 
ferred to  general  medicine  ambulatory  care  clinics  of  the  hospital. 

The  medical  resident,  after  the  first  visit,  found  the  following: 
The  patient  had  been  recently  divorced,  she  had  lost  her  job,  and 
had  a  two-year-old  child  to  care  for.  She  was  afraid  of  being  evicted 
from  her  apartment  and  also  losing  her  health  care  insurance.  She 
had  waves  of  anxiety  and  panic  and  was  depressed.  The  physician 
made  arrangements  with  social  services  to  address  her  home  situa- 
tion and  treated  her  anxiety  and  depression.  He  followed  the  pa- 
tient weekly  through  the  treatment  process  until  she  recovered  and 
had  no  further  episodes  of  loss  of  consciousness. 

That  is  the  kind  of  doctor  you  have  invested  in  when  you  support 
Title  VII  residency  faculty  development  and  research  programs. 
General  internists  and  general  pediatricians  know  medicine.  They 
get  to  know  their  patients  well.  They  know  how  to  treat  acute  and 
serious  problems,  as  well  as  long-term  illnesses.  They  provide  pre- 
ventive care,  comprehensive  and  longitudinal  care.  They  are  also 
trained  to  be  successful  communicators.  Internists  and  pediatri- 
cians serve  as  respected  generalist  physicians  in  towns  and  cities 
in  rural  and  urban  America. 

Previous  funding  levels  have  been  inadequate  to  support  many 
worthy  programs.  In  1994,  there  was  a  substantial  shortfall  for  ap- 
proved grants  which  went  unfunded.  This  shortfall  will  cripple 
some  of  our  largest  and  best  primary  care  training  programs.  For 
this  reason,  we  request  an  appropriation  of  $25  million  in  1995  to 
meet  the  rapidly  expanding  demand  for  primary  care  training  of 
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generalist  physicians  in  internal  medicine  and  pediatrics.  If  the 
Nation  is  going  to  train  50  percent  of  all  medical  students  for  pri- 
mary care,  there  is  also  a  need  for  research  in  how  to  best  train 
in  ambulatory  care  settings  and  how  to  change  curriculum  to  at- 
tract more  students  into  primary  care. 

For  health  professions  education  research,  an  appropriation  of 
$2.2  million  is  requested.  Health  care  reform  will  only  be  successful 
if  there  is  also  ongoing  research  in  health  care  effectiveness,  cost, 
and  quality.  The  Agency  for  Health  Care  Policy  and  Research  has 
made  tremendous  contributions  in  its  first  four  years  of  existence. 
But  less  than  10  percent  of  approved  grants  have  been  awarded 
funds.  We  recommend  an  appropriation  of  $200  million  for  1995  to 
expand  research  efforts  in  primary  care,  cost,  quality  and  effective- 
ness. 

Thank  you  very  much. 

[The  prepared  statement  follows:] 
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Executive  Summary 

The  2,200  members  of  the  Society  of  General  Internal  Medicine  (SGIM)  are  involved 
in  medical  student  training,  general  internal  medicine  resident  education  and  research  in  the 
delivery  of  primary  care.  The  general  internist's  special  skill  is  the  provision  of  primary  care: 
longitudinal,  coordinated,  comprehensive,  and  patient-centered  care  for  adults.  Primary  care 
directly  addresses  the  full  range  of  personal  health  needs  through  preventive,  curative,  and 
rehabilitative  care. 

SGIM  commends  the  subcommittee  for  continued  support  of  graduate  medical 
education  and  research  in  primary  care  general  internal  medicine.  We  appreciate  the 
opportunity  to  provide  testimony  regarding  the  workforce  supply  of  general  internists  and 
general  pediatricians  and  to  offer  recommendations  concerning  fiscal  year  1995 
appropriations  for  Title  VII  primary  care  training  programs  and  primary  care  research 
sponsored  by  the  Agency  for  Health  Care  Policy  and  Research  (AHCPR). 

For  fiscal  year  1995,  we  recommend  the  following  appropriations: 

General  Internal  Medicine  and  General  Pediatrics  Residency  Programs 

Recommended  Funding:      $25  million 

Health  Professions  Educational  Research 

Recommended  Funding:       $2.2  million 

Agency  for  Health  Care  Policy  and  Research 

Recommended  Funding:      $200  million 
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The  Society  of  General  Internal  Medicine  (SGIM)  was  founded  in  1978  to  promote 
improved  patient  care,  teaching  and  research  in  primary  care  general  internal  medicine. 
There  are  approximately  2,200  members  of  SGIM.  The  general  internist  combines  the 
characteristics  of  humanistic  clinician,  diagnostician,  primary  care  physician,  consultant,  and 
expert  in  disease  prevention,  health  promotion  and  continuing  care  in  the  management  of 
adult  and  geriatric  patients  with  advanced  disease.  The  general  internist  must  be  prepared 
to  meet  the  demands  of  a  rapidly  changing  and  complex  health  care  system  while  serving  as 
the  patient's  advocate,  being  a  wise  manager  of  costly  resources,  and  adapting  to  a  constantly 
changing  medical  practice  environment. 

We  believe  that  there  is  a  need  for  a  comprehensive  and  progressive  approach  to 
health  care  reform.  SGIM  supports  the  Administration's  efforts  to  develop  a  health  care 
system  that  provides  universal  access  to  care  for  all  Americans.  We  agree  and  emphasize 
that  such  reform  requires  the  creation  of  a  new  health  care  workforce  that  relies  on  a  larger 
base  of  primary  care  physicians. 

Other  countries  that  provide  universal  access  to  health  care  do  so  with  higher  ratios 
of  primary  care  physicians  to  specialists  and  at  a  lower  per  capita  cost  than  in  the  United 
States.  Evidence  also  indicates  that  facilitating  access  of  all  Americans  to  primary  care 
practitioners  by  restructuring  and  strengthening  their  role  in  the  health  care  system  will  help 
resolve  the  health  dilemma. 

The  federally  authorized  Council  on  Graduate  Medical  Education  (COGME)  believes 
that  successful  health  care  reform  must  contain  effective  strategies  to  train  more  generalists 
and  fewer  specialist  physicians.  SGIM  is  in  agreement  with  COGME  that  the  current 
mismatch  between  physician  supply  and  health  care  needs  will  be  magnified  as  the  nation 
establishes  universal  access  to  care  and  shifts  to  systems  of  managed  care.  The  Bureau  of 
Health  Professions  projects  a  year  2000  shortage  of  35,000  generalist  physicians  in  a 
managed  care  dominated  system  if  current  patterns  of  specialty  choice  and  numbers  of 
graduates  persist.  Unless  this  imbalance  is  addressed  to  achieve  a  significant  increase  in 
generalist  physicians,  efforts  to  expand  access  to  health  care  and  promote  cost  containment 
will  be  compromised. 

Over  the  past  15  years,  there  have  been  increasing  federal  funds  to  support 
specialized  care  and  biomedical  research  through  Medicare  Part  A  and  Part  B,  the  Health 
Care  Financing  Administration's  (HCFA)  graduate  medical  education  (GME)  funds, 
National  Institutes  of  Health  (NIH)  grants  and  the  Department  of  Veterans  Affairs.  At  the 
same  time,  there  has  been  substantial  private  investment  in  specialized  care  through  the 
health  insurance,  pharmaceutical  and  biotechnology  industries.  These  shifts  have  created 
an  enormous  and  progressively  worse  underfunding  of  generalism,  and  thereby,  have  drained 
energy  from  the  existing  mechanism  to  train  general  internists  and  general  pediatricians. 
Only  10  of  126  allopathic  medical  schools  had  over  35%  of  graduates  between  1987  and 
1989  enter  generalist  practice.  Ideally,  50%  or  more  graduates  should  enter  primary  care 
fields. 

Title  VII  programs  represent  the  only  federal  effort  to  support  increased  training  of 
primary  care  physicians.  The  Administration's  proposed  budget  for  fiscal  year  1995  proposes 


819 


to  consolidate  over  25  categorical  health  professions  programs  into  five  consolidated  grant 
programs:  primary  care;  minority  and  disadvantaged  assistance;  consolidated  loans;  other 
priority  nursing;  and  health  professions  research  and  data.  The  President  is  requesting  $267 
million  for  the  health  professions  consolidation;  this  represents  a  decrease  of  $15  million 
from  1994  appropriations  of  $282  million. 

SGIM  believes  that  Federal  policies  should  support  additional  training  opportunities, 
particularly  in  the  ambulatory  setting.  We  recognize  that  new  directions  exist  for  grants  and 
programs  under  Title  VII  in  the  context  of  health  system  reform.  However,  with  the 
eventual  outcome  of  reform  uncertain,  we  urge  Congress  not  to  disrupt  programs  that  will 
almost  certainly  need  to  be  expanded  by  any  of  the  currently  proposed  health  system  reform 
initiatives. 

COGME's  Fourth  Report  to  Congress  recommends  that  rather  than  providing  open- 
ended  funding  of  residency  positions,  that  public  funds  utilized  to  support  graduate  medical 
education  should  be  used  to  obtain  the  necessary  number  of  primary  care  physicians  and 
specialty  mix  of  physicians.  To  achieve  this,  COGME  proposes  that  expanded  incentives  be 
made  available  to  individuals  and  institutions  through  increased  funding  of  Title  VII  training 
programs  and  the  National  Health  Service  Corps  to  graduate  more  generalist  and  minority 
physicians,  to  improve  the  geographic  distribution  of  physicians,  and  to  build  the  primary 
care  teaching  capacity  necessary  for  an  expanded  system  of  training  generalists. 

Residency  Training  and  Faculty  Development  Programs 

The  impact  of  the  primary  care  residency  training  programs  and  faculty  development 
programs  supported  by  Title  VII  has  been  dramatic  despite  the  primary  care  crisis.  These 
grants  have  led  directly  to  the  establishment  of  new  training  programs  in  general  internal 
medicine  and  pediatrics  and  have  provided  support  for  many  successful  residencies.  An 
increased  level  of  funding  would  facilitate  the  conversion  of  traditional  specialty-oriented 
programs  in  internal  medicine  to  primary  care  general  internal  medicine  programs. 

Title  VII  funding  has  also  provided  critical  support  for  faculty  development  programs. 
If  primary  care  training  needs  to  be  emphasized  and  student  and  resident  education 
expanded,  there  is  a  real  need  for  faculty  development  in  primary  care.  This  requires 
programs  which  promote  teaching  improvement  and  career  development. 

We  realize  that  an  increase  in  program  funding  at  a  time  of  fiscal  austerity  is  difficult. 
However,  general  internal  medicine  and  general  pediatrics  training  programs  (which  together 
train  the  most  medical  students)  require  a  greater  level  of  support  if  we  are  to  meet  the 
country's  basic  health  care  needs  and  train  more  primary  care  physicians.  Though  both 
general  internists  and  pediatricians  are  generalist  specialties,  they  represent  two  different 
disciplines. 
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Previous  funding  levels  have  been  inadequate  to  support  many  worthy  programs. 
The  shortfall  in  funds  available  has  limited  training  opportunities  and  resources  for  many 
residency  programs.  For  example,  in  fiscal  year  1994  (dollars  in  millions); 

Total  Appropriations  for  Residency  and  Faculty  Development  $16.84 

Total  Continuation  Commitment  for  Residency  Training 

and  Faculty  Development  $10.8 

Amount  Available  for  New  Funds  $6.0 

Total  Amount  Recommended  for  Residency  Training 

and  Faculty  Development  $13.7 

Percent  of  Recommended  Amount  That  Can  Be  Funded  44% 

In  addition  to  support  for  residency  training  and  faculty  development,  there  is  a  need 
for  medical  education  research.  We  believe  that  it  is  vital  to  assess  the  impact  of  our 
medical  education  system  and  the  effect  (and  costs)  of  any  changes  introduced.  Such 
changes  have  broad  implications  for  faculty  development,  costs  and  health  care  delivery.  We 
support  the  purpose  and  rationale  of  the  Health  Professions  Educational  Research  initiative, 
which  provides  funding  to  public  and  nonprofit  private  educational  entities  for  conducting 
research  on  various  health  professions  issues.  One  of  the  issues  for  research  which  has  been 
authorized  for  this  program  is  to  assess  the  impact  of  medical  school  curriculum,  including 
the  availability  of  clinical  training  in  ambulatory  care  settings,  to  the  extent  the  curriculum 
influences  the  percentage  of  physicians  selecting  primary  care  residencies  and  selecting 
primary  care  as  a  medical  career.  SGIM  recommends  fiscal  year  1995  funding  of 
$2.2  million  for  Health  Professions  Educational  Research,  an  increase  of  50%  over  fiscal 
year  1994  appropriations  of  $1,123,000. 

Agency  for  Health  Care  Policy  and  Research 

As  a  result  of  an  enormous  and  sustained  investment  in  biomedical  research  over  the 
last  40  years,  the  technical  capacity  of  the  United  States  health  care  system  is  unequaled  in 
the  world.  Relatively  few  dollars,  however,  have  been  invested  in  primary  care  research. 
Despite  the  technological  capabilities  of  the  nation's  health  care  delivery  system,  there  exists 
inequities  in  access  to  health  care  and  variations  in  costs.  An  expanded  research  program 
examining  the  organization  and  process  of  primary  care  is  essential  to  refine  rational  policy 
development  and  to  ensure  the  optimal  provision  of  services. 

In  August,  1993,  a  report  of  the  Task  Force  on  Building  Capacity  in  Primary  Care 
research  was  published.  The  Task  Force  was  established  in  November  1990  by  the  primary 
care  medical  disciplines  to  prepare  a  set  of  recommendations  for  increasing  relevant 
research  productivity.  One  of  the  recommendations  of  the  Task  Force  is  that  Congress 
should  appropriate  funds  to  the  Agency  for  Health  Care  Policy  and  Research  (AHCPR)  to 
provide  support  for  institutions  to  develop  a  culture  and  infrastructure  that  are  conducive 
to  primary  care  research. 
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Many  researchers  in  primary  care  are  dependent  on  funding  from  the  AHCPR.  We 
commend  the  President  for  recommending  $173  million  for  AHCPR  fiscal  year  1995  funding. 
However,  in  order  to  support  the  training  of  more  primary  care  researchers,  as  well  as  an 
expansion  of  research  efforts  to  better  understand  cost  effective  primary  medical  care,  we 
support  fiscal  year  1995  appropriations  of  $200,000,000  to  fund  the  AHCPR.  This 
represents  an  increase  of  30  percent  from  fiscal  year  1994  appropriations  of  $154,399,000. 

It  is  disturbing  that  many  worthy  research  grants  which  are  approved  by  AHCPR  are 
not  funded:  over  the  last  three  years,  less  than  10%  of  approved  grants  have  been  awarded 
funds.  This  payline  is  significantly  less  than  other  agencies  within  the  Public  Health  Service. 
For  example,  the  National  Institutes  of  Health  will  make  awards  to  approximately  25%  of 
grants  approved  for  funding  by  the  various  institutes. 

AHCPR  has  cited  development  of  primary  care  as  one  of  its  three  priorities. 
However,  separate  funds  are  not  allocated  within  the  AHCPR  budget  for  primary  care 
research  projects.  Expanded  research  related  to  primary  care  services  will  be  crucial  to  a 
reformed  health  care  system.  SGIM  recommends  that  a  separate  account  be  established  to 
support  primary  care  research  initiatives. 
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Conclusion 

The  United  States  has  a  serious  imbalance  in  the  physician  workforce  between 
generalists  and  specialists.  Evidence  from  the  United  States  and  other  countries  suggests 
that  facilitating  access  of  all  Americans  to  primary  care  practitioners  by  restructuring  and 
strengthening  their  role  in  the  health  care  system  will  help  us  resolve  our  health  care 
dilemma.  Therefore,  we  urge  the  subcommittee  to  continue  strong  support  for  general 
internal  medicine  by  increasing  appropriations  for  Title  VII  programs  designed  to  fund 
general  internal  medicine  and  general  pediatrics  residency  training  programs.  These 
programs  will  allow  and,  indeed,  will  force  teaching  hospitals  and  medical  schools  to  place 
a  priority  on  training  physicians  to  meet  the  health  care  needs  of  their  communities  and  their 
patients.  The  programs  also  enable  the  hospitals  and  schools  to  further  their  service 
commitment  by  developing  educational  programs  that  will  prepare  physicians  to  provide 
primary  care. 

We  encourage  the  subcommittee's  leadership  through  support  of  Title  VII  grant 
programs  and  AHCPR  sponsored  research.  We  are  confident  this  funding  will  help  produce 
a  more  suitable  physician  supply  and,  ultimately,  more  satisfied,  healthier  patients.  The 
Society  of  General  Internal  Medicine  is  committed  to  working  with  the  subcommittee  and 
to  serving  as  a  resource  for  this  effort. 
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Ms.  DeLauro.  Thank  you  very,  very  much,  Dr.  Kapoor.  We  are 
going  to  have  an  emphasis  on  primary  care  givers,  and  then  we 
need  to  back  that  up  with  research  ability  as  well.  But  I  do  think 
there  is  a  good  opportunity  for  us  to  have  that  kind  of  a  debate  in 
the  next  several  months  as  we  move  toward  reforming  our  health 
care  system,  and  in  fact,  putting  more  emphasis  on  primary  care 
givers  in  the  system. 

Dr.  Kapoor.  I  thank  you  for  your  support. 

Ms.  DeLauro.  Thank  you  very  much. 

The  committee  will  now  be  adjourned  until  March  8  at  10  a.m. 
Thank  you  very  much. 


Wednesday,  May  4,  1994. 
IMPACT  AID 

WITNESSES 

HON.  PETER  HOAGLAND,  A  REPRESENTATIVE  IN  CONGRESS  FROM 

THE  STATE  OF  NEBRASKA 
HON.  JOLENE  UNSOELD,  A  REPRESENTATIVE   IN  CONGRESS  FROM 

THE  STATE  OF  WEST  VIRGINIA 
HON.  BELL  EMERSON,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 

STATE  OF  MISSOURI 
HON.  DUKE  CUNNINGHAM,  A  REPRESENTATIVE  IN  CONGRESS  FROM 

THE  STATE  OF  CALIFORNIA 

Mr.  Smith  [presiding].  We  have  a  panel  this  morning  and  we  will 
take  them  as  they  come  or  however  they  want  to  do  it,  but  we  are 
glad  to  have  our  Members  testify  and  tell  us  how  important  these 
programs  are  to  them.  My  neighbor  to  the  West,  Peter  Hoagland, 
go  ahead. 

Mr.  Hoagland.  Well,  thank  you,  Mr.  Chairman,  and  neighbor.  It 
is  a  pleasure  to  be  here  today  to  testify  before  you  and  Mr.  Porter. 
I  want  to  thank  all  of  you  for  the  courtesies  you  have  extended  us 
in  previous  years  as  we  have  testified  each  year  before  the  Labor, 
HHS  and  Education  Appropriations  Subcommittee  on  the  issue  of 
Impact  Aid. 

I  have  a  statement  here,  Mr.  Chairman,  that  I  would  like  to  have 
made  a  part  of  the  record  if  I  might. 

Mr.  Smith.  We  will  do  that. 

Mr.  Hoagland.  Let  me  just  briefly  state  that  every  year  at  this 
time,  why,  Mr.  Dicks,  Mr.  Bateman  and  I  present  a  letter  to  the 
committee,  to  the  Chairman  and  Mr.  Porter,  Members  of  the  com- 
mittee. While  we  are  not  presenting  a  letter  this  morning,  we  ex- 
pect to  have  it  by  Monday  of  next  week. 

Mr.  Smith.  We  will  include  it  in  the  record. 

[The  information  follows:] 
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Congress!  of  tfje  ®niteb  States 

P?ouse  of  ftepresentatiuts 
8Ha8t)ington,  DC  20515 

May  5, 1994 


The  Honorable  Neal  Smith,  Chairman 

Subcommittee  on  Labor,  Health  and  Human  Services  and  Education 

2358  Rayburn  House  Office  Bldg. 

Washington,  D.C.  20515-6024 

Dear  Mr.  Chairman: 

As  members  of  Congress  representing  communities  impacted  by  the  federal 
government,  we  are  writing  to  ask  for  your  support  of  the  Impact  Aid  program  in  the 
FY  1995  Labor,  Health  and  Human  Services  and  Education  Appropriations  bill. 

As  you  know,  the  House  recently  passed  H.R.  6  to  reauthorize  the  elementary 
and  secondary  education  programs  including  Impact  Aid.  We,  in  the  Impact  Aid 
community,  have  worked  very  hard  to  restructure  the  program  and  Title  VIII  of  H.R.  6 
includes  major  changes  which  speak  to  many  of  the  concerns  that  have  plagued  the 
program  over  recent  years.  Many  of  us  believe  that  further  changes  are  still  needed  and 
we  will  work  to  make  those  improvements  before  H.R.  6  becomes  public  law. 

One  of  the  main  goals  of  the  reauthorization  was  to  streamline  the  funding 
formula  to  better  address  the  true  need  of  a  federally  impacted  school  district,  which 
because  of  the  presence  of  federal  land  or  a  federal  activity,  has  a  reduced  tax  base.  The 
new  formula  will  reflect  a  school  district's  level  of  impaction  as  well  as  its  dependence 
upon  Impact  Aid. 

Mr.  Chairman,  the  Impact  Aid  program  provides  federally  impacted  school 
districts  the  resources  to  pay  for  the  basic  essentials  needed  to  run  a  school  system.  We 
believe  the  funding  levels  in  Section  8013  of  Title  VIII  are  an  accurate  measure  of  current 
needs  and  will  allow  these  school  districts  to  operate.  The  funding  levels  will  also 
ensure  that  the  reforms  contained  in  Title  VIII  are  fully  implemented. 

We  believe  it  is  our  responsibility  to  these  school  districts  and  these  communities 
which  we  represent  to  communicate  to  the  subcommittee  the  importance  of  Impact  Aid 
funding  and  we  therefore  urge  the  subcommittee  to  support  the  authorizing 
committee's  numbers. 

Sincerely, 
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Mr.  Hoagland.  Thank  you,  Mr.  Chairman.  We  hope  to  have 
many  dozens  of  Members  that  are  joining  in  the  statements  that 
are  made  in  the  letter. 

I  am  delighted  to  lead  off  this  panel  of  speakers  this  morning 
and  I  believe  there  is  a  level  of  excitement  here  this  morning  that 
you  will  see  as  this  hearing  progresses  because  of  the  success  of 
H.R.  6  and  the  success  that  we  have  accomplished  in  restructuring 
and  reauthorizing  the  Impact  Aid  program. 

At  about  this  time  last  spring,  why,  Dale  Kildee's  subcommittee 
was  meeting  and  considering  legislation  to  restructure  the  Impact 
Aid  program.  The  committee  reported  that  favorably  and  that  was 
included  in  H.R.  6  and  that  has  now  passed  the  House.  We  in  the 
impact  aid  community,  Mr.  Chairman,  have  worked  very  hard  to 
reform  the  program  and  H.R.  6  reflects  major  changes  which  ad- 
dress many  of  the  concerns  that  have  plagued  the  program  through 
the  years.  Let  me  make  three  points  before  introducing  my  col- 
league, Jolene  Unsoeld,  from  Washington. 

First  of  all,  we  have  simplified  the  program  in  order  to  address 
concerns  that  the  program  was  too  complex.  Second,  we  have 
streamlined  the  funding  formula  to  better  address  the  true  need  of 
a  federally  impacted  school  district.  The  new  formula  will  reflect 
the  school  district's  level  of  impact,  as  well  as  its  dependence  upon 
impact  aid;  and,  three,  we  have  reformed  the  program  to  speak 
with  one  voice,  so  we  are  no  longer  in  a  situation  where  we  pit  stu- 
dents formerly  designated  as  A  students  against  students  formerly 
designated  as  B  students,  where  in  times  of  shortage  they  would 
disagree  with  one  another  over  how  the  program  should  be  funded. 

Let  me  only  remind  the  committee  of  what  I  know  the  committee 
is  well  familiar  through  its  years  of  dealing  with  this  program,  and 
that  is  that  those  of  us  that  have  congressional  districts  with  large 
numbers  of  impacted  citizens,  whether  that  impact  is  caused  by  In- 
dian reservations  or  by  large  military  installations,  do  suffer  sig- 
nificant revenue  losses  as  a  result. 

An  airman  living  off  an  Air  Force  Base  near  Omaha  pays  no 
property  taxes,  shops  at  the  PX  and  pays  no  State  sales  tax.  When 
he  registers  his  car,  he  is  protected  by  the  Soldiers  and  Sailors  Re- 
lief Act  from  paying  any  personal  property  taxes  on  the  automobile, 
which  is  a  big  piece  of  revenue  for  local  political  subdivisions  in  Ne- 
braska. And  if  the  airman  chooses  to  establish  residency  in  a  State 
like  Texas,  without  income  tax,  why,  then  he  or  she  pays  no  State 
income  tax.  So  we  really  do  suffer  enormous  revenue  losses  as  a  re- 
sult. 

Mr.  Smith.  These  are  what  were  A  students. 

Mr.  Hoagland.  These  are  what  were  A  students,  that  is  right. 
Yet  that  airman  or  air  woman  presents  his  or  her  child  to  our  local 
school  system  to  be  educated  and  we  are  obligated  to  do  that.  So 
these  funds  simply  make  up  for  that  revenue  loss  and  do  not  make 
up  for  it  entirely  by  any  means  and  that  is  the  basic  rationale  for 
the  program.  We  certainly  appreciate  the  fact  that  this  committee 
has  consistently  supported  funding,  year  after  year,  even  though 
several  prior  administrations  each  year  have  attempted  to  chip 
away  at  it. 

[The  prepared  statement  follows:] 
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I  want  to  thank  you  for  the  opportunity  to  testify  today  in  support  of  the 
Impact  Aid  program.  I  especially  want  to  thank  Chairman  Smith  and  Mr.  Porter 
for  the  invitation  to  be  here  this  morning.  I  also  want  to  thank  this  subcommittee 
for  all  of  your  efforts  to  find  this  important  education  program  over  the  years. 

This  week,  Mr.  Dicks,  Mr.  Bateman  and  I  will  be  presenting  a  letter  to  the 
Subcommittee  signed  by  Members  of  the  House  expressing  our  strong  support  of 
the  Impact  Aid  program  and  asking  the  Subcommittee  to  fund  the  program  at 
the  levels  authorized  in  H.R.  6,  the  Elementary  and  Secondary  Education 
Reauthorization.  We  believe  the  funding  levels  in  H.R.  6  are  an  accurate  measure 
of  current  needs  and  will  provide  these  school  districts  to  operate. 


A  Reformed  and  Restructured  Program 

This  year  has  been  an  important  year  for  the  Impact  Aid  program.  As  we 
all  know,  the  House  recently  passed  H.R.  6  to  reauthorize  the  elementary  and 
secondary  education  programs  including  Impact  Aid.  We,  in  the  Impact  Aid 
community,  have  worked  very  hard  to  restructure  the  program  and  Title  VIII  of 
H.R.  6  includes  major  changes  which  speak  to  many  of  the  concerns  that  have 
plagued  the  program  over  recent  years. 

One  of  the  main  goals  of  the  reauthorization  was  to  streamline  the  funding 
formula  to  better  address  the  true  need  of  a  federally  impacted  school  district, 
which  because  of  the  presence  of  federal  land  or  a  federal  activity,  has  a  reduced 
tax  base.  The  new  formula  will  reflect  a  school  district's  level  of  impaction  as 
well  as  its  dependence  upon  Impact  Aid.  In  essence,  a  district  having  a  greater 
need  will  see  an  increase  in  its  Impact  Aid  payment  while  a  district  with  less  of  a 
need  will  realize  a  decrease. 

THIS  STATIONERY  PRINTED  ON  PAPER  MADE  WITH  RECYCLED  FIBERS 
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A  Federal  Commitment 

Mr.  Chairman,  Congress  did  not  establish  the  Impact  Aid  program  as  a 
special  benefit;  it  was  the  fulfillment  of  what  was  seen  as  a  federal  responsibility 
to  communities  affected  by  a  federal  presence.  I  want  to  stress  to  you  the 
importance  of  Impact  Aid  to  school  districts  like  Bellevue,  Papillion-La Vista  and 
Plnttsmouth  in  my  Congressional  district. 

We  have  a  federal  installation,  the  Offutt  Air  Force  Base,  in  Sarpy  County, 
Nebraska,  located  near  the  Missouri  River  just  south  of  Omaha.  The  Air  Base  is 
located  in  the  community  of  Bellevue  and  near  the  community  of  Papillion- 
La  Vista.  This  large  military  installation  employs  thousands  of  uniformed  Air 
Force  personnel.  They  present  their  children  to  our  schools,  expecting  that  they 
will  be  educated.  Yet  these  families  pay  much  less  in  state  and  local  taxes 
because  of  various  privileges  they  enjoy  which  are  not  subject  to  local  taxes,  such 
as  access  to  the  Base  Exchange,  Commissary,  recreational  facilities  and  financial 
services. 

Approximately  40  percent  of  the  funding  for  school  districts  budgets  in 
Nebraska  comes  from  state  aid  to  education.  The  state  government's  principal 
sources  of  revenue  are  sales  and  income  taxes.  Military  families  can  avoid 
payment  of  Nebraska  incomes  taxes  by  declaring  residence  in  another  state. 
There  is  a  definite  need  for  Impact  Aid  to  offset  the  obligation  of  educating  the 
children  of  military  personnel. 


Fiscal  Responsibility 

I  am  fully  aware  of  the  budget  constraints  that  your  Subcommittee  and  all 
of  us  in  Congress  face.  But,  Mr.  Chairman,  the  funding  levels  represented  in 
H.R.  6  should  not  be  considered  excessive.  They  represent  levels  of  funding 
which  the  authorizing  committees  consider  sufficient  to  make  the  program  work 
as  provided  in  the  reform  package. 

Lastly,  I  want  to  express  my  appreciation  and  support  to  you  and  this 
Subcommittee  for  your  help  in  the  past  and  of  continuing  efforts  to  fund  this 
federal  obligation  which  means  so  much  to  the  students  in  my  Congressional 
district.  I  strongly  urge  the  subcommittee  to  support  the  funding  levels 
authorized  in  H.R.  6.  Thank  you. 
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Mr.  Smith.  Mr.  Emerson. 

Mr.  Emerson.  Well,  thank  you  very  much,  I  don't  know,  Peter, 
if  you  have  us  organized  in  any  particular  way  here  this  morning 
or  not. 

Mr.  Hoagland.  Bill,  why  don't  you  proceed,  please. 

Mr.  Emerson.  Thank  you,  Mr.  Chairman  and  Mr.  Porter.  I  ap- 
preciate the  privilege  of  testifying  before  you  today  in  support  of 
the  Impact  Aid  program.  For  years  a  lot  of  Congressmen,  such  as 
myself,  have  been  coming  before  this  committee  making  the  case 
for  federally  impacted  schools  in  our  district,  and  while  only  a 
small  panel  of  us  are  testifying  here  this  morning,  the  Impact  Aid 
program  affects  over  2,600  school  districts  across  the  country. 

For  years,  this  committee — I  think  I  have  been  here  every  year — 
has  been  here  to  beseech  our  friend  and  sorely  missed  colleague 
Bill  Natcher,  and  Mr.  Porter  and  his  predecessors,  and  our  pleas 
have  been  heard  and  responded  to,  and  I  am  sure,  gentlemen,  that 
under  your  leadership  this  subcommittee  is  going  to  be  very  sen- 
sitive to  this  problem. 

I  want  to  deliver  my  brief  statement,  if  I  may.  I  have  reduced 
them  to  writing  so  that  I  may  be  brief.  This  is  a  subject  about 
which  we  could  go  on  for  a  long  time.  I  personally  have  consider- 
able heartburn  about  it  because  so  much  of  my  district  is  affected 
by  it. 

In  Missouri  impact  aid  comes  in  many  forms,  but  today  I  want 
to  specifically  address  that  part  of  impact  aid  that  provides  assist- 
ance to  school  districts  as  payment  for  the  Federal  acquisition  of 
what  was  once  taxable  land.  Current  law  refers  to  this  program  as 
Section  2.  H.R.  6  as  passed  the  House  would  change  that  reference 
to  Section  8003.  Now,  the  Clinton  administration  has  called  for  the 
elimination  of  Section  2  in  its  fiscal  year  1995  budget  proposal  and 
in  its  impact  aid  reauthorization. 

I  am  concerned  that  the  administration's  rationale  is  based  on 
faulty  logic  and  incorrect  information.  They  somehow  have  the  no- 
tion that  these  250  or  so  school  districts  receiving  funding  under 
Section  2  also  receive  revenue  from  the  same  Federal  land  in  an- 
other form.  The  administration  would  have  you  believe  that  this 
represents  a  sizable  amount  of  money.  And  because  of  this  notion, 
the  administration  claims  that  Section  2  is  duplicative  and  no 
longer  necessary.  But  to  save  the  subcommittee  some  time,  I  can 
tell  you  this  just  is  not  true.  No  Missouri  school  district,  at  least 
in  southern  Missouri,  receives  any  Federal  PILT  monies,  and  this 
is  the  area  of  the  State  most  impacted  by  the  Federal  ownership 
of  land. 

The  Association  of  Federally  Impacted  Schools  has  repeatedly 
surveyed  its  membership  to  determine  the  amount  of  outside  reve- 
nue these  districts  receive  from  Section  2  eligible  land.  The  school 
districts  that  I  represent  also  want  this  committee  to  know  that 
mineral  and  timber  monies  are  very,  very,  very  unpredictable,  fluc- 
tuating tremendously  from  year  to  year.  No  two  years,  there  is  con- 
sistent at  all.  These  unreliable  revenues,  therefore,  provide  very 
unstable  support  for  educational  programs.  Yes,  there  are  some  dis- 
tricts that  receive  this  minimal  additional  revenue,  but  to  say  that 
it  is  common  or  that  the  funding  is  substantial  or  reliable  is  an  ab- 
solute falsehood. 
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The  House  Education  and  Labor  Committee  did  address  this 
problem  through  the  efforts  of  two  of  my  colleagues  here  today,  Mr. 
Cunningham  and  Mrs.  Unsoeld,  and  they  are  to  be  commended. 
The  Section  2  program  in  H.R.  6  has  undergone  reform.  One  reform 
in  particular  would  reduce  the  school  district  Section  8003  payment 
by  any  amount  received  from  other  income  for  the  same  land  that 
would  provide  a  payment  in  excess  of  what  their  maximum  pay- 
ment would  be.  Here  I  want  to  note  that  the  word,  "payment"  in 
H.R.  6  should  actually  be  "entitlement",  and  we  are  working  with 
the  Senate  to  ensure  that  this  error  is  corrected. 

If  it  is  not  corrected  and  changed  from  "payment"  to  "entitle- 
ment," schools  who  receive  less  than  their  entitlement  due  to 
underfunding  will  find  their  actual  payments  cut  further.  This  was 
not  the  intention  of  the  authorizing  committee  and  I  hope  that  the 
subcommittee  will  take  this  mistake  into  consideration  when  you 
pursue  your  own  deliberations. 

Mr.  Chairman,  these  are  responsible  reforms.  The  funds  that  dis- 
tricts receive  under  Section  2  of  impact  aid  are  no  less  important 
to  the  school  districts  than  any  other  portion  of  the  program.  If  the 
administration  had  all  the  facts,  I  think  they  would  be  truly  con- 
cerned about  the  possibility  of  outside  revenue  combined  with  im- 
pact aid  funding.  I  don't  understand  why  they  did  not  make  some 
reform  recommendations.  But  rather  than  taking  a  constructive  ap- 
proach to  dealing  with  the  issue,  they  have  simply  looked  to  elimi- 
nation. I  think  there  has  been  a  need  for  reform,  but  certainly  not 
for  elimination. 

The  House  authorizers  also  looked  at  this  issue,  but  rather  than 
eliminating  a  very  important  and  positive  program,  they  modified 
it  instead.  So  I  hope  that  this  subcommittee  will  view  the  issue  of 
Section  2  with  the  same  insight  and  awareness  that  the  author- 
izers did.  Impact  Aid  is  not  a  giveaway  program.  It  pays  the  debt 
that  the  Federal  Government  owes  to  school  districts  that  are  heav- 
ily impacted  by  the  Federal  Government.  We  are  all  aware  that 
Nationwide  school  district  budgets  are  ever  shrinking  and  impact 
aid  is  a  way  for  the  Government  to  pay  its  debts.  We  have  asked 
a  great  deal  of  our  schools  and  we  should  not  shirk  from  our  duty 
to  reimburse  them  for  their  obligation. 

You  know,  my  view  is  if  we  are  not  going  to  have  a  reasonable 
formula  for  impact  aid,  we  ought  to  own  up  to  it  and  maybe  cede 
the  land  back  to  the  States  so  they  could  have  it  as  a  taxable  reve- 
nue base  in  the  future.  This  is  all  forestland.  I  don't  believe  a  ma- 
jority in  Congress  would  want  to  do  that,  but  if  we  are  not  going 
to  keep  our  promise  and  provide  the  impact  aid  that  has  always 
been  from  the  early  1950s  forthcoming,  because  it  is  off  the  tax 
rolls,  if  we  are  not  going  to  do  that  and  keep  that  long-standing 
commitment,  we  should  return  the  land  to  the  tax  roles. 

Mr.  Smith.  That  is  one  section  that  is  not  usually  referred  to 
when  we  talk  about  impact  aid.  We  will  consult  with  the  authoriz- 
ing committee  to  keep  up  with  what  they  are  doing. 
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Mr.  Emerson.  Thank  you.  That  is  why  I  wanted  to  put  it  in  writ- 
ing to  you.  I  didn't  want  to  ramble  off  the  top  of  my  head  because 
I  think  this  reform  is  necessary.  I  think  in  the  administration's  rec- 
ommendation they  have  recommended  elimination  rather  than  the 
reform  issues.  Thank  you  very  much. 

[The  prepared  statement  follows:] 
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May  4,  1994 

Mr.  Chairman  and  Members  of  the  Committee: 

Thank  you  for  the  privilege  of  testifying  before  you  today 
in  support  of  the  Impact  Aid  Program.   For  years,  Members  of 
Congress  —  like  myself  --  have  come  before  this  committee, 
making  the  case  for  federally  impacted  schools  in  our  districts. 
While  only  a  small  panel  of  us  are  testifying  here  this  morning, 
the  Impact  Aid  Program  affects  over  2,600  school  districts  all 
across  the  country.   For  years,  this  committee  —  under  the 
guidance  of  both  our  sorely  missed  colleague,  William  Natcher, 
and  the  Ranking  Member,  John  Porter  —  has  heard  our  pleas  and 
responded.   I  hope  the  committee  --  under  the  guidance  of  the  new 
chairman  —  will  continue  to  keep  a  promise  of  the  federal 
government  by  maintaining  the  entire  Impact  Aid  Program. 

In  the  State  of  Missouri,  Impact  Aid  comes  in  many  forms. 
Today,  however,  I  want  to  specifically  address  that  part  of 
Impact  Aid  which  provides  assistance  to  school  districts  as 
payment  for  the  federal  acquisition  of  what  was  once  taxable 
land. 

Current  law  refers  to  this  program  as  Section  2.   H.R.  6,  as 
passed  by  the  House,  would  change  the  reference  to  Section  8003. 
As  you  know,  the  Clinton  Administration  has  called  for  the 
elimination  of  Section  2  in  its  Fiscal  Year  1995  budget  proposal 
and  in  its  Impact  Aid  reauthorization. 

The  Administration's  rationale  is  based  on  what  I  would  call 
faulty  logic  and  incorrect  information.   They  somehow  have  the 
notion  that  these  250  or  so  school  districts  receiving  funding 
under  Section  2  also  receive  revenue  from  the  same  federal  land 
in  another  form.   The  Administration  would  lead  you  to  believe 
that  this  represents  a  sizeable  amount  of  money.   Because  of  this 
notion,  the  Administration  claims  that  section  2  is  duplicative 
and  no  longer  necessary. 

Let  me  just  say,  Mr.  Chairman,  to  save  the  subcommittee  some 
time,  that  this  is  not  true.   No  Missouri  school  districts  in 
Southern  Missouri  receive  any  federal  PILT  monies  —  and  this  is 
the  area  of  the  state  most  impacted  by  federal  ownership  of  land. 
The  National  Association  of  Federally  Impacted  Schools  has 
repeatedly  surveyed  its  membership  to  determine  the  amount  of 
outside  revenue  these  districts  receive  from  Section  2  eligible 
federal  land.   The  school  districts  I  represent  also  want  this 
committee  to  know  that  mineral  and  timber  monies  are 
unpredictable  —  fluctuating  tremendously  from  year  to  year. 
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These  unreliable  revenues,  therefore,  provide  unstable  support 
for  educational  programs.   Yes,  there  are  some  districts 
receiving  minimal  additional  revenue,  but  to  say  this  is  common 
or  that  the  funding  is  substantial  and  reliable  is  an  absolute 
falsehood. 

The  House  Education  and  Labor  Committee  did  address  this 
problem  through  the  efforts  of  two  of  my  colleagues  here  today, 
Mr.  Cunningham  and  Ms.  Unsoeld.   The  Section  2  program  in  H.R.  6 
has  undergone  reform. 

One  reform  in  particular  would  reduce  a  school  district's 
Section  8003  payment  by  any  amount  received  from  other  income 
from  the  same  land  that  would  provide  a  payment  in  excess  of  what 
their  maximum  payment  would  be.   Here  I  want  to  note  that  the 
word  "payment"  in  H.R.  6  should  actually  be  "entitlement"  and  we 
are  working  with  the  Senate  to  ensure  that  this  error  is 
corrected.   If  it  is  not  corrected  and  changed  from  "payment"  to 
"entitlement",  schools  who  receive  less  than  their  "entitlement" 
due  to  underfunding  will  find  their  actual  payments  cut  further. 
This  was  not  the  intention  of  the  authorizing  committee  and  I 
hope  that  the  subcommittee  will  take  this  mistake  into 
consideration. 

Mr.  Chairman,  these  are  responsible  reforms.   The  funds  that 
districts  receive  under  Section  2  of  Impact  Aid  are  no  less 
important  to  the  school  districts  than  any  other  portion  of  the 
program.   If  the  Administration  was  truly  concerned  about  the 
possibility  of  outside  revenue  combined  with  Impact  Aid  funding, 
why  didn't  they  propose  recommendations?   Rather  than  taking  a 
constructive  approach  to  dealing  with  the  issue,  they  looked 
simply  to  elimination.   The  House  authorizers  also  looked  at  the 
issue,  but  rather  than  eliminating  a  very  important  and  positive 
program,  they  modified  it. 

I  hope  this  subcommittee  will  view  the  issue  of  Section  2 
with  the  same  insight  and  awareness  as  the  authorizers  did. 
Impact  Aid  is  not  a  giveaway  program.   Impact  Aid  pays  the  debt 
that  the  federal  government  owes  to  school  districts  that  are 
heavily  impacted  by  the  federal  government.   We  are  all  aware 
that  nationwide,  school  district  budgets  are  ever-shrinking. 
Impact  Aid  is  a  way  for  the  government  to  pay  its  debt.   We  have 
asked  a  great  deal  of  our  schools,  and  we  should  not  shirk  from 
our  duty  to  reimburse  them  for  their  obligation. 

### 
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Mr.  Smith.  Thank  you. 

Congresswoman  Unsoeld. 

Mrs.  Unsoeld.  Thank  you,  Mr.  Chairman  and  Mr.  Porter.  Mr. 
Cunningham  and  I  come  from  diverse  backgrounds  and  views,  but 
we  also  come  from  the  Education  and  Labor  Committee,  having 
worked  together  to  make  the  improvements  in  the  Impact  Aid  pro- 
gram, which  I  believe  we  would  like  to  add  our  support  to  the  other 
voices  that  have  said  that  schools  should  not  be  penalized  simply 
because  of  their  proximity  to  activities  by  the  Federal  Government. 
Many  of  the  things  have  already  been  said,  but  I  am  pleased  that 
in  the  Education  and  Labor  Committee  that  we  redefined  eligible 
students,  better  targeting  of  the  eligible  students  with  disabilities 
and  the  creation  of  a  weighting  system  to  determine  payments. 

We  also  reauthorized  the  program  to  provide  for  additional  fund- 
ing for  large,  local  educational  agencies  that  are  heavily  federally 
impacted.  In  short,  we  really  cleaned  up  the  program  in  the  reau- 
thorization process. 

Now,  you  have  already  heard  that  the  administration  cut  the 
program,  and  I  think  it  was  probably  because  they  did  not  know 
much  about  it.  It  looked  like  an  easy  target,  and  you  have  to  think 
of  the  students  in  those  schools.  I  would  respectfully  ask  that  the 
committee  consider  funding  this  at  the  level  in  H.R.  6,  slightly  over 
$890  million.  And  I  would  ask  that  you  please  consider  funding  the 
school  construction  component  of  the  Impact  Aid  program. 

Again,  the  Committee  on  Education  and  Labor  established  an  au- 
thorization level  for  this  program  based  upon  the  current  appro- 
priation levels,  and  I  know  that  you  all  have  supported  this  in  the 
past.  I  hope  that  in  the  very  difficult  situation  you  are  in  trying 
to  balance  all  of  the  needs  in  this  country,  that  you  will  give  this 
some  favorable  consideration. 

[The  prepared  statement  follows:] 
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Statement  of  the  Honorable  Jolene  Unsoeld  on  Impact  Aid 

before  the  Subcommittee  on  Labor,  HHS  and  Education  Appropriations 

House  Committee  on  Appropriations 

May  4,  1994 

Thank  you,  Mr.  Chairman,  for  the  opportunity  to  testify  on  behalf  of  this  important 
program.  I  know  that  in  this  time  of  scarce  funding  for  education  programs,  your  subcommittee  is 
looking  carefully  at  each  and  every  one  of  these  programs.  I'm  here  today  to  emphasize,  however, 
that  Impact  Aid  is  a  critical  program  not  only  for  my  home  state  of  Washington,  but  for  many  other 
states  as  well.  There  are  a  number  of  school  districts  in  Washington  state  that  rely  heavily  on 
receiving  these  funds  simply  to  maintain  the  ongoing  education  of  students  from  federally  impacted 
districts.  Schools  should  not  be  penalized  simply  because  of  their  proximity  to  activities  of  the 
federal  government. 

In  reauthorizing  the  Impact  Aid  program  this  year,  my  colleagues  and  I  on  the  Education 
and  Labor  Committee  worked  to  streamline  and  simplify  Impact  Aid.  Among  the  changes  we 
made  in  the  program  were  the  redefinition  of  "eligible  students,"  better  targeting  of  eligible  students 
with  disabilities,  and  the  creation  of  a  straightforward  student  weighting  system  to  determine 
payments.  We  also  reauthorized  the  Impact  Aid  construction  program,  and  provided  for  additional 
funding  for  large  local  educational  agencies  that  are  heavily  federally  impacted.  In  short,  we 
cleaned  up  the  program  during  the  reauthorization  process. 

The  Administration  proposed  a  cut  in  the  overall  appropriation  for  the  Impact  Aid  program. 
I'm  asking  the  subcommittee  please  consider  appropriating  the  amount  we  requested  in  H.R.  6,  for 
a  total  amount  of  just  over  $890  million  dollars.  I  would  also  ask  that  the  subcommittee  consider 
funding  the  school  construction  component  of  the  Impact  Aid  program.  Again,  the  Committee  on 
Education  and  Labor  established  an  authorization  level  for  this  program  based  upon  current 
appropriation  levels. 

Mr.  Chairman,  we  worked  to  reorganize  the  Impact  Aid  program  so  that  it  better  targets 
money  to  those  school  districts  most  in  need.  I  ask  today  that  you  support  the  authorizing 
committee  by  appropriating  funds  for  FY  95  to  match  those  appropriated  for  FY  94.  Thank  you. 
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Mr.  Smith.  Thank  you  for  your  statement.  For  35  years  I  have 
been  hearing  about  needing  to  reform  it,  but  this  is  the  first  time 
I  think  we  are  going  to  try  to  do  it.  Thank  you. 

Mr.  Cunningham. 

Mr.  Cunningham.  Mr.  Chairman,  Mrs.  Unsoeld  says  we  came 
from  a  diverse  background.  I  think  that  diverse  background  is  that 
my  parents  are  Democrats  and  her  parents  are  Republicans.  So 
there  is  a  diverse  background  that  we  have,  but  we  have  worked 
very  closely  together  on  several  issues. 

First,  I  would  like  to  note  that  one  of  our  big  champions  on  this 
was  Bill  Natcher,  who  we  all  miss,  and  we  will  miss  his  support 
and  I  hope  you  will  pick  up  the  gauntlet  on  that,  sir. 

This  is  a  bipartisan  issue  and  I  will  be  very  brief  and  I  will  not 
read  this.  I  don't  have  any  Indian  reservations  in  my  district,  but 
the  State  of  California  does  and  what  is  good  for  California  is  good 
for  my  district  as  well.  But  when  I  was  in  the  military  and  many 
Members  here  were  in  the  military,  you  know  that  you  moved 
around.  I  was  registered  in  a  different  State,  so  I  didn't  pay  Cali- 
fornia taxes  if  I  shopped  at  the  commissary  in  other  places,  and 
that  school  district  is  impacted. 

Now,  I  am  a  resident  of  California  and  pay  that,  but  it  is  impor- 
tant if  we  ever  change  that  then  I  think  we  need  to  change  the 
laws.  I  don't  know  how  we  would  do  it  with  State  laws,  because  it 
is  State  laws  that  exempt  and  not  Federal  laws,  but  we  need  to 
take  a  serious  look  if  that  change  ever  does  come. 

But  I  want  to  thank  the  Chairman  and  ask  for  your  support  and 
thank  Jolene  and  the  other  Members. 

[The  prepared  statement  follows:] 
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STATEMENT  OF  THE  HONORABLE  RANDY  CUNNINGHAM  ON  IMPACT  AID 
BEFORE  THE  SUBCOMMITTEE  ON  LABOR,  HHS  AND  EDUCATION  APPROPRIATIONS 

MAY  4,  1994 


THANK  YOU  MR.  CHAIRMAN,  AS  A  REPRESENTATIVE  OF  SAN  DIEGO, 
CALIFORNIA  I  COME  FROM  A  COMMUNITY  THAT  IS  HEAVILY  IMPACTED  BY 
THE  FEDERAL  GOVERNMENT.  IN  PARTICULAR  BY  THE  MILITARY.  I  AM 
PLEASED  TO  TESTIFY  TODAY  ON  BEHALF  OF  THIS  PROGRAM  BECAUSE 
IMPACT  AID  FUNDS  ARE  SO  VITAL  TO  THE  ENTIRE  STATE. 

AS  A  MEMBER  OF  THE  COMMITTEE  ON  EDUCATION  AND  LABOR,  I 
KNOW  THAT  THE  IMPACT  AID  PROGRAM  HAS  GONE  THROUGH  A  SERIES  OF 
SUBSTANTIAL  CHANGES  DURING  THIS  REAUTHORIZATION.  WHAT  HAS 
EMERGED  IS  THE  RESULT  OF  MANY  LONG  HOURS  OF  BI-PARTISAN  EFFORTS. 

WHEN  IMPACT  AID  WAS  FIRST  SIGNED  INTO  LAW  IN  1950,  THE 
ATMOSPHERE  AND  SITUATIONS  SURROUNDING  THE  PROGRAM  WERE 
SIGNIFICANTLY  DIFFERENT  FROM  THOSE  OF  TODAY.  IN  AN  EFFORT  TO  KEEP 
UP  WITH  THE  TIMES,  AND  TO  FULFILL  THE  CONGRESSIONAL  DIRECTTVES  OF 
NEED  AND  SIMPLICITY  SET  FORTH  BY  THE  HOUSE  EDUCATION  AND  LABOR 
COMMITTEE,  IMPACT  AID,  TITLE  Vm  OF  HR  6  HAS  INDEED  BEEN  REFORMED. 

TITLE  Vm,  IS  THE  COMPROMISE  OF  THE  GROUPS  INVOLVED  IN  THE 
REAUTHORIZATION  OF  THE  PROGRAM.  THE  IMPACT  AID  COMMUNITY.  THE 
ADMINISTRATION.  AND  THE  CONGRESS. 

ALTHOUGH  TITLE  Vm  CONTAINS  CERTAIN  CONCEPTS  FOUND  IN 
CURRENT  LAW,  ELEMENTS  SUCH  AS  "A'S"  AND  "B'S",  THE 
SUPER/SUBSUPER/REGULAR  CATEGORIES  AND  THE  WAVE  SYSTEM  WHICH 
CONSTANTLY  PROVED  DIFFICULT  TO  ADMINISTER  AND  EVEN  MORE 
DIFFICULT  TO  EXPLAIN,  ARE  GONE. 

THE  FORMULA  HAS  BEEN  SIMPLIFIED  TO  ADDRESS  THE  NEED  OF  A 
DISTRICT  BASED  UPON  THREE  FACTORS:  THE  TYPE  OF  CHILDREN  IN  THE 
DISTRICT.  THE  AMOUNT  OF  IMPACTION  CAUSED  BY  THESE  CHILDREN,  AND 
THE  DEPENDENCE  ON  IMPACT  AID  DOLLARS  VERSUS  TOTAL  OPERATING 
BUDGET. 

IT  IS  IMPORTANT  TO  ALWAYS  REMEMBER  THAT  IN  1994,  JUST  AS  IN  1950. 
SCHOOL  DISTRICTS  CONTINUE  TO  BE  IMPACTED  BY  FEDERAL  PRESENCE  AND 
THE  NEED  FOR  THIS  PROGRAM  IS  VERY  REAL.    THIS  PROGRAM  REMAINS 
VITAL  TO  THE  EDUCATION  OF  OUR  MILITARY  CHILDREN,  NATIVE  AMERICAN 
STUDENTS  AND  ALL  FEDERALLY  CONNECTED  CHILDREN 

THE  CHANGES  EMBODIED  IN  TITLE  Vm  WOULD  RESULT  IN  A  MORE 
EFFICIENT  AND  EQUITABLE  PROGRAM.  HOWEVER,  IN  ORDER  TO  ENSURE 
THAT  THE  CHANGES  ARE  IMPLEMENTED  IT  IS  ESPECIALLY  IMPORTANT  THAT 
THE  FUNDING  LEVELS  SPECIFIED  IN  TITLE  VJJI  BECOME  REALITY. 

I  URGE  MY  COLLEAGUES  ON  THE  SUB-COMMITTEE  TO  SUPPORT  THIS 
PROGRAM  THAT  WE  HAVE  WORKED  SO  HARD  TO  IMPROVE  AND 
APPROPRIATE  THE  $890  MILLION  DOLLARS  REQUESTED  IN  HR.  6. 
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Mr.  Smith.  Thank  you  very  much  for  your  statements. 

Mr.  Cunningham.  And  with  your  permission,  Mr.  Chairman,  Mr. 
Bateman  would  also  like  his  statement  inserted  for  the  record. 

Mr.  Smith.  You  bet.  Be  glad  to. 

Mrs.  Unsoeld.  Thank  you. 

[The  following  statements  were  submitted  to  the  subcommittee 
by  Members  of  Congress  who  were  unable  to  attend  the  Impact  Aid 
hearing:] 
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STATEMENT  OF  THE  HONORABLE  HERBERT  H.  BATEMAN  (R-VA) 
BEFORE  THE  HOUSE  APPROPRIATIONS  SUBCOMMITTEE  ON  LABOR,  HEALTH 
AND  HUMAN  SERVICES,  AND  EDUCATION 
MAY  4,  1994 


MR.  CHAIRMAN,  IT  IS  A  PLEASURE  TO  BE  BEFORE  YOU  THIS  MORNING 
TO  DISCUSS  THE  IMPACT  AID  PROGRAM.   WE  ALL  APPRECIATE  YOUR 
CONTINUING  THE  TRADITION  OF  OUR  LATE  COLLEAGUE  BILL  NATCHER,  AND 
SETTING  ASIDE  SPECIAL  TIME  TO  HEAR  TESTIMONY  ON  THIS  PROGRAM. 

IN  YOUR  NEW  ROLE  AS  CHAIRMAN  OF  THIS  SUBCOMMITTEE,  IMPACT 
AID  IS  NEITHER  THE  LARGEST,  NOR  MOST  WELL  KNOWN  OF  THE  PROGRAMS 
WHICH  YOU  WILL  FUND.   HOWEVER,  I  HOPE  THIS  PANEL  WILL  CONVINCE 
YOU  THAT  IMPACT  AID  IS  VITALLY  IMPORTANT  TO  THE  LOCALITIES  WE 
REPRESENT.   I  ALSO  HOPE  WE  WILL  CONVINCE  YOU  THAT  THIS  PROGRAM 
FULFILLS  A  VERY  BASIC  RESPONSIBILITY  OF  THE  FEDERAL  GOVERNMENT  TO 
LOCAL  GOVERNMENTS.   WE  KNOW  THAT  MR.  PORTER  IS  AWARE  OF  THE 
PROGRAM'S  SIGNIFICANCE,  AND  APPRECIATE  HIS  SUPPORT. 

THE  DISTRICT  WHICH  I  REPRESENT  INCLUDES  SCHOOL  SYSTEMS 
IMPACTED  BY  THE  PRESENCE  OF  FOUR  MAJOR  MILITARY  COMMANDS,  TWO 
MAJOR  FEDERAL  RESEARCH  FACILITIES,  TWO  OF  OUR  PREMIER  NATIONAL 
HISTORICAL  PARKS  AND  SEVERAL  OTHER  SMALLER  MILITARY  AND  CIVILIAN 
FACILITIES.   THESE  FEDERAL  FACILITIES  ARE  IMPORTANT  AND  WELCOME 
PARTS  OF  OUR  COMMUNITIES.   THEY  PROVIDE  GOOD  JOBS  AND  DO 
IMPORTANT  WORK.   HOWEVER,  GIVEN  THE  STRUCTURE  OF  LOCAL  SCHOOL 
FINANCING  AND  ITS  HEAVY  RELIANCE  ON  PROPERTY  TAXES,  THESE 
FACILITIES  ALSO  POSE  SPECIAL  FINANCIAL  PROBLEMS  FOR  THE 
LOCALITIES. 

UNLIKE  PRIVATE  BUSINESSES,  THESE  FEDERAL  INSTALLATIONS  AND 
THE  PERSONNEL  WHO  LIVE  ON  THEM  PAY  NO  PROPERTY  TAXES.   IN  THE 
CASE  OF  MILITARY  PERSONNEL,  THOSE  WHO  LIVE  OFF  THE  BASE  ARE  ALSO 
OFTEN  EXEMPT  FROM  PERSONAL  PROPERTY  AND  SALES  TAXES. 
NONETHELESS,  LOCAL  GOVERNMENTS  MUST  PROVIDE  THE  SAME  EDUCATION  TO 
THE  CHILDREN  OF  FEDERAL  MILITARY  AND  CIVILIAN  EMPLOYEES  THAT  IT 
PROVIDES  TO  OTHER  STUDENTS  WHOSE  PARENTS,  AND  PARENTS'  EMPLOYERS, 
PAY  THE  TAXES  THAT  FUND  LOCAL  SCHOOLS. 

THE  IMPACT  AID  PROGRAM  IS  DESIGNED  TO  HELP  LOCALITIES  MEET 
THEIR  RESPONSIBILITIES  TO  EDUCATE  THE  CHILDREN  OF  FEDERAL  WORKERS 
EVEN  WHEN  THE  FEDERAL  GOVERNMENT  HAS  A  SIGNIFICANT  IMPACT  ON  THE 
LOCAL  TAX  BASE.   GIVEN  ITS  CURRENT  FUNDING  LEVEL,  THE  PROGRAM 
DOES  NOT  BEGIN  TO  FULLY  COMPENSATE  THE  LOCALITIES  FOR  THEIR 
REDUCED  TAX  BASE,  BUT  IT  DOES  PROVIDE  SIGNIFICANT  ASSISTANCE. 

THIS  YEAR  SIGNIFICANT  CHANGES  ARE  BEING  CONSIDERED  TO  THE 
PROGRAM  AS  PART  OF  THE  OMNIBUS  ELEMENTARY  AND  SECONDARY  EDUCATION 
BILL,  H.R.  6.   SOME  OF  THESE  CHANGES  ARE  "POSITIVE,  HOWEVER,  MANY 
OF  THE  PROGRAM'S  SUPPORTERS  ARE  CONCERNED  OVER  THE  ELIMINATION  OF 
CIVILIAN  SECTION  3  (B)  STUDENT  PAYMENTS.   WE  HOPE  THE  SENATE  WILL 
REINSTATE  THESE  PAYMENTS  AND  THAT  THE  HOUSE  CONFEREES  WILL  ACCEPT 
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THAT  DECISION.   NONETHELESS,  WE  BELIEVE  THAT  FUNDING  THE  NEW 
BASIC  SUPPORT  PAYMENTS  AT  THE  AUTHORIZATION  LEVEL  CONTAINED  IN 
H.R.  6,  $775  MILLION,  WILL  BE  ADEQUATE  EVEN  IF  CIVILIAN  B 
PAYMENTS  ARE  INCLUDED.   I  URGE  YOU  TO  APPROVE  PROGRAM  FUNDING  AT 
THAT  LEVEL. 

H.R.  6  ALSO  AUTHORIZES  $16.3  MILLION  FOR  PAYMENTS  TO 
LOCALITIES  WHERE  THE  TAX  BASE  HAS  BEEN  SIGNIFICANTLY  REDUCED  BY 
FEDERAL  LAND  ACQUISITION.   THIS  IS  THE  SAME  LEVEL  AS  LAST  YEAR 
AND  I  URGE  YOU  TO  FULLY  FUND  IT. 

UNDER  THIS  PROGRAM,  FORMERLY  SECTION  2,  PAYMENTS  ARE  MADE  TO 
OVER  200  SCHOOL  DISTRICTS  IN  22  STATES.   THESE  PAYMENTS  ARE  MADE 
IN  AREAS  WHERE  THE  FEDERAL  GOVERNMENT  TAKES  A  SIGNIFICANT  AMOUNT 
OF  LAND  OUT  OF  THE  LOCAL  TAX  BASE.   YORK  COUNTY,  WHICH  IS  LOCATED 
IN  MY  DISTRICT,  PROVIDES  THE  PERFECT  EXAMPLE  OF  WHY  SECTION  2 
PAYMENTS  ARE  IMPORTANT. 

FIFTY-TWO  PERCENT  OF  THE  STUDENTS  IN  THE  COUNTY'S  SCHOOL 
SYSTEM  ARE  ELIGIBLE  FOR  (A)  OR  (B)  PAYMENTS,  AND  3  9  PERCENT  OF 
THE  COUNTY'S  LAND  BASE  IS  OWNED  BY  THE  FEDERAL  GOVERNMENT.   THIS 
MEANS  THAT  THE  COUNTY'S  ECONOMIC  DEVELOPMENT  PROSPECTS  ARE 
LIMITED,  BUT  THAT  IT  STILL  MUST  FUND  THE  EDUCATION  OF  ALL  ITS 
STUDENTS.   THIS  IS  ONLY  POSSIBLE  THROUGH  THE  ASSISTANCE  PROVIDED 
BY  THE  IMPACT  AID  PROGRAM. 

IMPACT  AID  IS  SIMPLE.   IT  HAS  MINIMAL  OVERHEAD  COSTS,  AND  IT 
IS  FAIR.   IT  REPRESENTS  THE  GOVERNMENT  MEETING  ITS  OBLIGATIONS  TO 
LOCAL  SCHOOL  SYSTEMS,  AND  MORE  IMPORTANTLY  TO  THE  CHILDREN  OF  OUR 
FEDERAL  MILITARY  AND  CIVILIAN  EMPLOYEES.   PLEASE  CONTINUE  THE 
SUBCOMMITTEE'S  PAST  SUPPORT,  AND  FUND  THIS  PROGRAM  AT  THE  LEVELS 
REQUESTED  BY  THE  NATIONAL  ASSOCIATION  OF  FEDERALLY  IMPACTED 
SCHOOLS . 

THANK  YOU,  MR.  CHAIRMAN. 

#     #     #     #     # 
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Remarks  of 

U.S.  Rep.  Norm  Dicks 

House  Appropriations  Committee 

Labor,  Education,  HHS  Subcommittee 

May  4,  1994 


Mr.  Chairman,  I  appreciate  this  opportunity  to 
appear  before  you  today  and  offer  you  my 
congratulations  and  best  wishes  as  you  assume  the 
helm  of  this  vital  subcommittee.  This  has  become  an 
annual  event  for  me  and  many  of  my  colleagues  here 
today,  that  demonstrates  the  vital  importance  of 
Impact  Aid  funding  throughout  our  nation.    I  also 
applaud  this  committee's  enduring  commitment  to  this 
program,  which  has  been  very  reassuring  to  the 
thousands  of  students  and  families  who  depend  on 
Impact  Aid  funding. 

As  the  members  of  this  subcommittee  may  recall 
from  my  past  testimony,  the  6th  District  of 
Washington  State  is  impacted  by  several  large  and 
vital  national  security  installations.    Our  region  is  a 
willing  host  to  the  thousands  of  active  duty  personnel 
who  also  represent  a  substantial  economic  force 
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within  the  Pacific  Northwest.  But  with  those 
advantages  also  comes  a  drawback:  the  removal  of 
substantial  property  areas  from  the  local  tax  base. 

Mr.  Chairman,  we  are  all  aware  of  the 
subcommittee's  daunting  task  of  funding  new 
programs  with  limited  funds.    We  are  very  pleased 
with  both  the  Administration's  FY  1995  budget 
request  and  recently  enacted  reauthorization  which 
includes  funding  for  Impact  Aid  "A"  students.    We  are 
quite  concerned  though,  by  the  proposed  deletion  of 
funds  for  an  equally  important  segment  of  those 
previously  assisted  through  Impact  Aid  funding. 
Civilian  "b"  students  have  parents  who  work  for  a 
variety  of  employers  located  on  federal  government 
property.    In  a  normal  community,  these  local 
businesses  employ  workers  and  pay  property  taxes  to 
the  local  school  district.  However,  these  businesses 
located  on  federal  property  are  exempt  from  local 
property  taxes  and  thus  undercut  the  financial  base  of 
the  local  school  district.  The  Puget  Sound  Naval 
Shipyard,  for  example,  located  in  my  district  in 
Bremerton,  Washington  employs  the  parents  of  over 
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5,000  civilian  "b"  students,  a  third  of  the  district's 
school  students,  and  would  lose  just  under  $1  million 
in  impact  aid  funds  that  have  previously  helped  keep 
our  local  school  districts  operating. 

Similar  situations  exists  across  the  nation  as  over 
2,100  schools  face  reduced  tax  bases  due  to  federal 
ownership  of  property  and  increased  civilian  student 
enrollments.    Although,  civilian  "b"  students  account 
for  only  6.4%  of  the  total  impact  aid  payment  or 
$43.2  million,  that  loss  of  funding  would  be 
detrimental  to  many  districts  unable  to  recoup  that  tax 
base.    We  can  not  penalize  those  families  who  have 
chosen  to  serve  their  country  through  federal 
employment  nor  the  school  districts  faced  with 
educating  those  federally  connected  students. 
Impact  Aid  is  no  less  important  than  any  other  federal 
education  program  and,  Mr.  Chairman,  it  is  funded 
today  below  1980  levels. 
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Our  colleagues  here  before  you  today,  have 
formed  a  core  committee  of  members  concerned  about 
the  future  of  federally  impacted  schools.    We  have 
worked  very  hard  through  the  elementary  and 
secondary  education  reauthorization  to  restructure  and 
simplify  the  impact  aid  program.    Title  VIII  of  HR  6 
includes  major  changes  which  speak  to  many  of  the 
program's  concerns.    These  include  streamlining  the 
funding  formula  to  better  address  the  true  need  of  a 
federally  impacted  school  district. 

Further,  we  will  have  for  the  subcommittee  a 
letter  signed  by  dozens  of  our  colleagues  expressing 
their  continued  support  for  Impact  Aid.    Over  the 
years,  Mr.  Chairman,  I  have  received  countless  letters 
from  children  who  benefit  from  Impact  Aid.    These 
serve  as  a  constant  reminder  that  while  it  is  often 
school  officials  and  administrators  presenting  their 
case  to  Congress,  the  real  beneficiaries~or  potential 
losers—are  the  children  of  service  men  and  women 
from  every  district  in  the  country. 
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Mr.  Chairman,  as  a  member  of  the  Appropriations 
Committee,  I  certainly  understand  the  many  choices 
you  must  make.  I  greatly  appreciate  the  committee's 
past  support  for  this  program  and  urge  that  you  again 
come  to  the  rescue  of  America's  students  and  restore 
funding  for  our  federally-impacted  children. 
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WRITTEN  TESTIMONY  OF  THE  HONORABLE  MICHAEL  D.  CRAPO 

to  the  Subcommittee  on  Labor,  Health  and  Human  Services,  and 

Education 
House  Committee  on  Appropriations 

Wednesday,  May  4,  1994 

Thank  you,  Chairman  Neal  Smith  and  Ranking  Member  John  Porter  for 
allowing  me  the  opportunity  to  provide  written  testimony  before 
the  Subcommittee  on  Labor,  Health  and  Human  Services,  and 
Education.   As  you  know,  this  is  a  critical  time  for  Impact  Aid, 
as  it  is  with  any  program  undergoing  the  process  of  reform.   One 
of  the  main  goals  of  the  reauthorization  was  to  streamline  the 
funding  formula  to  better  address  the  true  need  of  a  federally- 
impacted  school  district,  which  because  of  the  presence  of 
federal  land  or  a  federal  activity,  has  a  reduced  tax  base. 

Unfortunately,  in  the  process  of  restructuring  Impact  Aid,  one 

component  of  the  program  was  deleted  civilian  "b's".   These 

are  children  whose  parents  either  live  or  work  on  federal 
property.   Although  the  degree  of  impact  is  less  than  that  of  an 
"a"  child,  whose  parents  both  live  and  work  on  federal  property, 
the  funding  structure  is  still  skewed,  with  the  loss  having  to  be 
made  up  by  the  local  government. 

Moreover,  the  Administration  is  requesting  $694  million  for  basic 
support,  an  amount  insufficient  to  continue  funding  for  civilian 
"b's."   While  I  appreciate  the  retention  of  eligibility  for  the 
off -base  military  dependent  student,  the  deletion  of  the  civilian 
"b"  component  will  have  a  deleterious  effect  on  two  of  the  Local 
Education  Agencies  (LEA)  within  my  Congressional  district.   The 
large  federal  presence  within  the  areas  governed  by  these  LEAs 
requires  the  infusion  of  federal  funds  to  make  up  for  the  money 
lost  due  to  the  federal  presence. 

While  the  federal  government  has  a  legitimate  presence  in  these 
districts,  the  local  governments  do  not  have  the  resources  to 
make  up  for  the  monetary  shortfall  that  results  from  having  so 
much  property  taken  off  the  local  tax  base.   Though  fewer 
districts  across  the  country  have  a  sizable  "b"  component  than  in 
past  years,  for  those  that  do,  the  importance  of  federal  aid  is 
as  vital  as  ever. 

Within  the  new  payment  formula,  H.R.  6  calls  for  a  basic  support 
allocation  in  FY  1995  of  $775  million.   Basic  support  includes 
what  has  been  traditionally  called  category  "A"  and  category  "B" 
payments.   The  National  Association  of  Federally  Impacted  Schools 
has  calculated  that  the  formula  reforms  within  H.R.  6,  even  with 
the  inclusion  of  the  civilian  "b"  students,  will  allow  the  amount 
contained  in  the  authorization  for  basic  support  payments  to 
suffice  to  make  the  reforms  work.   Therefore,  if  the  full  $775 
million  was  appropriated,  the  reform  of  the  "total"  program  would 
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be  realized. 

You  are  undoubtedly  aware  of  the  work  that  has  gone  into  the 
development  of  this  reform  package.   I  would  ask  that  the 
Subcommittee  do  its  best  to  ensure  that  it  will  work.   The 
reforms  affecting  Impact  Aid  within  H.R.  6  both  targets  money 
where  it  is  most  needed,  and  considers  the  realities  of  the 
budget  process,  including  the  important  issue  of  deficit 
reduction.   Full  funding  at  the  $775  million  level  meets  these 
goals  and  saves  the  civilian  "b"  component. 
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HOUSE  APPROPRIATIONS  SUBCOMMITTEE  ON  LABOR-HEALTH  AND  HUMAN 
SERVICES-EDUCATION  HEARING 

IMPACT  AID  FUNDING  FOR  1995 


TESTIMONY  BY  CONGRESSMAN  SHERWOOD  BOEHLERT 
MAY  4,  1994 


Mr.  Chairman  and  members  of  the  subcommittee,  thank  you  for  the 
opportunity  to  address  federal  impact  aid.   I  firmly  believe  that  we  must 
balance  the  nation's  books  and  continue  to  look  for  ways  to  cut 
government  spending,  but  we  shouldn't  be  victims  of  a  "budget-cutting-at- 
all-costs"  mentality.   Impact  aid  is  a  legitimate,  cost-effective 
government  obligation  which  should  be  maintained. 

It  is  unreasonable  and  irresponsible  for  the  federal  government  to 
impose  upon  a  local  jurisdiction  without  helping  to  pay  for  the  costs  it 
brings.   If  impact  aid  continues  to  be  reduced,  either  schools  will  be 
crippled  in  their  ability  to  provide  a  decent  education  to  our  kids  or 
local  taxpayers  will  have  to  subsidize  their  neighbors  to  an  even  greater 
extent. 

The  impact  aid  program  needs  to  be  restructured  if  it  is  to  survive, 
and  the  Elementary  and  Secondary  Education  Act  (ESEA)  reauthorization 
bill  seeks  to  accomplish  this.   But  it  can't  do  much  unless  impact  aid 
provisions  are  funded  at  the  $890.2  million  authorization  level. 
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It  is  especially  imperative  that  basic  support  payments,  formerly 
referred  to  as  "a"  and  "b"  payments,  are  allocated  to  those  districts  hit 
hardest  by  base  closures  and  realignments.   By  targeting  funds  this  way, 
ESEA  balances  essential  impact  aid  needs  with  responsible  deficit 
reduction. 

Forty  years  after  the  impact  aid  program  was  first  enacted,  local 
communities  are  still  impacted  by  federal  activity.   The  impact  extends 
beyond  federally  dependent  students  and  also  affects  the  20  million 
children  living  in  impact  aid  districts  across  the  country.   Let's  make 
good  on  our  obligation  to  all  these  students  and  insure  that  they  have 
adeguate  means  for  receiving  a  guality  education. 
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MR.  CHAIRMAN  AND  MEMBERS  OF  THE  SUBCOMMITTEE:  ONCE  AGAIN,  IT 
IS  A  PLEASURE  FOR  ME  TO  HAVE  THE  OPPORTUNITY  TO  EXPRESS  MY  STRONG 
SUPPORT  FOR  THE  IMPACT  AID  PROGRAM.  I  HAVE  BEEN,  AND  REMAIN,  ONE 
OF  IMPACT  AID'S  BIGGEST  SUPPORTERS.  I  AM  HERE  ON  BEHALF  OF  THE 
17,233  FEDERALLY-CONNECTED  STUDENTS  IN  SAN  BERNARDINO  AND  INYO 
COUNTIES,  THE  40th  CONGRESSIONAL  DISTRICT.  I  URGE  THIS 
SUBCOMMITTEE  TO  RECOGNIZE  THE  FEDERAL  COMMITMENT  MADE  TO  THOSE 
SCHOOLS  AND  DISTRICTS  EDUCATING  STUDENTS  WHOSE  PARENTS  LIVE  AND/OR 
WORK  ON  FEDERAL  PROPERTY  AND  FULLY  FUND  THE  H.R.  6  TOTAL 
AUTHORIZATION  OF  $890.2  MILLION. 


IN  ADDITION  TO  MY  STRONG  SUPPORT  FOR  THE  FULL  FUNDING  OF  THE 
IMPACT  AID  PROGRAM,  I  WOULD  LIKE  TO  EMPHASIZE  MY  SPECIAL  CONCERNS 
REGARDING  CIVILIAN  "B"  STUDENTS.  H.R.  6,  AS  PASSED  BY  THE  HOUSE, 
DOES  NOT  CONTINUE  THE  ELIGIBILITY  OF  CIVILIAN  "B"  STUDENTS.  IT 
DOES,  HOWEVER,  MAINTAIN  THE  OFF-BASE  MILITARY  DEPENDENT  STUDENT  AND 
THE  LOW-RENT  HOUSING  STUDENT.  I  BELIEVE  THAT  FUNDING  FOR  CIVILIAN 
"B"  STUDENTS  SHOULD  BE  REINSTATED  AND,   FOR  THAT  REASON,   I  AM 
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CLOSELY  FOLLOWING  THE  PROGRESS  OF  THE  SENATE  ON  THIS  ISSUE.  THE 
NATIONAL  ASSOCIATION  OF  FEDERALLY  IMPACTED  SCHOOLS  (NAFIS)  HAS 
CALCULATED  THAT  THE  AMOUNT  CONTAINED  IN  THE  REAUTHORIZATION  FOR 
BASIC  SUPPORT  PAYMENTS  WOULD  BE  SUFFICIENT  EVEN  WITH  THE  INCLUSION 
OF  THE  CIVILIAN  "B"  STUDENTS. 

SIERRA  SANDS  UNIFIED  SCHOOL  DISTRICT  IN  CALIFORNIA  IS  A 
PERFECT  EXAMPLE  OF  WHY  CIVILIAN  "B's"  SHOULD  BE  FUNDED.  NO 
DISTRICT  IS  MORE  GREATLY  AFFECTED  BY  THE  CIVILIAN  "B"  ELIMINATION 
THAN  SIERRA  SANDS  WHICH  SERVES  THE  NAVAL  AIR  WARFARE  CENTER, 
WEAPONS  DIVISION  AT  CHINA  LAKE  ( NAWC ) ,  PART  OF  WHICH  I  REPRESENT. 
OVER  50  PERCENT  OF  SIERRA  SANDS'  STUDENTS  ARE  DEPENDENTS  OF  NAWC 
EMPLOYEES  WHO  HAD  TO  MOVE  OFF  BASE  WHEN  THE  NAVY  DECIDED  TO 
ELIMINATE  1,600  HOUSING  UNITS.  TO  ELIMINATE  FUNDING  FOR  CIVILIAN 
"B"  STUDENTS  WILL  LEAVE  SIERRA  SANDS  DESPERATELY  UNDERFUNDED. 
THEREFORE,  I  URGE  THE  REINSTATEMENT  OF  CIVILIAN  "B"  STUDENTS. 

AS  YOU  KNOW,  MR.  CHAIRMAN,  IMPACT  AID  FUNDING  IS  EXTREMELY 
IMPORTANT  AS  WE  IMPLEMENT  THE  BASE  CLOSURE  AND  REALIGNMENT  ACT. 
THE  IMPACT  OF  THAT  ACT  HAS  BEEN  FELT  NO  MORE  SEVERELY  THAN  IN  MY 
CONGRESSIONAL  DISTRICT.  THE  CLOSING  OF  GEORGE  AND  NORTON  AIR  FORCE 
BASES  HAS  MEANT  SERIOUS  FINANCIAL  IMPLICATIONS  FOR  ADELANTO  SCHOOL 
DISTRICT,  SILVER  VALLEY  UNIFIED,  VICTOR  VALLEY  UNIFIED  AND  VICTOR 
ELEMENTARY.  WITHOUT  ECONOMIC  ASSISTANCE  THROUGH  PL  81-874  SECTION 
3  (e),  THESE  SCHOOLS  CANNOT  SURVIVE  FINANCIALLY. 

ADELANTO  SCHOOL  DISTRICT,  FOR  EXAMPLE,   IS  ONE  OF  THE  MOST 
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SERIOUSLY  AFFECTED  OF  MY  SCHOOL  DISTRICTS.  ADELANTO  HAS  LOST  43% 
OF  ITS  ENROLLMENT  AS  A  RESULT  OF  THE  CLOSURE  OF  GEORGE  AIR  FORCE 
BASE.  WITHOUT  SECTION  3  (e)  FUNDING,  THE  DISTRICT  WILL  BE  $1 
MILLION  SHORT  FOR  THE  1994-1995  SCHOOL  YEAR  AND  $500,000  SHORT  FOR 
THE  1995-1996  SCHOOL  YEAR.  ALTHOUGH  THE  CLOSURE  OF  THE  BASE  IS 
COMPLETED,  ADELANTO  MUST  ADDRESS  ITS  FUTURE  FINANCIAL  SITUATION 
NOW. 

ANOTHER  PRIME  EXAMPLE  OF  IMPACT  AID'S  AFFECT  ON  LOCAL 
COMMUNITIES  IS  BISHOP  UNIFIED  HIGH  SCHOOL  DISTRICT.  AT  THE  PRESENT 
TIME,  15%  OF  THESE  STUDENTS  LIVE  ON  FEDERAL  LANDS,  ALMOST  ENTIRELY 
ON  RESERVATIONS.  IN  ADDITION,  ANOTHER  10%  OF  THESE  STUDENTS  HAVE 
PARENTS  WHO  WORK  ON  FEDERAL  PROPERTY,  PRIMARILY  IN  THE  NATIONAL 
FOREST.  THE  POTENTIAL  TAX  BASE  OF  THE  BISHOP  UNIFIED  JOINT  HIGH 
SCHOOL  DISTRICT  SUGGESTS  THAT  THEY  LOSE  MUCH  MORE  THAN  25%  OF  THEIR 
REVENUE  BASE  DUE  TO  THE  EXCLUSION  OF  FEDERAL  LAND.  IN  ORDER  FOR 
THIS  DISTRICT  TO  CONTINUE  ITS  OUTSTANDING  SERVICE  TO  THEIR  STUDENT- 
BODY,  IMPACT  AID  FUNDING  IS  IMPERATIVE. 

IN  CLOSING,  LET  ME  REITERATE  MY  STRONG  SUPPORT  FOR  FULL 
FUNDING  OF  THE  IMPACT  AID  PROGRAM.  BECAUSE  OF  THE  NATIVE  AMERICAN 
POPULATION,  FEDERAL  OWNERSHIP  OF  LAND,  AND  THE  CLOSING  OF  MILITARY 
INSTALLATIONS  WITHIN  THE  40th  CONGRESSIONAL  DISTRICT  AND  ACROSS  THE 
COUNTRY,  I  BELIEVE  WE  MUST  REAFFIRM  THE  FEDERAL  COMMITMENT  TO 
IMPACT  AID  BY  APPROVING  THE  FULL  H.R.  6  AUTHORIZATION  OF  $890.2 
MILLION.  THANK  YOU  AGAIN,  MR.  CHAIRMAN,  FOR  YOUR  THOUGHTFUL 
CONSIDERATION  OF  THESE  ISSUES. 
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Statement  of  the  Honorable 

BILL  THOMAS 

Member  of  Congress,  21st  District  of  California 

before  the 
Subcommittee  on  Labor,  Health  and  Human  Services,  and  Education 
House  Committee  on  Appropriations 

May  4,  1994 

Mr.  Chairman,  I  appreciate  this  opportunity  to  once  again 
present  testimony  and  add  my  support  for  the  Impact  Aid  program. 
This  program  is  vital  to  the  financial  health  of  many  school 
districts  throughout  the  United  States,  but  it  is  particularly 
crucial  to  two  school  districts  in  my  own  Congressional  district 
--  Muroc  Unified  School  District,  which  in  the  past  received 
primarily  category  "A"  funding,  and  Sierra  Sands  Unified  School 
District,  which  received  primarily  category  "B"  funding. 

Today,  I  would  like  to  focus  on  the  problems  facing  Sierra 
Sands  Unified  School  District,  which  has  been  negatively  affected 
by  the  Impact  Aid  formula  over  the  years  and  will  be  devastated 
by  the  elimination  of  the  civilian  part  "B"  program  as  included 
in  HR  6,  the  reathorization  of  the  Elementary  and  Secondary 
Education  Act. 

Sierra  Sands  Unified  School  District  is  located  in  the 
desert  community  of  Ridgecrest,  California,  and  serves  the 
children  of  military  and  civilian  personnel  at  the  Naval  Air 
Warfare  Center,  Weapons  Division  at  China  Lake  (NAWC) .   In  fact, 
over  50%  of  the  District's  students  are  dependents  of  NAWC-China 
Lake  scientists,  engineers  and  support  personnel.   However,  since 
the  Navy  decided  to  "get  out  of  the  housing  business"  in  1968  and 
eliminate  1,600  housing  units,  a  majority  of  base  personnel  no 
longer  live  on  base.   This  resulted  in  the  redesignation  of 
students  from  category  "A"  to  category  "B",  and  severe  funding 
shortfalls  in  the  district. 

In  1974,  approximately  40%  of  Sierra  Sands'  funding  came 
from  the  Impact  Aid  program,  even  though  a  majority  of  their 
students  were  already  category  "B".   Since  that  time,  Impact  Aid 
funding  has  dropped  to  under  3%  of  the  District's  budget  due  to 
cutbacks  in  "B"  funding  and  a  formula  which  penalizes  the 
District  for  a  low  local  tax  rate  in  1977. 

The  District's  funding  problems  are  exacerbated  by  the  fact 
that  the  Department  of  Defense  is  still  the  primary  employer  and 
a  significant  land-holder  in  the  Ridgecrest  area.   Only  13%  of 
the  District's  annual  revenue  is  from  local  property  tax.   The 
District  has  had  to  rely  on  the  State  of  California  for 
additional  funding  in  the  past,  but  current  State  budget  problems 
have  forced  this  funding  to  also  diminish.   All  of  these  factors 
have  caused  the  District's  annual  per  pupil  funding  to  fall  $674 
over  the  past  years  to  only  $3,473.   Despite  the  decline  in 
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funding  the  District  has  persevered.   However,  Sierra  Sands  has 
reached  a  critical  point. 

Because  of  the  testing  and  evaluation  nature  of  NAWC-China 
Lake's  mission,  the  Ridgecrest  area  has  one  of  the  most  highly 
educated  populations  in  the  United  States.   These  scientists  and 
engineers  are  particularly  concerned  about  the  education  of  their 
children.   Unless  Sierra  Sands  Unified  School  District  receives 
the  federal  assistance  they  need  to  offset  the  effect  of  federal 
presence  in  the  area,  per  pupil  spending  will  continue  to 
decline,  much-needed  physical  plant  maintenance  will  continue  to 
be  put-off,  and  the  quality  of  education  could  begin  to  decline. 
If  this  should  occur,  prospective  employees  could  decline  to  move 
to  the  area  and  current  employees  could  decide  to  move  out  of  the 
area,  endangering  the  successful  completion  of  NAWC-China  Lake's 
mission. 

I  believe  that  the  government  wants  to  continue  to  attract 
high  quality  civilian  scientists  to  China  Lake.   A  good  education 
system  is  important  to  accomplishing  this  goal.   School  districts 
like  Sierra  Sands,  where  the  civilian  population  is  over- 
whelmingly linked  directly  to  the  military  base  and  to  its 
military  mission,  I  believe  the  government  has  a  responsibility 
to  these  students  and  parents  because  of  its  hand  in  creating  the 
situation. 

Mr.  Chairman,  I  urge  the  Subcommittee  to  fully  fund  the 
Impact  Aid  program  and  I  thank  you  again  for  this  opportunity  to 
present  testimony  to  the  Subcommittee. 
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Wednesday,  May  4,  1994. 

WITNESS 

HON.  RICHARD  J.  DURBIN,  A  REPRESENTATIVE  IN  CONGRESS  FROM 
THE  STATE  OF  ILLINOIS 

Mr.  Smith.  Glad  to  have  our  colleague  from  Illinois  Mr.  Durbin. 
Go  ahead. 

Mr.  Durbin.  Thank  you,  Mr.  Chairman,  and  Members  of  the  sub- 
committee. I  have  visited  this  subcommittee  in  previous  years.  I 
know  that  you  have  an  awesome  responsibility  with  the  agencies 
that  you  are  funding  and  face  the  same  dilemma  we  all  do  with 
limited  resources.  I  have  concluded  in  the  12  years  that  I  have 
served  in  Congress  that  there  is  one  agency  which  deserves  consist- 
ent and  adequate  funding  year  in,  year  out,  and  that  is  the  Na- 
tional Institutes  of  Health. 

As  a  member  of  the  Budget  Committee  for  six  years,  I  tried  to 
make  an  extraordinary  effort  there  to  focus  additional  resources  on 
medical  research.  I  have  found  that  when  Congress  debates  issues, 
from  the  Space  Station  to  the  Supercollider  and  defense  research, 
my  people  at  home  and  most  people  I  speak  to  may  have  dif- 
ferences of  opinion  on  those  particular  projects,  but  really  do  not 
have  a  divided  opinion  when  it  comes  to  medical  research.  They  un- 
derstand that  the  Federal  Government,  above  and  beyond  any  ef- 
fort by  private  industry  or  any  other  level  of  government,  has  the 
resources  and  opportunity  to  find  medical  breakthroughs. 

You  have  your  hands  full  this  year,  Mr.  Chairman.  I  know  what 
is  happening  now  with  the  suggested  budget  resolution,  which  will 
call  for  even  deeper  cuts  with  the  adoption  of  the  Exon-Grassley 
language.  This  is  going  to  have  a  direct  impact  on  NIH.  The  origi- 
nal draft  of  the  Democratic  budget  resolution  would  have  had  a 
good  increase  for  this  agency. 

Then  Mr.  Sabo  was  forced  to  cut  it  and  brought  it  down  to  a  level 
which,  unfortunately,  is  going  to  mean  that  the  level  of  research  we 
had  hoped  for  will  not  take  place.  And  now,  with  this  compromise 
in  the  conference  committee,  there  will  be  even  deeper  cuts.  I  think 
that  is  really  unfortunate  and  sad  but  it  reflects  the  cruel  reality 
of  what  we  do  for  a  living  here,  trying  to  balance  limited  resources 
with  these,  I  think,  very  worthwhile  and  deserving  projects  and 
agencies. 

I  know  that  at  this  table  during  the  course  of  a  year  you  have 
hundreds  of  witnesses  who  come  in  and  talk  about  medical  prob- 
lems that  they  are  concerned  about,  professionally  and  personally. 
Yours  is  a  tough  job  in  figuring  out  which  ones  deserve  funding. 
What  I  like  about  the  NIH  is  the  fact  that  you  are  funding  an 
agency  which  allows  professionals  to  make  those  judgments. 

I  am  disturbed  by  the  fact  that  so  few  of  the  approved  research 
projects  are  actually  funded  during  the  course  of  a  year,  which 
means  that  so  many  that  might  hold  the  potential  for  medical 
breakthroughs  do  not  receive  adequate  funding. 

I  have  a  statement  which  I  will  ask  to  be  included  in  the  record 
which  goes  into  some  detail  about  this,  but  I  would  like  to  encour- 
age this  subcommittee  to  try  to  take  that  extra  step,  go  that  extra 
mile  when  it  comes  to  NIH  funding.  I  think  in  the  long  haul  when 
we  are  judged  by  the  service  that  we  render  as  Members  of  Con- 
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gress,  the  things  we  do  that  look  to  the  future  to  improve  the  lives 
of  people  will  be  the  measure  that  is  used.  This  agency,  as  part  of 
your  appropriation,  I  think,  really  exemplifies  that  sort  of  commit- 
ment. I  have  disagreed  with  many  of  the  critics  of  the  NIH  because 
I  believe  that  by  and  large  they  are  good  people  working  hard 
under  difficult  circumstances. 

We  have  a  chance  here  to  find  breakthroughs  in  the  treatment 
and  discovering  links  of  causes  of  Alzheimer's  disease,  heart  dis- 
ease, cancer,  the  list  goes  on  and  on.  All  of  these  breakthroughs, 
too  numerous  to  mention,  are  dependent  on  adequate  NIH  funding. 
To  avoid  losing  ground,  NIH  needs  a  funding  increase  at  least  as 
great  as  the  increase  of  biomedical  research  inflation,  4. 1  percent. 

If  you  want  to  move  forward  and  take  full  advantage  of  these  re- 
search opportunities,  I  hope  you  can  find  a  way,  and  I  know  it  will 
be  very,  very  difficult  to  give  an  even  larger  increase,  but  I  urge 
you  to  do  all  you  can  for  the  people  who  really  are  counting  on  us, 
many  of  whom  probably  do  not  even  know  we  are  here,  but  are 
counting  on  us  to  provide  the  resources  to  help  give  hope. 

I  hope  no  one  in  this  room  has  that  need,  to  sit  and  pray  for  a 
cure  for  someone  they  love  or  for  themselves,  but  it  can  happen, 
and  the  decisions  that  are  made  in  this  room  will  really  have  a  di- 
rect bearing  on  whether  those  prayers  will  be  answered. 

[The  prepared  statement  follows:! 
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Mr.  Chairman,  I  appreciate  this  opportunity  to  come  before  you  today  and 
talk  about  the  importance  of  increased  funding  for  our  nation's  biomedical 
research  programs  conducted  by  and  through  the  National  Institutes  of  Health. 

There  are  few  agencies  of  the  federal  government  that  have  such  an 
enormous  opportunity  to  make  a  li fe -or-death  difference  in  the  lives  of  as 
many  Americans  as  NIH. 

Every  time  any  of  us  hears  the  news  that  a  friend  or  a  loved  one  is  sick, 
our  first  thought  is,  "Is  there  a  cure  or  treatment  for  this  illness  or 
disease?"   We  are  fortunate  to  live  in  a  time  when  the  answer  is  often  "Yes." 
NIH's  biomedical  research  has  given  millions  of  people  new  hope  in  the  face  of 
medical  adversity. 


For  many  Americans,  though,  the  answer  is  different.   Many  times, 
doctor  must  say  to  the  patient,  "No,  there  is  no  treatment  --  not  yet. 


the 


Not  yet.   There  may  be  a  treatment  some  day,  but  there  isn't  one  yet. 

For  many  illnesses,  the  lack  of  a  treatment  is  not  for  lack  of  ideas. 
Thousands  of  dedicated  researchers  have  developed  thousands  of  hypotheses 
about  the  workings  of  the  human  body  and  mind.   Thousands  of  hypotheses  have 
been  turned  into  credible  research  proposals  that  have  withstood  the  test  of 
scientific  review  and  been  deemed  worthy  of  further  investigation.   All  they 
need  is  funding. 

Yet  less  than  a  quarter  of  the  NIH-approved  research  proposals  can  be 
funded  with  NIH's  limited  resources.   The  other  hypotheses,  which  may  hold  the 
answers  for  many  diseases,  remain  untested. 
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How  do  we  turn  the  "not  yet"  Into  a  "now"?   How  do  we  change  the  state  of 
medical  knowledge  so  that  a  doctor  can  say,  "Yes,  we  have  a  treatment  now!" 
How  do  we  contribute  to  those  breakthroughs?   By  Investing  in  the  broad  range 
of  research  activities  of  the  National  Institutes  of  Health. 

Mr.  Chairman,  I  know  the  extraordinarily  tight  budget  constraints  that 
our  committee  is  under  this  year.   Most  Americans  don't  realize  that 
discretionary  spending  is  absolutely  frozen  for  fiscal  year  1995,  but  you  and 
I  know  that  and  know  the  choices  it  presents  to  us. 

Some  difficult  spending  decisions  must  be  made  to  provide  increased 
funding  for  the  most  important  programs  under  our  jurisdictions.   I  am  here  to 
tell  you  that  I  believe  NIH  is  one  of  those  "most  important  programs". 

Past  Successes 

NIH  research  not  only  saves  lives,  it  saves  money  by  reducing  health  care 
costs  and  lost  productivity.   Let  me  give  you  some  examples  of  research 
successes,  big  and  small,  that  demonstrate  the  potential  of  health  research  to 
save  money  as  well  as  lives. 

*  From  1985  to  1992,  clinical  trials  costing  $34  million  showed  that 
routine  use  of  ACE  Inhibitors  to  treat  chronic  congestive  heart 
failure  may  prevent  an  estimated  10,000  to  20,000  deaths  and  100,000 
hospitalizations  annually  In  the  United  States.   The  savings 
associated  with  implementing  this  finding  are  expected  to  be  around 
$1  billion. 

*  In  1990,  a  $4.6  million  stroke  prevention  study  indicated  that 
active  treatment  of  certain  at-risk  patients  with  aspirin  or 
warfarin  lowers  the  risk  of  stroke  in  those  patients  by  50X  to  80X. 
This  finding  could  help  prevent  20,000  to  30,000  strokes  each  year 
with  a  potential  savings  of  $200  million.   Subsequent  research 
showed  that,  for  most  patients,  aspirin  can  be  used  instead  of 
warfarin.   Aspirin  is  less  expensive  and  has  fewer  side  effects,  so 
additional  savings  will  accrue  from  this  new  finding. 

*  Around  $20  million  of  NIH  research  over  two  decades  led  to  the 
development  of  the  Hemophilus  influenza  type  b  vaccine  for  children, 
to  stop  the  leading  cause  of  bacterial  meningitis  in  the  U.S.   The 
vaccine  will  save  our  country  $346  million  to  $462  million  per  year. 
Similarly,  $5  million  of  research  produced  an  antiviral  therapy  for 
newborn  infants  suffering  from  neonatal  herpes  simplex,  saving  $138 
million  to  $183  million  annually. 

*  NIH  eye  research  costing  $48  million  led  to  the  development  of  laser 
photocoagulation  treatment  for  diabetic  retinopathy.   The  potential 
annual  savings  is  estimated  at  more  than  $2  billion. 

*  Basic  research  on  fundamental  biological  problems  led  to  the 
development  of  monoclonal  antibody  technologies  with  a  variety  of 
applications.   Just  one  application,  the  use  of  monoclonal 
antibodies  to  test  for  the  presence  of  the  HIV  virus  in  blood,  saves 
$64  million  per  year. 

*  NIH- supported  research  regarding  respiratory  distress  syndrome,  a 
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common  problem  for  low  birch  weight  babies,  identified  a  therapy  to 
replace  deficiencies  of  surfactants  in  the  lungs  of  these  infants, 
yielding  a  savings  of  about  $300  million  per  year. 

*  An  NIH  clinical  study  showed  that  butyrate  can  prevent  painful 
episodes  for  persons  with  sickle  cell  disease  and  save  at  least  $300 
million  per  year. 

*  Half  a  million  dollars  of  research  from  1983  to  1986  regarding 
better  ways  of  preparing  red  blood  cells  for  blood  transfusions 
produced  a  breakthrough  in  the  treatment  of  patients  with  Cooley's 
anemia,  with  estimated  savings  of  $3  million  to  $4  million  per  year. 
The  discovery  now  appears  to  have  applications  for  patients  with 
other  diseases  as  well. 

*  Medical  research  can  also  be  important  for  the  adverse  results  it 
finds.   From  1986  to  1991,  we  supported  a  clinical  trial  costing  $53 
million  which  determined  that  certain  drugs  which  have  been  used  to 
suppress  certain  types  of  heart  arrhythmias  in  heart  attack 
survivors  were  actually  doing  more  harm  than  good.   If  practicing 
physicians  adopt  the  findings  of  this  clinical  trial,  we  can  save 
$78  million  to  $104  million  per  year  in  improved  diagnosis  and 
treatment  of  heart  patients.   Similarly,  a  $12  million  clinical 
trial  found  that  a  surgical  procedure  commonly  used  in  the  late 
1970s  to  prevent  stroke  in  high-risk  persons  does  not  actually 
prevent  strokes.   Because  of  this  finding,  $16  million  to  $21 
million  per  year  in  expenses  for  ineffective  surgeries  has  been 
averted. 

Future  Opportunities 

Additional  biomedical  research  funding  offers  the  potential  for  similar 
breakthroughs  that  can  save  lives  and  reduce  medical  costs.  Again,  here  are 
some  examples. 

*  Researchers  have  opened  a  new  avenue  of  research  regarding 
Alzheimer's  disease  by  discovering  a  link  between  a  protein  known  as 
ApoE  and  the  disease.   Further  research  could  lead  to  a  treatment 
that  might  delay  the  onset  of  Alzheimer's  disease  symptoms  long 
enough  to  effectively  prevent  the  disease  in  millions  of  older 
Americans.   Such  a  breakthrough  could  save  as  much  as  $50  billion  in 
health  care  costs,  as  well  as  avoiding  the  havoc  Alzheimer's  disease 
wreaks  on  families. 

*  Although  heart  disease  is  the  leading  cause  of  death  in  U.S.  women, 
the  current  diagnostic  methods  for  determining  whether  chest  pain 
may  be  associated  with  heart  disease  are  much  less  accurate  for 
women  than  for  men.   Further  research  may  identify  safe  and 
cost-effective  diagnostic  methods  that  can  lead  to  early 
identification  of  women  suffering  from  heart  disease  before  they 
experience  a  fatal  heart  attack.   Increased  research  funding  can 
also  improve  our  ability  to  prevent  stroke,  identify  warning  signs 
in  patients  at  risk  of  stroke,  and  develop  more  effective  treatments 
for  stroke  patients. 

*  Research  has  shown  that  breast  cancer  cells  and  cells  responsible 
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for  the  swelling  of  the  prostate  prior  to  prostate  cancer  are  both 
controlled  by  hormones.   Future  research  funding  can  help  identify 
the  most  effective  means  of  blocking  the  adverse  actions  of  these 
hormones . 

*  Research  studies  have  shown  that  an  organism  known  as  H.  pylori 
causes  many  cases  of  ulcers  and  that  treatment  with  a  combination  of 
antibiotics  that  will  not  only  treat  the  symptoms  but  actually  cure 
the  illness  and  eliminate  recurrences.   Recent  studies  have  linked 
this  same  organism  to  stomach  cancer.   Additional  research  is  needed 
to  determine  whether  and  how  to  take  advantage  of  this  new  finding 
to  reduce  the  incidence  of  stomach  cancer. 

*  Additional  funding  of  basic  research  will  permit  researchers  to 
explore  the  fundamental  questions  that  can  lead  to  entirely  new  ways 
of  thinking  about  the  functioning  of  the  body  and  how  to  improve  its 
functioning. 

*  Additional  funding  of  clinical  research  will  allow  greater  use  of 
coordinated  testing  of  new  treatments  by  physician-researchers 
working  directly  with  patients. 

*  Additional  funding  of  human  gene  therapy  trials  may  lead  to 
breakthroughs  addressing  a  variety  of  diseases  including  immune 
system  dysfunction,  cystic  fibrosis,  malignant  melanoma,  and 
hemophilia. 

Mr.  Chairman,  all  of  these  potential  medical  research  breakthroughs,  and 
many  others  too  numerous  to  mention,  are  dependent  on  adequate  NIH  funding. 
To  avoid  losing  ground,  NIH  needs  a  funding  increase  at  least  as  great  as  the 
rate  of  biomedical  research  inflation,  4. IX.   If  we  want  to  move  forward  and 
take  full  advantage  of  the  exciting  new  research  opportunities  that  are 
available,  NIH  needs  an  even  larger  increase. 

I  urge  you  to  do  all  you  can  to  expand  funding  for  the  National 
Institutes  of  Health  so  that  more  Americans  can  benefit  from  the  discoveries 
that  are  just  around  the  corner.   If  we  do  that,  then  fewer  doctors  will  have 
to  say  "Not  yet,"  and  more  doctors  will  be  able  to  say,  "Yes,  we  have  a 
treatment  now."   And  when  that  happens,  those  of  us  who  worked  to  provide  NIH 
funding  will  be  able  to  take  pride  in  knowing  that  we  played  a  small  part  in 
helping  to  turn  that  "not  yet"  into  a  "now". 
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Mr.  Smith.  We  appreciate  your  statement.  As  Mr.  Natcher  would 
tell  you  if  he  were  here,  when  he  and  I  went  on  this  subcommittee, 
the  appropriation  was  $73  million  and  this  year  it  will  be  $11.5  bil- 
lion. We  have  made  the  big  investment  for  the  world,  and  there  is 
no  other  agency  in  the  world  that  can  make  the  investment  that 
we  can.  So  we  have  to  do  it.  Thank  you  very  much. 

Mr.  Durbin.  You  bet. 

Ms.  PELOSI.  Mr.  Chairman,  may  I  join  you  in  associating  myself 
with  your  remarks  and  thanking  our  colleague  for  his  testimony 
and  thanks  also  for  the  hard  work  that  you  have  done  on  the  Budg- 
et Committee  all  those  years  to  get  the  figure  up  as  high  as  pos- 
sible for  the  NIH.  Mr.  Durbin  has  real  standing  on  this  issue.  Also 
a  true  fighter  for  NIH  and  its  funding  and  makes  his  testimony 
here  all  the  more  valuable  to  us. 

Mr.  Durbin.  Thank  you. 

Ms.  PELOSI.  Thank  you,  Mr.  Chairman. 

Mr.  Smith.  Mr.  Bonilla. 

Mr.  Bonilla.  I  want  to  thank  you  for  being  here  today.  I  know 
you  can  walk  away  from  here  comfortably  feeling  that  there  is  not 
a  Member  on  this  committee  that  does  not  feel  exactly  the  way  you 
do  about  the  NIH.  You  are  right.  We  have  heard  a  lot  of  testimony 
that  really  covers  everything  that  you  are  saying  here  today  and 
I  just  want  to  say  that  when  it  comes  to  this  issue,  I  don't  believe 
there  is  another  one  where  we  have  almost  unanimous  agreement 
on  this  issue  that  we  need  to  do  everything  possible  for  the  NIH. 
And  I  thank  you  for  being  here. 

Mr.  Durbin.  The  gentleman  from  Texas.  We  are  sitting  down  the 
hall  going  through  the  same  process  you  are  with  different  agen- 
cies, and  what  I  am  trying  to  do  is  to  focus  in  on  what  is  the  most 
important  and  highest  priority  that  we  face.  What  are  we  going  to 
guarantee  an  adequate  level  of  funding  for  and  it  comes  down  in 
our  committee  to  questions  of  public  health  and  safety.  I  think  that 
we  cannot  compromise  that,  no  matter  what  budget  cuts  are  put 
in  place. 

I  would  hope  that  you  would  view  medical  research  the  same 
way  as  sort  of  the  bottom  line;  that  if  we  do  nothing  else,  we  have 
to  do  our  very  best  to  make  sure  that  medical  research  is  taken 
care  of  because  it  holds  out  some  great  potential. 

Mr.  Bonilla.  Absolutely,  and  to  hear  some  of  the  stories  told  be- 
fore us  on  this  committee  there  are  unbelievable  breakthroughs  on 
cancer  research,  heart  diseases,  and  if  it  had  not  been  for  the  NIH, 
it  would  not  have  happened. 

Thank  you,  Mr.  Chairman. 

Mr.  Durbin.  Thank  you,  very  much. 

Mr.  PORTER.  I  want  to  thank  my  Illinois  colleague  for  coming 
here  and  testifying  on  behalf  of  NIH.  Dick,  do  you  know  what  the 
budget  is  looking  at  in  terms  of  a  percentage  at  this  point  in  time? 

Mr.  Durbin.  I  do  not.  We  had  a  meeting  last  night  to  discuss  it. 
We  have  not  reached  a  point  of  any  kind  of  602  allocations.  I  think 
the  budget  resolution  is  going  to  be  up  before  us  probably  next 
week.  I  think  that  is  the  word  on  the  Floor.  And  then  we  will  be 
able  to  sit  down  and  work  it  out.  But  it  is  really  reaching  the  point, 
as  you  well  know 

Mr.  Porter.  It  is  below  the  President's  figure  of  $4.7;  correct. 
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Mr.  Durbin.  Yes.  Well,  Mr.  Porter,  I  cannot  tell  you  for  certain, 
but  I  sense  that  it  is  from  my  conversations. 

Mr.  Porter.  What  you  are  saying  to  us,  though,  is  out  of  all  the 
things  that  we  have  to  look  at,  all  of  the  programs  and  all  of  the 
other  priorities,  this,  you  judge  as  the  most  important;  is  that  cor- 
rect? 

Mr.  Durbin.  I  picked  it  out.  It  really  is  close  to  my  heart  and 
I  understand  everybody  probably  has  their  favorite  and  something 
they  might  put  in  a  league  with  this,  but  this  strikes  me  as  some- 
thing that  if  I  had  to  answer  to  when  it  is  all  over  in  my  public 
career,  and  I  said  I  stuck  with  NIH  all  the  way,  did  everything  we 
could  for  medical  research,  and  I  felt  that  for  America  and  for  the 
world  it  was  the  best  and  most  important  element  of  spending,  I 
would  feel  satisfied  with  that. 

Mr.  Porter.  Thank  you. 


Wednesday,  May  4,  1994. 

WITNESS 

HON.    H.    MARTIN    LANCASTER,    A    REPRESENTATIVE    IN    CONGRESS 
FROM  THE  STATE  OF  NORTH  CAROLINA 

Mr.  Smith.  We  are  glad  to  have  our  colleague,  Mr.  Lancaster, 
from  North  Carolina. 

Mr.  Lancaster.  Thank  you,  Mr.  Chairman,  for  allowing  me  to 
testify.  I  would  ask  unanimous  consent  my  full  statement  be  admit- 
ted into  the  record  and  I  will  very  briefly  summarize  that  testi- 
mony, if  I  may. 

Mr.  Smith.  Certainly  will  be. 

Mr.  Lancaster.  This  is  the  eighth  time  I  have  testified  in  sup- 
port of  P.L.  874  or  Federal  Impact  Aid.  My  district  is  heavily  im- 
pacted by  the  military  with  over  21,000  students  benefiting  from 
impact  aid  in  my  district  and  more  than  $4.7  million  in  total  funds 
received.  It  is  a  program  that  has  been  well  administered  and  most 
free  of  any  sort  of  political  taint  of  any  Federal  program,  despite 
the  fact  that  year  after  year  this  program  is  threatened  with  ex- 
tinction, if  not  drastic  cuts. 

The  National  Association  of  Federally  Impacted  Schools  was 
given  a  mandate  by  the  House  Labor  and  Education  Committee  to 
simplify  the  program,  to  distribute  the  funds  based  on  need,  and 
to  keep  various  components  of  impact  aid  together. 

I  certainly  emphasize  number  two  of  that,  the  need  for  us  to  look 
at  a  distribution  formula  that  would  be  based  on  need,  because  the 
greatest  criticism  of  impact  aid  is  the  very,  very  wealthy  school  dis- 
tricts that  do  not  need  the  help,  but  continue  to  draw  down  billions 
of  dollars  Nationwide  each  year. 

I  believe  that  in  rural  poor  districts  like  mine  that  do  not  have 
the  local  tax  base  to  support  a  quality  education  for  our  military 
personnel's  children,  that  impact  aid  makes  the  difference  between 
what  would  be  really  a  mediocre  system  of  education  and  quality 
education  and  would  certainly  urge  that  P.L.  874  funds  continue  to 
be  appropriated  in  this  budget.  And  furthermore,  that  we  look  to- 
wards the  day  when  they  would  be  need-based  to  get  away  from 
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some  of  the  criticism  of  funding  going  to  very  wealthy  systems  that 
do  not  need  it  as  much  as  mine. 
[The  prepared  statement  follows:] 
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Mr.  Chairman  and  members  of  the  subcommittee,  thank  you  for  allowing  me  to 
testify  before  this  subcommittee  for  the  eighth  consecutive  year  in  favor  of  federal 
impact  aid  under  Public  Law  874  and  in  support  of  the  proposal  of  the  National 
Association  of  Federally  Impacted  Schools. 

The  North  Carolina  Third  Congressional  District  is  heavily  impacted  by  federal 
military  installations.  It  is  a  relatively  poor  district  which  is  hard  put  to  raise  the 
property  taxes  upon  which  North  Carolina  public  schools  depend  for  their  survival. 
According  to  the  NAFIS  Blue  Book  report  for  1 993,  the  district  received  about  $4.7 
million  for  just  over  21 ,000  kids,  18,000  of  them  MB"  kids.  The  major  federal 
installations  are  Camp  Lejeune  Marine  Base  and  New  River  Marine  Corps  Air  Station 
at  Jacksonville;  Seymour  Johnson  Air  Force  Base  at  Goldsboro;  and  the  Cherry  Point 
Marine  Corps  Air  Station  at  Havelock.  They  account  for  impact  aid  payments  of  $1.94 
million,  $1 .82  million  and  $1 .85  million  respectively.  The  remainder  is  distributed 
among  several  smaller  school  districts. 

The  program  has  been  the  fairest,  best  administered  and  most  free  of  political 
taint  of  any  federal  school  program  ever  in  effect  in  my  district,  despite  attempts,  year- 
after-year  to  cut  it  back  by  folks  who  do  not  approve  of  Impact  Aid  in  other,  wealthier 
districts.  The  broad  discretion  given  to  local  districts  has  made  it  very  useful  in 
keeping  up  quality  education  for  the  children  of  those  who  serve  in  our  Armed  Forces 
and  of  the  civilians  in  government  service. 

The  concept  of  remuneration  for  the  non-taxable  nature  of  federal  installations 
by  local  governments  is  perceived  as  fair  and  has  protected  the  PL  874  appropriations 
to  North  Carolina  school  districts  from  criticism  by  budget  cutters.  The  three  major 
systems  in  my  district  have  come  to  depend  upon  it  as  the  difference  between  failure 
and  success. 

Mr.  Chairman,  I  am  here  to  talk  about  funding  and  to  associate  myself  with  the 
NAFIS  position  that  the  funding  levels  for  fiscal  year  1995  be  sufficient  to  allow  the 
reforms  in  HR  6  to  work  without  negatively  impacting  the  districts  that  are  in  true  need 
of  PL  874  funding  and  who  use  the  money  to  compensate  for  the  lack  of  taxable 
property.  As  one  who  sees  the  potential  harm  that  stringent  reductions  in  funding 
could  do  in  southeastern  North  Carolina,  I  support  the  HR  6  provision  for  a  basic 
support  allocation  in  FY  1 995  of  $775  million. 

I  would  also  support  the  NAFIS  position  that  the  PL  815  construction 
component  of  HR  6  be  funded  at  $1 1 .9  million. 

These  funding  levels  represent  amounts  which  the  authorizing  committees 
consider  sufficient  to  make  the  program  work  as  provided  for  in  the  reform  package. 

I  would  draw  your  attention  to  the  mandate  given  to  NAFIS  by  the  House 
Committee  on  Labor  and  Education: 

1)  To  simplify  the  Impact  Aid  program; 

2)  To  distribute  funding  on  a  scale  defined  by  "need";  and 

3)  To  keep  the  various  components  of  the  Impact  Aid  Program  together. 

If  I  may,  I  would  like  to  reiterate  section  2  of  the  mandate  and  respectfully  ask 
for  its  full  support:  To  distribute  funding  on  a  scale  defined  by  need. 

As  noted  by  others  who  have  testified,  a  lot  of  work  has  gone  into  the 
development  of  the  reform  package.  I  am  sure  that,  as  always,  the  subcommittee  will 
do  its  best  to  be  fair  with  the  school  districts  that  truly  need  to  maintain  levels  of 
Impact  Aid  funding  that  will  enable  them  to  give  to  the  children  of  the  men  and  women 
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who  sacrifice  to  serve  America  the  kind  of  education  they  deserve. 

In  conclusion,  Mr.  Chairman,  I  would  emphasize  again  that  impacted  school 
systems  in  such  districts  as  the  North  Carolina  Third,  have  not  used  Public  Law  874 
funds  as  "gravy".  For  four  decades,  they  have  been  the  very  staff  of  life,  and  any 
semblance  of  quality  education  would  have  been  virtually  impossible  without  them. 


874 

Mr.  Smith.  You  have  both  A's  and  B's. 

Mr.  Lancaster.  Yes,  sir,  I  do. 

Mr.  Smith.  How  does  the  new  legislation  affect  them? 

Mr.  Lancaster.  Of  course,  if  B  is  eliminated,  it  would  signifi- 
cantly impact  my  district. 

Mr.  Smith.  The  A's  would  get  more. 

Mr.  Lancaster.  A's,  I  think,  would  get  a  little  more,  yes,  sir. 

Mr.  SMITH.  Okay.  Thank  you  very  much. 

Mr.  Porter.  Mr.  Chairman,  I  might  say  to  my  colleague  that  it 
is  not  just  rural  districts  that  are  poor.  I  have  one. 

Mr.  Lancaster.  Sure. 

Mr.  Porter.  Outside  the  gates  of  the  Great  Lakes  Naval  Train- 
ing Center  that  is  the  third  poorest  community  in  Illinois.  They 
have  a  very,  very  small  tax  base  to  work  on.  They  have  the  highest 
tax  rates  in  the  entire  area  north  of  Chicago  and  yet  they  generate 
very  little  in  terms  of  local  revenue  because  of  their  weak  base.  So 
it  impacts  a  lot  of  areas. 

Mr.  Lancaster.  It  does.  Thank  you,  very  much,  Mr.  Chairman. 

Mr.  Smith.  Thank  you. 

Mr.  Bonilla.  Thank  you. 


Wednesday,  May  4,  1994. 

WITNESS 

HON.  ELIOT  L.  ENGEL,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  NEW  YORK 

Mr.  Smith.  Our  colleague  from  New  York,  Mr.  Engel. 

Mr.  ENGEL.  Thank  you  very  much,  Mr.  Chairman,  and  esteemed 
Members  of  the  subcommittee.  I  want  to  thank  you  for  giving  me 
the  opportunity  to  appear  before  you  this  morning  to  speak  about 
an  initiative  which  deserves  your  attention  and  the  Federal  Gov- 
ernment's strong  support,  which  is  the  Community  Arts  Partner- 
ship Act,  which  I  introduced  last  year  in  August.  It  was  introduced 
under  H.R.  2933  in  an  effort  to  meet  the  needs  of  local  educational 
agencies  in  providing  comprehensive  services  to  at-risk  children 
and  youth. 

Specifically,  the  Community  Arts  Partnership  Act  authorizes  the 
Secretary  of  Education  to  award  demonstration  grants  to  Chapter 
I-eligible  local  education  agencies  to  work  in  partnership  with  local 
cultural  organizations  such  as  museums,  zoos,  libraries,  botanical 
gardens  and  institutions  of  higher  learning. 

These  partnerships  would  work  to  improve  the  educational  per- 
formance of  at-risk  children  and  youth  by  providing  comprehensive 
and  coordinated  educational  and  cultural  services.  A  few  of  the  ac- 
tivities which  would  be  eligible  for  funding  include  the  integration 
of  community  cultural  resources  with  regular  classroom  curricu- 
lum, providing  effective  cultural  linkages  from  preschool  programs 
to  elementary  school,  and  for  programs  that  use  the  arts  to  reform 
current  school  practices. 

Basically,  the  legislation  is  designed  to  provide  seed  money  to  le- 
verage resources  from  the  community  cultural  institutions  for  the 
benefit  of  the  local  schools.  Grants  under  this  program  may  be  re- 
newable for  a  maximum  of  five  years  and  the  Secretary  must  en- 


875 

sure  that  there  is  equitable  geographic  distribution  and  equitable 
distribution  to  both  urban  and  rural  areas  which  have  a  high  pro- 
portion of  at-risk  children.  In  addition,  the  Secretary  is  required  to 
disseminate  information  concerning  successful  models  through  the 
national  diffusion  network. 

I  want  to  say  that  over  the  past  few  months  support  for  this  pro- 
gram has  grown  tremendously,  has  been  endorsed  by  over  100  edu- 
cation, arts  and  cultural  organizations.  Subsequently,  I  offered 
H.R.  2933  as  an  amendment  to  H.R.  6,  which  was  the  Improving 
America's  Schools  Act  during  markup  and  consideration  of  the 
House  Subcommittee  on  Elementary,  Secondary  and  Vocational 
Education. 

I  am  happy  to  report  my  amendment  passed  unanimously  by 
voice  vote  and  on  March  24th,  the  House  of  Representatives  passed 
H.R.  6  with  the  Community  Arts  Partnership  Act  completely  intact. 
The  program  is  currently  contained  within  Title  III,  section  3502 
of  H.R.  6.  In  addition,  it  is  my  understanding  that  the  Senate  will 
also  retain  the  provision  with  minor  modifications  within  its  reau- 
thorization language. 

Community  Arts  Partnership  Act  is  an  education  program,  which 
will  provide  valuable  opportunities  to  Chapter  1-eligible  schools  to 
assist  them  in  providing  comprehensive  services  and  programs  to 
children  who  might  otherwise  never  be  exposed  to  the  arts  and 
local  cultural  resources.  Students  will  be  introduced  to  these  re- 
sources both  for  their  intrinsic  values  and  as  educational  tools  to 
achieve  progress  in  other  areas.  The  needs  and  goals  of  the  school 
and  its  students  would  be  determined  at  the  local  level  and  the 
arts  cultural  and  higher  education  communities  would  be  invited  to 
assist  the  local  education  agency  in  developing  and  achieving  these 
goals. 

I  believe  that  this  initiative  is  both  timely  and  fitting  given  the 
work  that  the  Congress  and  the  administration  are  currently  un- 
dertaking. The  Improving  America's  Schools  Act  follows  the  frame- 
work set  forth  in  Goals  2000  and  subsequently  reforms  existing 
education  programs  through  increased  flexibility  and  accountability 
at  the  State  and  local  levels. 

In  addition,  Secretary  Riley  recently  elevated  the  arts  to  be  in- 
cluded in  the  national  education  goals,  believing  that  competency 
in  the  arts  is  equally  important  to  America's  students  as  English, 
math,  science,  foreign  languages,  history  and  geography.  In  fact, 
national  studies  have  shown  that  the  arts  and  humanities  play  an 
invaluable  role  in  educating  our  children. 

The  arts  have  been  shown  to  aid  in  the  development  of  higher 
order  thinking  skills,  an  increase  in  multicultural  understanding, 
an  enhanced  learning  environment,  improvement  of  self-esteem 
and  positive  emotional  responses  to  learning;  also,  engagement  of 
a  variety  of  learning  styles.  Particularly,  we  find  with  learning-dis- 
abled children,  when  they  are  exposed  to  the  arts  can  learn  much 
better  and  much  quicker. 

In  addition,  children  who  receive  instruction  in  the  arts  remain 
in  school  longer  and  are  more  successful  than  children  who  do  not 
receive  such  instruction.  Unfortunately,  recent  budget  constraints 
have  placed  tremendous  burdens  on  local  and  State  agencies  and 
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as  a  result,  school  arts  and  cultural  programs  are  often  the  first  to 

go. 

Many  States,  including  New  York,  now  have  a  mandated  arts 
curriculum.  However,  with  no  resources,  it  is  often  totally  ignored. 
We  cannot  expect  our  children  to  meet  the  arts  standards  set  forth 
in  Goals  2000,  which  we  passed,  without  encouragement  and  help 
from  the  Federal  Government.  If  funded,  our  Community  Arts 
Partnership  Act  will  accomplish  just  that. 

In  closing,  I  feel  very  strongly  that  the  arts  and  humanities  must 
play  a  central  role  in  the  successful  education  of  our  Nation's  chil- 
dren. This  goal  should  be  approached  from  all  education  levels,  es- 
pecially at  the  local  level,  where  the  need  is  greatest  and  where 
community  resources  may  be  successfully  tapped.  Public-private 
partnerships,  which  this  provides,  provide  an  indispensable  and 
cost-effective  method  in  the  education  of  our  children. 

The  Community  Arts  Partnership  Act  will  help  facilitate  these 
goals  while  promoting  progress  in  other  areas  as  well.  Therefore, 
I  urge  the  committee  to  fund  the  Community  Arts  Partnership  Act 
at  its  full  authorization  level  of  $75  million  for  fiscal  year  1995.  I 
thank  you  very  much  for  your  time  and  interest. 

[The  prepared  statement  follows:] 


877 


Testimony  of 

THE  HONORABLE  ELIOT  L.  ENGEL  (NY-17) 

Before  the 

House  Appropriations  Subcommittee  on 

Labor,  Health  and  Human  Services,  Education 

and  Related  Agencies 

In  Support  of  Fiscal  Year  1995  Funding  of 
the  Community  Arts  Partnership  Act 

May  4,  1994 


878 


Mr.  Chairman  and  esteemed  members  of  the  subcommittee,  I  would  like  to  thank  you  for 
giving  me  the  opportunity  to  appear  before  you  this  morning  to  speak  about  an  initiative 
which  deserves  your  attention  and  the  federal  government's  strong  support  -  the  Community 
Arts  Partnership  Act. 

I  introduced  the  Community  Arts  Partnership  Act,  H.R.  2933,  in  August  of  last  year  in  an 
effort  to  meet  the  needs  of  local  educational  agencies  in  providing  comprehensive  services  to 
at-risk  children  and  youth.    Specifically,  the  Community  Arts  Partnership  Act  authorizes  the 
Secretary  of  Education  to  award  demonstration  grants  to  Chapter  1  eligible  local  education 
agencies  to  work  in  partnership  with  local  cultural  organizations  such  as  museums,  zoos, 
libraries,  botanical  gardens,  and  institutions  of  higher  learning.    These  partnerships  would 
work  to  improve  the  educational  performance  of  at-risk  children  and  youth  by  providing 
comprehensive  and  coordinated  educational  and  cultural  services.    A  few  of  the  activities 
which  would  be  eligible  for  funding  include  the  integration  of  community  cultural  resources 
with  regular  classroom  curriculum,  providing  effective  cultural  linkages  from  preschool 
programs  to  elementary  school,  and  for  programs  that  use  the  arts  to  reform  current  school 
practices. 

Basically,  the  legislation  is  designed  to  provide  seed  money  to  leverage  resources  from 
community  cultural  institutions  for  the  benefit  of  the  local  schools.    Grants  under  this 
program  may  be  renewable  for  a  maximum  of  five  years  and  the  Secretary  must  ensure  that 
there  is  equitable  geographic  distribution  and  equitable  distribution  to  both  urban  and  rural 
areas  which  have  a  high  proportion  of  at-risk  children.    In  addition,  the  Secretary  is  required 
to  disseminate  information  concerning  successful  models  through  the  National  Diffusion 
Network. 
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Over  the  past  few  months,  support  for  the  program  has  grown  tremendously  and  has  been 
endorsed  by  over  100  education,  arts,  and  cultural  organizations.    Subsequently,  I  offered 
H.R.  2933  as  an  amendment  to  H.R.  6,  the  Improving  America's  Schools  Act,  during  mark 
up  consideration  by  the  House  Subcommittee  on  Elementary,  Secondary,  and  Vocational 
Education.    I  am  happy  to  report  that  my  amendment  passed  unanimously  by  voice  vote,  and 
on  March  24th,  the  House  of  Representatives  passed  H.R.  6  with  the  Community  Arts 
Partnership  Act  completely  intact.    The  program  is  currently  contained  within  Title  3, 
Section  3502  of  H.R.  6.    In  addition,  it  is  my  understanding  that  the  Senate  will  retain  the 
provision,  with  minor  modifications,  within  its  reauthorization  language. 

The  Community  Arts  Partnership  Act  is  an  education  program  which  will  provide  valuable 
opportunities  to  Chapter  1  eligible  schools  to  assist  them  in  providing  comprehensive 
services  and  programs  to  children  who  might  otherwise  never  be  exposed  to  the  arts  and 
local  cultural  resources.    Students  will  be  introduced  to  these  resources,  both  for  their 
intrinsic  values  and  as  educational  tools  to  achieve  progress  in  other  areas.    The  needs  and 
goals  of  the  school  and  its  students  would  be  determined  at  the  local  level  and  the  arts, 
cultural,  and  higher  education  communities  would  be  invited  to  assist  the  local  education 
agency  in  developing  and  achieving  those  goals. 

I  believe  that  this  initiative  is  both  timely  and  fitting  given  the  work  that  Congress  and  the 
Administration  are  currently  undertaking.    The  Improving  America's  Schools  Act  follows  the 
framework  set  forth  in  Goals  2,000  and  substantially  reforms  existing  education  programs 
through  increased  flexibility  and  accountability  at  the  state  and  local  levels.    In  addition, 
Secretary  Riley  recently  elevated  the  arts  to  be  included  in  the  National  Education  Goals, 
believing  that  competency  in  the  arts  is  equally  important  to  America's  students  as  English, 
mathematics,  science,  foreign  languages,  history,  and  geography. 
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In  fact,  national  studies  have  shown  that  the  arts  and  humanities  play  an  invaluable  role  in 
educating  our  children.    The  arts  have  been  shown  to  aid  in  the  development  of  higher- 
order  thinking  skills;  an  increase  in  multi-cultural  understanding;  an  enhanced  learning 
environment;  improved  self-esteem  and  positive  emotional  responses  to  learning;  and 
engagement  of  a  variety  of  learning  styles.    In  addition,  children  who  receive  instruction  in 
the  arts  remain  in  school  longer  and  are  more  successful  than  children  who  do  not  receive 
such  instruction. 

Unfortunately,  recent  budget  constraints  have  placed  tremendous  burden  on  local  and  state 
agencies,  and  as  a  result,  school  arts  and  cultural  programs  are  often  the  first  to  be  cut  or 
eliminated.    Many  states,  including  New  York,  now  have  a  mandated  arts  curriculum. 
However,  with  no  resources,  it  is  often  totally  ignored.    We  certainly  cannot  expect  our 
children  to  meet  the  arts  standards,  set  forth  in  Goals  2,000  without  encouragement  and  help 
from  the  federal  government.    If  funded,  the  Community  Arts  Partnership  Act  will 
accomplish  just  that. 

In  closing,  I  feel  very  strongly  that  the  arts  and  humanities  must  play  a  central  role  in  the 
successful  education  of  our  nation's  children.    This  goal  should  be  approached  from  all 
education  levels,  especially  at  the  local  level  where  the  need  is  greatest  and  where 
community  resources  may  be  successfully  tapped.    Public-private  partnerships  provide  an 
indispensable  and  cost-effective  method  in  the  education  of  our  children.    The  Community 
Arts  Partnership  Act  will  help  facilitate  these  goals,  while  promoting  progress  in  other  areas 
as  well.    Therefore,  I  urge  the  committee  to  fund  the  Community  Arts  Partnership  Act  at  its 
full  authorization  level  of  $75  million  for  Fiscal  Year  1995. 

Thank  you  for  your  time  and  interest.    I  would  be  more  than  happy  to  answer  any  questions. 
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COMMUNITY  ARTS  PARTNERSHIP  ACT 
SPONSORING  ORGANIZATIONS 


Actors'  Equity  Association 

Albany  State  College 

Alliance  of  NY  State  Arts  Councils 

American  Architectural  Foundation 

American  Arts  Alliance 

American  Association  of  Botanical  Gardens  and 

Arboreta  (AABGA) 
American  Association  of  Museums 
American  Association  of  School  Administrators 

(AASA) 
American  Center  for  Design  (ACD) 
American  Council  for  the  Arts 
American  Design  Council 

American  Federation  of  Television  and  Radio  Artists 
American  Guild  of  Musical  Artists 
American  Guild  of  Variety  Artists 
American  Institute  of  Architects  (AI  A) 
American  Institute  of  Graphic  Arts  (AIGA) 
American  Society  of  Interior  Designers  (ASID) 
American  Society  of  Landscape  Architects  (ASLA) 
American  Symphony  Orchestra  League 
Arizonans  for  Cultural  Development 
Arts  Action  Alliance  &  Concerned  Citizens  for  the 

Arts  in  Michigan 
Arts  Council  of  Greater  Grand  Rapids,  Inc. 
Arts  Council  of  Winston-Salem 
artsgenesis 

Associated  Actors  and  Artistes  of  America  -  AFL-CIO 
Association  of  Art  Museum  Directors 
Association  of  Independent  Colleges  of  Art  and 

Design 
Association  of  Performing  Arts  Presenters 
Association  of  Professional  Design  Firms  (APDF) 
Boothbay  Register 
California  Confederation  of  the  Arts 
Caribbean  Cultural  Center 
Center  for  Arts  in  the  Basic  Curriculum  (CABC) 
City  Arts,  Inc. 

Colorado  Alliance  for  Arts  Education 
Council  for  Basic  Education 
Council  for  Exceptional  Children  (CEO 
Council  of  the  Great  City  Schools  (CGCS) 
Dance/USA 

Denver  Center  for  the  Performing  Arts 
Design  Management  Institute  (DMI) 
El  Museo  del  Barrio 
Florida  Cultural  Action  Alliance 
French  Art  Colony 
Hebrew  Actors'  Union,  Inc. 
Hudson  River  Museum 
Illinois  Arts  Alliance 
Indiana  Advocates  for  the  Arts 
Industrial  Designers  Society  of  America  (IDSA) 


Institute  of  Business  Designers  (IB  D) 

Italian  Actors'  Union 

Jacques  Marchais  Center  of  Tibetan  Art 

Judaica  Museum 

Manchester  Craftmen's  Guild 

Maryland  Citizens  for  the  Arts 

Maryland  Institute,  College  of  Art 

Metropolitan  Museum  of  Art 

Michigan  Museums  Association 

Museums  at  Stony  Brook 

National  Art  Education  Association 

National  Assembly  of  Local  Arts  Agencies 

National  Association  of  Artists'  Organizations 

(NAAO) 
National  Association  of  Federal  Education  Program 

Administrators  (NAFEPA) 
National  Association  of  Secondary  School  Principals 

(NASSP) 
National  Dance  Association 
National  Education  Association  (NEA) 
National  Foundation  for  Advancement  in  the  Arts 
National  Guild  of  Community  Schools  of  the  Arts 
National  PTA 

National  School  Boards  Association  (NSBA) 
Nevada  Alliance  for  the  Arts 
New  Orleans  Museum  of  Art 
New  York  Chamber  of  Commerce  &  Industry/  New 

York  City  Partnership,  Inc. 
New  York  Foundation  for  the  Arts 
New  York  State  Alliance  for  Arts  Education 
New  York  State  Education  Department 
OPERA  America 
Oregon  Advocates  for  the  Arts 
Pacific  Northwest  College  of  Art 
Package  Design  Council  (PDC) 
Parsons  School  of  Design 
Pierpont  Morgan  Library 
Repertorio  Espanol 
Rhode  Island  School  of  Design 
San  Diego  Unified  School  District  (ELS,  Inc.) 
Scholastic  Art  and  Writing  Awards 
School  of  Visual  Arts 
Screen  Actors'  Guild 
Snug  Harbor  Cultural  Center 

Society  for  Environmental  Graphic  Design  (SEGD) 
Society  of  Newspaper  Design  (SND) 
Solomon  R.  Guggenheim  Museum 
South  Carolina  Arts  Alliance 
State  Arts  Advocacy  League  of  America  (SAALA) 
Theatre  Communications  Group 
United  Federation  of  Teachers 
Wisconsin  Arts  Board 
WNET 
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Mr.  Smith.  Well,  thank  you  for  calling  that  to  our  attention.  I 
don't  believe  we  had  that  called  to  our  attention  before,  but  we  will 
take  a  good  look  at  it. 

Mr.  Engel.  Thank  you,  Mr.  Chairman. 


Wednesday,  May  4,  1994. 

WITNESS 

HON.  BOB  WISE,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE  STATE 
OF  WEST  VIRGINIA 

Mr.  Smith.  We  welcome  our  colleague,  Congressman  Bob  Wise 
from  West  Virginia.  You  may  go  ahead. 

Mr.  WISE.  Mr.  Chairman,  I  appreciate  this  opportunity,  particu- 
larly to  be  first  out  of  the  box. 

I  am  here  to  make  a  request  for  an  increase  in  the  funding  level 
for  the  National  Institute  of  Mental  Health  and  particularly  to 
make  my  appeal  based  upon  the  Decade  of  the  Brain,  which  our 
colleague,  Sil  Conte,  was  so  eloquent  in  advancing.  Basically,  the 
President's  budget  recommended  a  research  funding  level  in  men- 
tal health  for  $637.9  million.  The  House  passed  budget  rec- 
ommended a  level  of  $669  million. 

I  will  submit  my  statement  for  the  record,  but  what  this  amounts 
to,  this  difference,  is  that  under  the  President's  budget  we  would 
be  able  to  fund  only — well,  less  than  25  percent  of  those  grants 
that  are  awarded,  and  that  level  would  increase  to  28  percent 
under  what  I  am  requesting  and  the  Budget  Committee  rec- 
ommended. Even  then,  we  will  only  be  funding  483  grants,  an 
award  rate  of  27.9  percent. 

What  is  the  difference  in  mental  health  research  versus  some  of 
the  regular  health  research?  For  every  hundred  dollars  of  cost  of 
heart  disease  and  cancer,  73  cents  and  $1.63  respectively  are  spent 
on  research.  In  mental  health  it  is  30  cents.  So  there  is  a  much 
greater  gap  there. 

Just  also,  I  brought  these,  which  I  guess  I  will  not  be  able  to  put 
in  the  record,  but  to  make  the  point  on  how  much  has  been  done 
in  the  Decade  of  the  Brain  in  mental  health  research,  particularly 
with  PET,  positron  emission  tomography.  Today,  we  are  able  to 
look  at  the  brain  and  see  processes  we  were  never  able  to  work  be- 
fore. 

I  worked  in  a  mental  hospital  working  my  way  through  college 
and  a  little  bit  of  law  school  for  three  years,  and  I  walked  the  halls 
with  people  because  we  thought  that  was  the  only  kind  of  therapy, 
was  talking  and  interacting.  Well,  today,  I  realize  it  was  done  out 
of  kindness,  but,  unfortunately,  it  was  futile  because  all  of  it  could 
have  been  treated  with  simple  medications,  and  the  only  way  we 
found  out  about  that  is  because  of  these  kinds  of  technological  ad- 
vances. 

Here,  for  instance,  you  are  actually  seeing — from  the  PET  tech- 
nology, you  are  seeing  the  actual  brain  processes  at  work.  And  so 
you  can  identify,  for  instance,  anticipatory  fear,  which  is  here.  You 
can  identify  what  is  occurring  in  a  regular  brain  and  what  is  occur- 
ring in  a  brain  that  has  an  abnormality.  You  can  see — identify  a 
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schizophrenic  process  before  it  happens.  So  those  are  the  strides 
that  have  been  made,  and  many  more  can  be  made. 

I  know  I  don't  have  to  tell  you,  Mr.  Chairman,  or  Members  of 
this  committee  who  have  been  so  involved,  about  the  importance  of 
the  Decade  of  the  Brain,  but  I  would  simply  ask  that  this  commit- 
tee consider  the  increase  that  was  recommended  by  the  Budget 
Committee,  a  slight  increase  but  it  will  advance  the  Decade  of  the 
Brain  significantly  and  permits  us  to  get  that  many  more  grants 
out  and  to  be  able  to  further  this  technology. 

And  I  thank  the  committee  for  its  time. 

Mr.  Smith.  Well,  I  thank  you,  and  we  will  put  your  full  state- 
ment in  the  record. 

Mr.  Wise.  Thank  you  very  much,  Mr.  Chairman. 

Mr.  Smith.  Thank  you  very  much. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  Members  of  the  Subcommittee,  I  want  to  thank 
you  for  the  opportunity  to  testify  before  you  today.   I  know  you 
will  be  receiving  a  considerable  amount  of  testimony  so  I  will 
keep  my  remarks  brief  and  to  the  point. 


National  Institute  of  Mental  Health 

I  would  like  to  express  my  support  for  an  increase  in  the 
National  Institute  of  Mental  Health's  (NIMH)  proposed  research 
budget  for  Fiscal  Year  1995.   The  President  has  recommended  a 
research  funding  level  of  $637.9  million.   The  House  Budget  passed 
earlier  this  year  recommended  a  funding  level  of  $669  million. 
This  increase  is  vital  in  order  for  the  NIMH  to  continue  to  carry 
out  its  research  project  grants  and  lead  the  revolution  in  brain 
and  behavioral  science.   It  is  essential  to  increase  funding  for 
treatment  of  severe  mental  illness,  which  accounts  for  $14 
billion,  or  25%  of  all  federal  disability  payments  annually. 


When  Congres 
Health  Administra 
research  institut 
pledged  to  bring 
illness  as  we  bri 
from  the  Office  o 
Mental  Disorders 
mental  disorders, 
every  $100  of  cos 
respectively,  was 


s  reorganized  the  Alcohol,  Drug  Abuse  and  Mental 
tion  (ADAMHA)  including  the  transfer  of  the  NIMH 
e  to  the  National  Institutes  of  Health  (NIH) ,  we 
the  same  degree  of  federal  commitment  to  mental 
ng  to  any  other  major  illness.   However,  a  report 
f  Technology  Assessment  entitled  The  Biology  of 


estimated  that  for  every  $100  of  costs  imposed  by 
$0.30  was  spent  on  research.   In  comparison,  for 

ts  of  heart  disease  and  cancer,  $0.73  and  $1.63, 
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Mental  Health  funding  has  often  been  seen  as  an  attractive 
target  to  cut.   This  is  unfortunate,  because  mental  illnesses  cost 
the  nation  a  staggering  $148  billion  in  1990  for  direct  and 
indirect  costs.   The  severe  disability  directly  caused  by  mental 
disorders  is  clear  if  one  considers  the  amount  of  time  Americans 
spend  in  treatment  for  them.   For  example,  only  heart  disease  is 
associated  with  more  bed  days  per  month  than  depression. 
Depression,  in  fact,  has  been  shown  to  have  a  higher  morbidity 
rate  than  many  other  chronic  medical  condition,  including  heart 
disease,  lung  disease  and  hypertension. 

In  this  Decade  of  the  Brain,  we  have  made  enormous  strides 
and  are  on  the  verge  of  great  breakthroughs  in  our  understanding 
of  the  brain,  the  human  psyche  and  new  treatments  for  mental 
disorders.   In  addition,  more  effective  treatments  are  offering 
cost  savings  in  keeping  productive  people  in  the  work  force.  Also, 
prevention  and  treatment  of  schizophrenia  have  been  very 
successful.   Non-invasive  brain  imaging  has  helped  scientists  and 
medical  doctors  understand,  diagnose  and  treat  disorders 
previously  felt  to  be  mysteries. 

Under  the  President's  budget,  only  424  new  and  competing 
grants  could  be  funded,  yielding  an  award  rate  of  only  24.5 
percent.   If  funded  at  the  level  of  $669  million  recommended  by 
the  House  Budget,  483  grants  could  be  funded,  yielding  an  award 
rate  of  27.9  percent.   At  the  NIMH,  both  the  number  of  grants 
awarded  and  the  ratio  of  approved  grants  to  grant  applications 
review  have  declined  over  the  past  few  years. 

The  funding  level  I  am  requesting  today  will  allow  the 
National  Institute  of  Mental  Health  to  do  the  following: 

*  Advance  the  revolution  in  behavioral  science  research.  Brain 
development  before  and  after  birth  is  a  critical  area  to  search 
for  key  developmental  events  which  influence  interactions  among 
environment,  behavior  and  cognition. 

*  Accelerate  research  in  the  neurosciences.   The  NIMH  would  use 
the  revolutionary  breakthrough  in  magnetic  resonance  imaging  (MRU 
technology  to  create  detailed  functional  maps  of  brain  activity. 
The  Institute  would  continue  to  expand  its  funding  of  the  Human 
Brain  Project  where  it  is  leading  10  other  agencies  and 
institutes,  as  well  as  the  supercomputer  and  information  science 
communities  in  both  universities  and  Federal  laboratories. 

*  Expand  research  in  the  rapidly  evolving  are  of  schizophrenia 
research.   NIMH  would  accelerate  research  on  the  role  of  prenatal 
insults  and  their  interaction  with  genetic  factors  and  expand  our 
understanding  of  the  multiple  forms  of  the  dopamine  receptor. 

*  Encourage  mental  disorder  prevention  research  strategies.  NIMH 
would  promote  research  to  develop  methods  to  reduce  aggressive 
behaviors,  incentives  to  divert  youth  from  the  juvenile  justice 
system  and  community-wide  interventions.   NIMH  would  advance 
efforts  to  understand  the  role  of  prenatal  care  in  reducing  the 
odds  of  developing  mental  and  behavioral  problems  later  in  life. 
Other  prevention  directions  include  a  wider  focus  on  what 
determines  an  individual's  vulnerability  to  any  mental  disorder  or 
what  controls  those  protective  factors  that  can  lead  to 
resilience. 
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*  Increase  investment  in  The  Decade  of  the  Brain,  Human  Brain 
Project  and  Neurosciences  Research  to  develop  strategies  to  help 
researchers  and  clinicians  integrate  the  rapidly  growing  knowledge 
base  about  brain  structure  and  function. 

In  light  of  the  fact  that  one  in  every  five  United  States 
citizens  at  some  point  in  their  lives  will  experience  such 
debilitating  conditions  as  depression,  manic  depressive  illness, 
schizophrenia,  Alzheimer's  disease,  or  anxiety  disorders,  I  urge 
you  to  adopt  the  House  budget  funding  level  of  $669  million  for 
the  National  Institute  of  Mental  Health. 

Mr.  Chairman,  I  appreciate  your  consideration  of  this  crucial 
matters . 
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Wednesday,  May  4,  1994. 

WITNESS 

HON.  JOLENE  UNSOELD,  A  REPRESENTATIVE   IN   CONGRESS  FROM 
THE  STATE  OF  WASHINGTON 

Mr.  Smith.  We  are  taking  you  out  of  order  here,  but  we  are  glad 
to  do  it.  Our  colleague,  Jolene  Unsoeld  from  Washington.  Go  ahead. 

Mrs.  Unsoeld.  Thank  you,  very  much,  Mr.  Chairman. 

I  ask  to  have  my  statement  included  in  the  record,  and  I  will  try 
to  just  hit  the  highlights. 

I  am  really  pleased  that  the  President,  in  his  request  on  the  re- 
authorization of  Head  Start,  recognized  the  importance  of  the  early 
years,  and  there  is  a  special  emphasis  on  the  zero  to  three,  which, 
in  my  view,  is  where  many  of  the  problems  of  our  Nation  right  now 
begin,  where  values  are  not  instilled,  where  conscience  is  not  devel- 
oped, where  compassion  is  not  learned.  And  the  very  foundation  of 
antisocial  behavior  is  in  those  very  early  years.  I  think  it  is  really 
important  to  make  that  investment. 

Improving  America's  Schools  Act.  The  President  requested  and 
the  committee  supports  a  10  percent  increase  in  Title  I  funds.  One 
of  the  emphases  is  to  help  keep  pregnant  teens  in  school  so  we  can 
try  to  break  that  cycle  of  unwanted  kids  having  unwanted  kids.  I 
think  that  is  an  important  emphasis,  to  have  an  anti-dropout  pro- 
gram. 

And  a  National  Service.  Very,  very  much  support  the  program. 
Women's  health.  There  are  a  number  of  initiatives  that  are  in- 
cluded in  the  package  that  the  Caucus  for  Women's  Issues  is  sup- 
porting. On  women's  economic  equity,  postsecondary  education, 
those  are  all  programs  that  I  think  will  help  restore  some  of  what 
this  country  needs. 

And  I  know  what  a  real  problem  you  have  in  trying  to  balance 
all  of  these  important  issues  this  year  with  less  and  less  money. 
I  know  you  will  do  the  best  job  you  can,  but  I  think  particularly 
these  early  years  are  where  values  are  started,  and  that  is  where 
we  have  to  put  this  country  back  on  track. 

Thank  you,  Mr.  Chairman. 

Mr.  SMITH.  Thank  you  very  much. 

[The  prepared  statement  follows:] 


888 


Statement  of  the  Honorable  Jolene  Unsoeld  before  the 

Subcommittee  on  Labor,  HHS,  and  Education  Appropriations 

House  Committee  on  Appropriations 

May  4,  1994 

Thank  you,  Mr.  Chairman,  for  the  opportunity  to  testify  on  several  important  programs  that 
affect  our  nation's  children  and  families. 

Head  Start 

I'm  pleased  President  Clinton  is  supporting  this  invaluable  comprehensive  early  childhood 
program  for  low-income  families  with  young  children.  He  asked  for  a  $700  million  increase  in 
funding,  and  I  strongly  urge  the  Committee  to  support  this  increase. 

I  am  quite  enthusiastic  about  the  new  emphasis  in  our  reauthorization  of  the  Head  Start 
program  for  serving  families  with  infants  and  toddlers.  Last  month  I  held  forums  in  my  district  on 
early  childhood  education  and  violence  prevention.  The  overwhelming  testimony  expressed  by 
expert  panelists  and  attendees  alike  was  that  anti-social  behavior  begins  from  failed  human  relations 
at  a  very  early  age  —  when  conscience  and  compassion  have  not  been  taught.  We  must  help 
families  with  young  children  and  more  must  be  done  to  help  children  and  families  avoid  the 
problems  that  lead  our  youth  to  gangs,  drugs,  and  senseless  violence.  If  we  assist  struggling 
families  with  young  children,  we  help  all  families  and  all  children.  Parents  will  be  given  the 
opportunity  to  interact  with  other  parents  and  to  learn  more  about  basic  child  development,  positive 
discipline  techniques,  and  parent-child  communication  skills.  The  foundation  of  anti-social 
behavior  is  laid  in  those  very  early  years  of  childhood  so  it  is  not  only  wise  to  invest  in  children 
and  families,  it  is  incumbent  on  elected  officials  to  do  so.  Thus,  I'm  very  pleased  that  these 
provisions  were  incorporated  into  the  final  version  of  the  reauthorization  as  passed  by  the  House 
last  week. 

Improving  America's  Schools  Act 

The  Committee  on  Education  and  Labor  also  reauthorized  the  Elementary  and  Secondary 
Education  Act  earlier  this  year  but  because  of  time  limitations  I  will  focus  on  urging  the  committee 
to  support  the  Administration's  request  for  a  10%  increase  in  funding  for  Title  I.  We  worked  long 
and  hard  at  better  targeting  money  to  needy  districts  while  at  the  same  time  not  hurting  districts 
currently  receiving  funds  under  this  program. 

I'd  like  to  specifically  mention  the  programs  under  Title  I,  Pan  D  that  focus  on  the 
provision  of  prevention  and  intervention  services  for  youth  at  risk  of  dropping  out  of  school.  I 
urge  the  Committee  to  fund  this  program  because  of  its  emphasis  on  dropout  prevention  programs 
for  pregnant  and  parenting  teens.  Pregnancy  is  the  most  common  reason  that  teenage  girls  drop 
out  of  school  and  once  they  drop  out,  nearly  half  of  these  teen  mothers  never  complete  high 
school.  Studies  show,  however,  that  teen  mothers  who  complete  high  school  are  less  likely  to  rely 
on  welfare  to  support  their  families,  and  have  a  much  better  chance  of  success.  It  is  imperative  that 
pregnant  and  parenting  teens  be  made  a  priority  for  any  and  all  dropout  prevention  programs 
funded  under  Part  D,  and  I  strongly  urge  the  Committee  to  fund  it. 

Finally,  I  would  like  to  highlight  the  evaluation  and  demonstration  projects  under  Part  E  of 
Title  I.    It  is  absolutely  essential  to  assist  children  moving  from  Head  Start,  Even  Start,  or  a  state 
preschool  program  with  the  transition  to  school.  Included  in  Part  E  is  language  that  I  introduced  to 
help  improve  the  transition  of  at-risk  preschool  children  from  programs  such  as  Head  Stan  to  the 
elementary  school  setting.  The  "fade-out  effect"  seen  in  former  Head  Stan  program  participants 
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can  be  lessened  with  continued  support  to  these  families  during  the  elementary  school  years.  I 
hope  the  Committee  will  agree  that  it  is  urgent  to  support  this  program  as  a  critical  component  of 
Title  I  services. 

National  Service 

I  ask  that  you  provide  $239  million  for  the  Domestic  Volunteer  Service  Program  of  the 
Corporation  for  National  and  Community  Service.  This  vital  initiative  provides  an  opportunity  -- 
and  a  challenge  --  for  Americans  to  help  address  our  nation's  daunting  educational,  environmental, 
health  and  public  safety  problems.  Struggling  communities  will  benefit  from  the  programs,  but  the 
participants  themselves  may  gain  even  more.  I  am  not  just  talking  about  skills  and  connections  or 
funding  for  higher  education  gained  by  participants  ,  although  these  are  important.  I  am  talking 
also  about  a  sense  of  belonging,  a  well-deserved  pride  in  working  in  and  for  their  communities  and 
building  a  better  America. 

Women's  Health 

The  Breast  and  Cervical  Cancer  Mortality  Prevention  Act  funds  grants  to  18  states, 
including  Washington,  to  provide  mammograms  and  pap  smears  to  low-income  women.  By 
facilitating  the  early  detection  of  these  diseases,  the  program  saves  lives  as  well  as  dollars.  I  realize 
that  our  budget  situation  may  make  it  impossible  to  appropriate  the  $200  million  necessary  to 
expand  the  program  to  all  50  states.  However,  I  hope  you  will  be  able  to  increase  funding  from 
the  current  level  of  $78  million  to  at  least  $100  million. 

I  would  urge  you  to  support  the  President's  request  for  funding  for  breast  cancer  research. 
I  also  ask  that  you  increase  our  research  investment  in  vital  women's  health  areas  that  have  not 
received  as  much  attention  as  breast  cancer  such  as  ovarian  cancer,  osteoporosis,  DES  and 
endometriosis. 

Women's  Economic  Equity 

I  would  appreciate  any  support  you  can  provide  for  the  Displaced  Homemaker  Self- 
Sufficiency  Act,  a  grant  program  which  funds  employment  and  training  services  for  displaced 
homemakers.  Women  who  have  lost  their  primary  income  source  because  of  the  death,  disability 
or  long-term  unemployment  of  a  spouse  often  have  trouble  re-entering  the  work  place.  This 
proven  program  helps  them  learn  marketable  skills  to  support  themselves  and  their  families.  Our 
investment  in  this  initiative  will  benefit  all  of  us  by  lightening  the  taxpayers'  long  term  welfare 
burden  and  strengthening  the  foundation  for  a  productive  and  competitive  country. 

I  also  hope  you  will  support  the  Non-Traditional  Employment  for  Women  (NEW)  Act  and 
the  Women  in  Apprenticeship  and  Non-Traditional  Occupations  Act  to  assist  women  entering 
traditionally  male  fields.  These  programs  are  vital  means  of  assuring  not  only  that  women  are 
provided  the  same  career  opportunities  as  men  but  that  they  are  provided  at  safe  and  non- 
discriminatory work  sites. 

Finally,  I  ask  that  you  support  the  President's  proposed  funding  increase  for  the  Women's 
Bureau  at  the  Department  of  Labor.  This  support  will  allow  the  Bureau  to  fulfill  its  responsibility 
to  promote  equal  opportunity  for  working  women. 

Postsecondarv  Education 

I'm  pleased  that  the  Administration  has  requested  an  overall  increase  in  funding  for'federal 
student  financial  aid  programs,  and  I  hope  your  committee  will  honor  this  request.  I'm  especially 
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happy  to  see  that  there  will  be  a  slight  increase  in  the  Pell  Grant  maximum  amount.  Overall,  more 
students  will  now  be  eligible  to  receive  student  financial  aid.  And  that's  a  wise  investment 

However,  I  am  concerned  that  the  administration  requested  no  funding  for  the  State  Student 
Incentive  Grants  (SSIG)  program.  If  this  program  receives  no  funding,  over  2650  students  in  my 
home  state  of  Washington  will  be  denied  grants  or  community  service  work  opportunities.  I  hope 
that  the  Committee  will  fund  the  SSIG  program  at  its  current  level  of  $72  million. 
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Mr.  Smith.  Why  don't  we  go  vote  and  come  back?  We  have  a  vote 
on. 

[Recess.] 


Wednesday,  May  4,  1994. 

WITNESS 

HON.  BART  STUPAK,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  MICHIGAN 

Mr.  Smith.  Mr.  Stupak,  we  are  taking  you  out  of  turn,  but  you 
are  here  so  we  will  not  keep  you  waiting. 

Mr.  Stupak.  Thank  you,  sir. 

Mr.  Smith.  You  bet. 

Mr.  Stupak.  I  would  ask  my  formal  testimony  be  submitted  for 
the  record. 

Mr.  Smith.  We  will  do  that. 

Mr.  Stupak.  If  I  may,  Mr.  Chairman,  back  in  1992,  the  Higher 
Education  Reauthorization  Act  created  a  scholarship  for  young 
Olympic  athletes.  The  provision  authorized  $5  million  over  five 
years.  It  is  my  understanding  to  date  no  money  has  been  spent  on 
that  program.  I  am  here  today  asking  you  to  appropriate  $2  million 
in  fiscal  year  1995  for  these  scholarships.  The  money  has  been  au- 
thorized, as  I  said,  has  not  been  spent.  We  would  like  to  see  $2  mil- 
lion in  1995  for  these  scholarships. 

One  of  these  Olympic  education  training  centers  is  Northern 
Michigan  University,  up  in  my  district.  We  have  everything  from 
luge,  cross-country  skiing,  boxing,  the  whole  bit.  But  as  I  have  been 
to  the  Olympic  center  and  met  with  these  athletes,  they  come  from 
varied  backgrounds,  varied  financial  implications  on  their  edu- 
cation. Not  only  are  they  training  for  the  Olympics  but  they  are 
also  getting  an  education  at  the  same  time.  But  they  need  some  as- 
sistance. 

As  we  look  forward  to  1996  with  the  Olympics  being  here  in  the 
United  States,  at  least  the  Summer  Olympics,  we  will  learn  all 
about  famous  champions,  but  we  should  not  forget  those  who  never 
achieve  a  gold  medal  but  are  vitally  important  to  our  Olympic  ef- 
forts. At  the  same  time,  while  they  are  trying  to  train,  we  should 
give  them  a  good  education  because  it  is  so  vitally  important  in  to- 
day's world.  Each  Member  of  this  subcommittee  has  received  a  let- 
ter from  an  Olympic  athlete  supporting  this  appropriation,  and  I 
know,  Mr.  Chairman,  you  received  a  letter  from  Carl  King,  who 
was  a  1956  basketball  gold  medalist  living  in  Des  Moines,  Iowa. 

Currently,  176  athletes  have  trained  up  at  the  Olympic  Edu- 
cation Center  up  in  northern  Michigan.  So,  Mr.  Chairman,  even 
though  the  money  has  not  been  moved  in  the  past,  I  would  cer- 
tainly hope  the  $2  million  is  made  available  not  only  for  Northern 
Michigan  University,  but  from  that  $2  million,  Colorado  Springs 
can  use  it,  San  Diego  can  use  it,  Lake  Placid. 

We  have  four  Olympic  Education  Centers.  They  need  some 
money  to  keep  in  existence.  These  young  people  need  money  to  con- 
tinue their  education  and  training,  which  is  vitally  important  to  all 
of  us,  as  we  are  proud  of  them,  and  we  should  show  some  support 
for  them. 
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Thank  you,  Mr.  Chairman. 

[The  prepared  statement  follows:] 
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TESTIMONY  OF  BART  STUPAK 

LABOR/HHS/EDUCATION  SUBCOMMITTEE 

MAY  4,  1994 

MR.  CHAIRMAN,  I'M  HERE  TODAY  TO  SOLICIT  YOUR  SUPPORT  FOR 
FUNDING    FOR   OLYMPIC    ATHLETE   SCHOLARSHIPS. 

IN  1992,  THE  HIGHER  EDUCATION  REAUTHORIZATION  ACT 
CREATED  A  SCHOLARSHD?  FOR  OLYMPIC  ATHLETES.  THIS  PROVISION 
AUTHORIZES  $5  MDLLION  IN  SCHOLARHD7S  TO  ATHLETES  TRAINING  AND 
STUDYING  AT  ONE  OF  FOUR  OLYMPIC  TRAINING  CENTERS,  ONE  OF 
WHICH  IS  LOCATED  AT  NORTHERN  MICHIGAN  UNIVERSITY  IN  MY 
DISTRICT. 

I  AM  HERE  TODAY  TO  ASK  YOU  TO  APPROPRIATE  $2  MDLLION  IN 
FISCAL   YEAR   1995   FOR  THESE   SCHOLARSHIPS. 

WITH  VERY  DEMANDING  OLYMPIC  TRAINING  SCHEDULES,  MANY 
OF  THESE  YOUNG  PEOPLE  FIND  IT  VERY  DDJFICULT  TO  MEET  THEIR 
DAILY  SCHEDULES  AND  PURSUE  A  POST-SECONDARY  EDUCATION  AT  THE 
SAME  TIME,  ESPECIALLY  D7  THEY  LACK  THE  FINANCIAL  RESOURCES  TO 
SUPPORT  THEMSELVES  WHDLE  THEY  TRAIN.  THESE  CENTERS  PROVTOE 
TRAINING,     AND     THE     MICHIGAN     SITE     SERVES     AS     AN     EDUCATION 
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CENTER,   TOO.     THESE  FACILITIES  ARE  A  GREAT  ASSISTANCE  TO  SOME 
OF   OUR   COUNTRY'S   MOST   GIFTED   YOUNG   PEOPLE. 

THE  WINTER  OLYMPICS  THIS  YEAR  REMINDED  US  OF  THE 
BRDLLIANCE  OF  THESE  MEN  AND  WOMEN.  THESE  ATHLETES  ARE  A 
TRUE  INSPECTION.  IN  1996,  WE  WILL  BE  FORTUNATE  TO  HAVE  THE 
SUMMER  OLYMPICS  IN  OUR  COUNTRY.  WHILE  MOST  OF  US  ONLY 
KNOW  ABOUT  THE  MOST  FAMOUS  CHAMPIONS,  WE  SHOULD  NOT 
FORGET  ALL  THE  REST  OF  THE  YOUNG  PEOPLE  WHO  HAVE  MADE 
SERIOUS  COMMITMENTS  AND  FINANCIAL  SACRIFICES  TO  PURSUE 
EXCELLENCE. 

THESE  YOUNG  PEOPLE  COME  FROM  VARIED  ECONOMIC 
BACKGROUNDS.  FOR  THESE  YOUNG  PEOPLE,  A  GOOD  EDUCATION  IS 
VITALLY   IMPORTANT. 

EACH  MEMBER  OF  THIS  SUBCOMMITTEE  HAS  RECEIVED  A  LETTER 
FROM  AN  OLYMPIC  ATHLETE  SUPPORTING  THIS  APPROPRIATION.  MR. 
SMITH,  I  KNOW  YOU  GOT  A  LETTER  FROM  CARL  CAIN,  A  1956 
BASKETBALL   GOLD   MEDALIST,    WHO   LIVES    IN   DES   MOINES,    IOWA. 

THERE  ARE  MORE  THAN  170  ATHLETES  WHO  HAVE  TRAINED,  OR 
ARE      CURRENTLY      TRAINING,      FOR      THE      OLYMPICS      IN      NORTHERN 
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MICHIGAN.  THERE  IS  AN  EQUIVALENT  NUMBER  TRAINING  IN  SAN 
DIEGO,  COLORADO  SPRINGS,  AND  LAKE  PLACID,  NEW  YORK.  THESE 
YOUNG  PEOPLE  COME  FROM  EVERY  STATE  IN  THE  UNION.  THEY  ARE 
TRAINING  IN  EVERYTHING  FROM  SPEEDSKATING  AND  BOXING,  TO 
CROSS   COUNTRY  SKIING   AND   CYCLING. 

I  URGE  YOU  TO  SHOW  YOUR  SUPPORT  FOR  OUR  OLYMPIC 
ATHLETES  AND  YOUR  CONCERN  FOR  THEffi  EDUCATION  BY 
APPROPRIATING   $2   MILLION   FOR   THESE   SCHOLARSHD7S. 

THANK   YOU. 


77-364    0—94 29 
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Mr.  Smith.  Now,  they  are  training  for  the  Olympics,  is  that  it? 

Mr.  Stupak.  Yes,  sir.  And  then,  at  the  same  time,  we  give  them 
a  scholarship  to  be  it  Northern  Michigan  University  or  Lake  Placid 
New  York.  So  they  get  an  education. 

Mr.  SMITH.  I  think  Carl  King  told  me  he  was  not  training  in 
Michigan.  Where  was  he  training? 

Mr.  Stupak.  Carl  King  was  back  in  1956,  sir,  but  he  wrote  you 
a  letter  supporting  the  basketball  gold  medal. 

Mr.  Smith.  I  met  one  person  from  Des  Moines  that  is  in  sledding. 
I  have  forgotten  where  he  is  training  now,  but  I  understand  what 
you  are  saying. 

Mr.  Stupak.  It  would  be  north  Michigan  or  Lake  Placid  because 
we  still  have  snow  up  there. 

Mr.  SMITH.  Okay,  thank  you. 

Mr.  Stupak.  Thank  you. 


Wednesday,  May  4,  1994. 

WITNESS 

HON.  BILL  GOODLING,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  PENNSYLVANIA 

Mr.  Smith.  Mr.  Goodling,  I  thought  maybe  you  got  off  on  the 
wrong  floor. 

Mr.  Goodling.  I  forgot  my  schedule.  Thank  you,  Mr.  Chairman. 

First  of  all,  Mr.  Chairman,  let  me  say  on  this  day  of  a  memorial 
service  in  honor  of  Mr.  Natcher,  I  must  pay  my  respects  to  our  col- 
league and  our  friend  who  I  testified  before  on  many  occasions. 

My  Education  and  Labor  Committee  this  year  is  rewriting  the  el- 
ementary and  secondary  statute,  and  I  must  make  several  com- 
ments in  that  regard.  First  of  all,  I  would  suggest  that  we  hold 
large  increases  in  Title  I  until  we  see  if  the  program  changes  that 
we  are  making  will  actually  change  the  quality  of  all  the  Chapter 
1  programs. 

Secondly,  I  would  say  maintain  current  funding  for  Chapter  2. 
Unfortunately,  there  are  those  who  would  cut  out  Chapter  2,  with 
all  the  testimony  that  we  heard  all  over  the  country  in  everybody's 
district.  They  said  it  is  the  one  pot  of  money  where  they  can  make 
reforms  that  are  necessary  if  we  are  going  to  try  to  meet  the  six 
goals. 

I  would  ask  that  you  support  the  administration's  request  for 
funding  of  Even  Start  at  $118  million.  We  finally  found  a  program 
that  appears  to  be  working  and  not  just  because  I  am  the  author, 
but  because  these  studies  that  are  coming  into  us  have  indicated 
that  we  finally  have  a  family  literacy  program,  and  it  appears  that 
we  can  break  the  cycle  by  making  the  parent  the  first  and  most  im- 
portant teacher,  and  that  is  what  we  try  to  do  in  Even  Start. 

I  would  again,  as  I  do  every  year,  encourage  you  to  do  whatever 
you  can  to  help  local  districts  out  by  getting  the  funding  of  Special 
Ed  beyond  the  7  or  8  percent.  We  promised  them  when  we  passed 
the  legislation  many  years  ago  that  we  would  fund  40  percent.  It 
is  the  most  expensive  education  that  a  local  school  district  has  to 
fund.  States  are  pulling  back  their  funding.  We  are  not  adding  to 
our  funding.  And  it  makes  it  very,  very  difficult  for  them  then  to 
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fund  the  rest  of  the  education  of  all  the  other  students  that  they 
have  in  the  school  district. 

So  if  we  really  want  to  help  a  local  school  district,  we  should 
work  toward  that  40  percent  that  we  promised  them  many  years 
ago. 

I  would  work  to  eliminate  the  Pell  Grant  shortfall,  and  I  would 
support  increased  funding  for  the  College  Work-Study  program. 

LIHEAP  is  very  important,  I  am  sure,  to  your  area,  and  very  im- 
portant to  the  northeast,  and  I  would  hope  that  we  can  find  some 
way  to  maintain  funding. 

Again,  I  am  always  a  voice  in  the  wilderness,  but  I  would  also 
recommend  that  you  maintain  Head  Start  funding  at  the  current 
level.  Here,  again,  we  have  never  recompeted  a  Head  Start  pro- 
gram, no  matter  how  bad  they  may  be.  We  have  just  passed  legisla- 
tion in  the  House,  in  the  committee  and  on  the  Floor,  that  will 
really  strive  toward  making  all  Head  Start  programs  quality  pro- 
grams. As  soon  as  we  see  that  working,  then  that  is  when  I  would 
put  the  additional  money  in  rather  than  into  programs  that  at  the 
present  time  must  increase  their  quality  rather  dramatically. 

In  job  training  area  we  must  respond  to  the  GAO  study  of  our 
Nation's  complex  web  of  154  separate  training  programs.  So  any- 
thing you  can  do  on  the  appropriations  side  to  force  us  to  consoli- 
date work-study  programs  and  job  training  programs,  it  would  cer- 
tainly be  a  benefit  to  everyone  in  this  country.  The  left  hand  has 
no  idea  what  the  right  hand  is  doing.  Now  not  all  154  are  funded, 
of  course,  but  many,  many  are  funded.  Many  are  duplications. 

We  are  working  with  the  Secretary  of  Labor  at  the  present  time 
trying  to  bring  forth  a  consolidation  bill.  I  would  like  to  go  beyond 
what  he  is  doing.  He  is  doing  primarily  within  the  Labor  Depart- 
ment, and  I  think  we  have  to  force  Labor,  Education,  all  of  those 
training  programs  into  a  program  where  they  are  not  duplicating 
each  other's  services  and  fighting  for  their  turf. 

I  would  recommend  that  funding  for  many  of  those  programs  be 
maintained  at  the  current  level.  A  few  exceptions:  We  have  a  newly 
enacted  School-to-Work  program.  We  just  had  the  signing  down  at 
the  White  House  an  hour  ago  or  a  half  hour  ago,  and  here  we  are 
trying  to  deal  with  the  75  percent  of  the  students  that  never  re- 
ceive a  four-year  college  education.  We  have  neglected  them  over 
the  years,  and  we  cannot  afford  to  neglect  them  now  because  they 
all  have  to  have  skills  on  a  high  level  if  we  are  going  to  survive 
and  if  they  are  going  to  survive,  also. 

So,  again,  I  thank  you  for  the  opportunity.  I  would  ask  that  my 
statement  be  included  in  the  record.  And  I  have  just  tried  to  hit 
the  highlights  of  that  statement  and  be  happy  to  respond  to  any 
questions. 

Mr.  Smith.  We  will  include  it. 

[The  prepared  statement  follows:] 
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STATEMENT  OF  THE  HONORABLE  BILL  GOODLING 
RANKING  REPUBLICAN  MEMBER  OF  THE  EDUCATION  AND  LABOR 

COMMITTEE 

BEFORE  THE  SUBCOMMITTEE  ON  LABOR,  HHS,  EDUCATION 

AND  RELATED  AGENCIES 

May  4,  1994 


Mr.  Chairman,  as  the  Ranking  Republican  of  the  Education  and  Labor  Committee,  I 
appreciate  this  opportunity  to  share  my  views  on  the  funding  aspects  of  the  programs  within  the 
jurisdiction  of  the  Education  and  Labor  Committee.  My  comments  will  provide  highlights  of 
my  legislative  priorities  for  the  fiscal  year  1995  (FY95)  appropriations  cycle. 


Elementary  and  Secondary  Education  — 

Mr.  Chairman,  as  you  know,  the  House  has  completed  consideration  of  the  Elementary 
and  Secondary  Education  Act  (ESEA)  reauthorization  legislation  (H.R.  6).  One  of  the 
underlying  themes  of  that  bill  is  to  ensure  that  disadvantaged  students  receive  a  quality  education 
and  are  held  to  the  same  high  standards  that  we  expect  of  all  students.  Too  often,  we  have  only 
looked  to  see  whether  the  funds  went  to  where  they  were  supposed  to  go,  without  looking  to  see 
whether  those  funds  were  buying  quality  programs.  We  have  spent  a  total  of  $38  billion  on 
Tide  I  since  1965  and  we  are  still  looking  for  quality  programs.  While  we  increased  the 
authorization  for  Title  I  of  the  Elementary  and  Secondary  Education  Act  by  $1.2  billion,  I 
remain  concerned  that  before  we  appropriate  such  an  increase,  the  Title  I  program  demonstrates 
that  academic  achievement  is  increasing  for  these  disadvantaged  students.  In  your  deliberations, 
I  request  that  you  look  for  these  real  results  before  providing  massive  funding  increases  for  Tide 
I  of  ESEA. 

The  Administration  has  requested  far  too  much  ~  over  $1  billion  --  for  Goals  2000  and 
the  ESEA  Professional  Development  program.  Chapter  2  dollars  can  achieve  both  of  these 
purposes  and  I  would  urge  you  not  to  rob  this  program  in  order  to  meet  the  Administration's 
request  for  Goals  2000  and  Professional  Development. 

Some  have  criticized  Chapter  2  as  not  being  focused  on  a  specific  educational  need.  In 
my  view,  Mr.  Chairman,  that  is  one  of  the  beauties  of  this  program:  it  allows  schools  to 
determine  their  own  most  pressing  needs  and  it  gives  them  the  flexibility  to  adapt  their  priorities 
from  year  to  year.  This  program  trusts  schools  to  know  what  is  best  for  their  students  and  allows 
them  to  develop  creative,  innovative  programs  to  meet  their  needs. 

Nevertheless,  in  response  to  some  of  our  critics,  we  did  agree  to  target  Chapter  2  on 
efforts  related  to  overall  education  reform.  Although  there  are  those  who  will  tell  you  that 
GOALS  2000  is  now  the  vehicle  we  should  use  for  reform  efforts,  the  truth  is  that  it  will  be 
many,  many  years,  until  all  schools  benefit  from  this  program.  In  the  meantime,  they  will  lose 
their  Chapter  2  dollars. 
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The  recent  study  of  Chapter  2  by  SRI  concludes  that  "the  unique  features  of  Chapter  2  - 
its  flexibility,  its  'hands-off  provision,  and  its  reputation  for  innovation  -  make  it  well- 
suited  to  take  its  place  among  the  set  of  federal  strategies  leading  the  nation  toward  educational 
reform."   I  strongly  encourage  you  to  maintain  the  current  funding  level  for  Chapter  2. 

Another  program  which  is  near  and  dear  to  my  heart  is  Even  Start,  a  family  literacy 
program  which  addresses  the  problem  of  intergenerational  illiteracy. 

Today  there  is  a  strong  emphasis  on  focusing  our  federal  dollars  on  programs  which  are 
both  successful  and  cost-effective.  Even  Start  is  one  example  of  such  a  program.  The  recent 
evaluation  of  the  Even  Start  program  has  demonstrated  that  this  program  is  successful  in 
assisting  parents  to  truly  become  their  child's  first  and  lifelong  teacher.  It  is  also  reported  to 
be  effective  in  assisting  recipients  in  leaving  welfare  and  obtaining  employment.  Even  Start  is 
also  cost-effective.  The  cost  of  serving  a  family  under  Even  Start  is  $3,634,  while  the  cost  of 
providing  services  to  children  only  under  Head  Start  is  $3,225  per  participant. 

As  our  nation  strives  to  meet  the  National  Education  Goals,  it  is  even  more  critical  that 
we  empower  parents  to  be  their  child's  first  teacher  and  to  provide  them  with  the  parenting  and 
educational  skills  necessary  to  accomplish  the  first  goal  of  insuring  that  each  child  comes  to 
school  ready  to  learn.  The  Even  Start  Program  addresses  this  goal  better  than  any  existing 
federal  education  program  because  it  provides  parents  with  parent  training  and  education  and 
provides  early  childhood  support  to  the  children  of  participants  as  well. 

I  support  the  Administration's  request  to  fund  this  program  at  $118  million  for  1995. 

I  am  concerned  about  creating  any  new  federal  mandates  on  States  without  providing 
federal  dollars  to  fund  them.  We  created  an  unfunded  federal  mandate  in  special  education  and 
we  do  not  want  to  travel  down  that  road  again  with  regard  to  mandating  opportunity  to  learn 
standards  on  States  in  the  name  of  educational  reform.  I  believe  we  should  fund  current  federal 
mandates  on  States  before  implementing  new  ones. 

As  many  of  you  know,  I  have  come  before  this  Subcommittee  for  the  past  four  budget 
cycles  requesting  that  the  federal  government  live  up  to  its  mandate  with  regard  to  funding 
special  education.  One  of  my  goals  is  to  close  the  gap  between  a  statutory  promise  made  in  FY 
1981  that  the  federal  government  would  assume  40  percent  of  the  average  per  pupil  expenditure 
(APPE)  incurred  in  educating  a  disabled  child,  and  the  federal  government's  current  actual 
contribution  which  is  approximately  7  percent.  To  this  end,  I,  along  with  my  minority 
colleagues  on  the  Education  and  Labor  Committee,  proposed  to  increase  the  funding  of  the 
Individuals  with  Disabilities  Education  Act  (IDEA)  State  Grant  program  by  $1  billion  over  the 
FY  1990  level.  We  have  not  yet  been  able  to  meet  that  goal,  but  I  would  ask  the  Subcommittee 
to  increase  the  IDEA  State  grant  program  so  this  gap  can  begin  to  close. 

I  would  also  ask  the  Subcommittee  to  increase  the  set-aside  provided  for  the 
Transportation  Demonstration  Grants  under  the  Rehabilitation  Services  and  Disability  Research 

-    2    - 
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account  from  the  $2  million  made  available  during  FY  1993.  In  FY  1994,  no  funds  were 
appropriated  for  this  demonstration  program  which  provides  new  and  innovative  transportation 
for  individuals  with  disabilities  who  have  jobs,  are  seeking  jobs,  or  are  receiving  vocational 
rehabilitation  services  to  prepare  for  employment.  Without  transportation  services,  we  cannot 
expect  individuals  with  disabilities  to  become  productive,  tax-paying  citizens  and  continue  to  be 
employed. 

Postsecondary  Education  — 

I  continue  to  support  the  elimination  of  the  Pell  Grant  shortfall  and  increased  funding  for 
the  Pell  Grant  program  as  I  have  done  under  prior  Administrations.  Increases  to  Pell  Grant 
funds  serve  those  students  most  in  need  and  ensure  access  to  postsecondary  education  for  all 
students.   This  would  certainly  be  a  far  better  way  to  expand  a  national  service  program. 

Another  program  which  I  have  strongly  favored  over  the  years  is  the  College  Work-Study 
Program  and  I  support  increased  funding  there  as  well. 

Finally,  I  must  admit  that  I  am  distressed  over  the  President's  proposed  elimination  of 
funding  for  the  HEA  Title  n  library  programs  as  well  as  his  severe  reductions  in  the  Library 
Services  and  Construction  Act  (LSCA).  Our  small  federal  investment  in  library  resources  is  a 
critical  catalyst  for  the  additional  public  and  private  funding  needed  to  ensure  that  we  stand 
ready  to  enter  the  "information  age"  —  and  in  my  view,  this  is  an  investment  that  should  neither 
be  diminished  nor  eliminated. 

Human  Resources  — 

In  the  Human  Resources  area,  I  would  like  to  make  two  recommendations.  First,  I 
recommend  that  the  funding  for  the  Low-Income  Home  Energy  Assistance  Program  (LIHEAP), 
that  has  already  been  appropriated  for  FY95,  be  maintained.  This  program  that  directly  targets 
low-income  families,  including  many  elderly  individuals,  is  vital  to  many  regions  of  this  country, 
and  because  of  the  severe  weather  this  winter  it  has  become  even  more  important.  In  fact,  the 
Administration  requested  in  the  Earthquake  Supplemental  bill  that  LIHEAP  emergency  funds  be 
released.  Yet  at  the  same  time  the  Administration  is  proposing  to  cut  the  already  enacted  FY95 
funding  in  half.   To  me  that  appears  to  be  inconsistent. 

Second,  I  recommend  that  funding  for  Head  Start  be  maintained  at  current  levels  plus 
inflation,  until  we  are  able  to  implement  some  of  the  real  reforms  that  are  contained  in  the 
reauthorization  bills,  which  are  currently  in  Conference  (H.R.  4250  and  S.  2000).  There  have 
been  several  reports  that  indicate  the  lack  of  effectiveness  of  this  program,  as  well  as  vast 
inconsistencies  in  the  levels  of  quality.  Republican  Members  of  the  Education  and  Labor 
Committee  have  been  advocating  ideas  to  reform  Head  Start  (H.R.  1528  and  H.R.  3798),  and 
many  of  these  ideas  have  been  adopted  by  the  Administration  in  its  reauthorization  proposal. 


3    - 
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Job  Training  — 

In  the  area  of  job  training,  Mr.  Chairman,  my  recommendations  must  reflect  my  growing 
concern  over  the  vast  number  of  federal  programs  we  have  developed  over  the  years  that  provide 
education,  training  and  employment  assistance  to  adults  and  out-of-school  youth.  As  I  am  sure 
you  are  well  aware,  last  year  the  General  Accounting  Office  (GAO)  issued  a  report  that 
identified  154  separate  federal  programs  —  representing  24  billion  dollars  —  as  providing  some 
form  of  employment  or  training  assistance  for  this  population.  While  I  do  not  agree  with  the 
GAO  that  all  of  these  programs  listed  are  truly  job  training  programs,  I  nonetheless  recognize 
that  far  too  much  duplication  and  fragmentation  exists  within  federal  education  and  training 
programs.  Unfortunately,  because  all  of  these  programs  have  been  developed  independently, 
we  lack  a  comprehensive  system  of  workforce  preparation  and  development  in  this  country. 

To  address  this  concern,  I  will  be  introducing  legislation  that  would  consolidate  over  80 
separate  programs  (as  identified  by  the  GAO)  into  seven  blocked  systems  providing  States  and 
localities  with  streamlined  and  more  flexible  funding  for  further  development  of  workforce 
preparation  systems.  Specifically,  we  are  calling  for  block  grants  for:  Vocational  Education; 
Adult  and  Literacy  Education;  Vocational  Rehabilitation;  Disadvantaged  Adults  Employment  and 
Training;  Youth  Employment  and  Training;  Migrant  Employment  and  Training;  and  Native 
American  Employment  and  Training.  Such  consolidation  is  expected  to  result  in  administrative 
savings  over  time,  and  in  much  more  efficient  and  high  quality  systems.  As  a  result,  for  most 
of  these  programs  I  am  asking  for  a  freeze  at  the  FY  1994  funding  levels  until  such  time  as 
reforms  may  be  enacted  to  establish  a  more  efficient  and  comprehensive  system. 

I  do  request,  however,  modest  funding  for  several  of  the  new  initiatives  which  the 
Education  and  Labor  Committee  has  developed  in  collaboration  with  the  Administration  over  this 
past  year  which  include  funding  for  the  School-to-Work  Opportunities  Act,  the  Skill  Standards 
Board  (established  under  title  V  of  the  Goals  2000:  Educate  America  Act),  and  for  further 
development  of  "one-stop-shopping"  within  our  existing  workforce  preparation  programs.  In 
providing  funding  for  "one-stop"  delivery  of  workforce  programs,  I  encourage  the 
Appropriations  Committee  to  stress  that  these  systems  should  not  be  limited  only  to  programs 
under  the  jurisdiction  of  the  Department  of  Labor,  but  should  also  include  other  workforce 
preparation  programs  such  as  those  under  vocational  education,  adult  education  and  literacy 
programs,  and  the  JOBS  program,  at  a  minimum. 

Labor  -- 

Mr.  Chairman,  with  regard  to  Labor  issues  I  have  several  recommendations.  The 
Department  of  Labor  proposes  $36  million  to  be  allocated  to  increased  enforcement.  I  submit 
that  the  Department  has  adequate  enforcement  and  that  the  Administration  should  apply  any 
surplus  here  to  the  deficit  or  to  programs  to  help  small  employers  learn  how  to  comply  with 
these  complex  laws.  For  example,  OSHA  has  a  consultation  program  which  could  be  more 
adequately  funded  under  this  approach. 
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I  recommend  that  the  costs  of  any  new  federal  mandates  on  state  or  local  governments 
must  be  determined  in  advance  and/or  will  be  applicable  only  to  the  extent  that  the  federal 
government  provides  offsetting  monies.  This  recommendation  is  consistent  with  legislation  that 
I  have  sponsored  (see  H.R.  1295).  This  is  a  recommendation  that  applies  to  all  areas  within  the 
jurisdiction  of  the  Education  and  Labor  Committee,  and  to  all  issues  before  Congress  for  that 
matter. 

With  regard  to  the  budget  for  the  Occupational  Safety  and  Health  Administration,  I  note 
that  the  Administration  has  requested  an  increase  of  $23.7  million.  Of  that  amount,  $3.3  million 
has  been  requested  to  help  OSHA  "develop  better  data  collection  methods  for  targeting 
purposes. " 

As  this  committee  knows,  the  issue  of  OSHA's  ability  to  target  its  resources  is  an 
important  one.  It  is  our  understanding  that  OSHA  will  very  shortly  propose  new  rules  requiring 
employers  to  send  to  the  agency  the  annual  summaries  of  the  OSHA  200  log,  which  employers 
currently  must  post  in  the  workplace,  but  are  not  required  to  send  to  OSHA.  OSHA  may  also 
propose  that  eventually  this  requirement  be  extended  to  the  entire  OSHA  200  log. 

While  I  do  not  necessarily  oppose  the  change  to  require  employers  to  mail,  rather  than 
simply  post,  the  summaries  of  the  OSHA  200  logs,  the  funding  for  such  an  initiative  should 
include  three  conditions. 

First,  it  should  not  be  an  excuse  for  extending  the  record  keeping  requirements  to 
employers  not  currently  covered  by  those  requirements,  that  is,  employers  of  fewer  than  ten 
employees. 

Second,  OSHA  should  be  able  to  demonstrate  that  the  agency  has  the  capability  of 
managing  and  using  the  information  before  the  requirement  that  it  be  submitted  to  the  agency 
is  adopted.  We  are  all  well  aware  of  information  that  is  sent  to  the  federal  government  and 
simply  piles  up  in  boxes.  We  are  talking  about  potentially  millions  of  new  reports  each  year 
flowing  into  OSHA.  Will  OSHA  have  the  management  systems  in  place  to  utilize  that 
information  effectively?  The  answer  to  that  question  should  be  "yes"  before  the  information  is 
mandated. 

Third,  there  must  be  strict  confidentiality  protections  afforded  to  any  such  information. 
Having  the  federal  government  collect  this  information  should  not  be  a  way  of  facilitating  the 
work  of  various  outside  entities.  It  should  be  for  OSHA's  use,  and  only  OSHA's  use.  I  urge 
you  to  approve  the  funding  for  this  initiative  only  if  these  conditions  and  understandings  are  met. 

Conclusion  — 

Mr.  Chairman,  I  appreciate  the  opportunity  to  share  these  comments  with  you  and  the 
rest  of  the  Subcommittee,  and  I  encourage  you  to  take  them  into  consideration  as  you  develop 
the  spending  bill  for  the  Departments  of  Labor,  HHS  and  Education. 

-  5  - 
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Mr.  Smith.  Now,  I  am  not  clear,  though,  on  one  thing. 

My  memory  is  that  the  administration  requested  a  $100  million 
increase  in  Work-Study  and  the  same  amount  for  SEOG's.  And 
then,  of  course,  the  budget  resolution  does  not  have  enough  money 
to  do  that.  But  what  was  your  recommendation  on  it? 

Mr.  GOODLING.  On  the  Work-Study  programs? 

Mr.  Smith.  Yes. 

Mr.  GOODLING.  I  indicated  that  most  of  the  programs  be  funded 
at  the  present  level,  but  that 

Mr.  Smith.  Last  year's  level  you  mean. 

Mr.  GOODLING.  In  the  last  program  I  mentioned,  I  suggested  that 
we  try  to  fund  that  program  because  it  is  going  to  be  very  impor- 
tant in  moving  us,  I  think,  in  the  right  direction. 

Mr.  Smith.  Okay,  thank  you  very  much. 


Wednesday,  May  4,  1994. 

WITNESS 

HON.    LOUISE    M.    SLAUGHTER,    A    REPRESENTATIVE    IN    CONGRESS 
FROM  THE  STATE  OF  NEW  YORK 

Mr.  Smith.  Ms.  Slaughter,  I  think  you  were  the  next  one  sitting 
there. 

Ms.  Slaughter.  Thank  you,  Mr.  Chairman.  Good  afternoon. 
And,  Mr.  Chairman,  I  am  grateful  to  you  as  always  for  the  oppor- 
tunity to  testify. 

I  wanted  to  tell  you  about  some  Stewart  McKinney  programs 
that  help  the  most  vulnerable  members  of  our  society,  the  homeless 
children.  I  know  that  within  the  next  few  days  you  are  going  to 
hear  about  a  lot  of  worthwhile  programs,  but  I  don't  think  any  of 
them  can  make  a  more  compelling  case  for  a  program  than  this 
one. 

The  homeless  children  rely  on  our  help  and  have  no  place  else 
to  go.  Without  the  assistance  provided  under  the  programs,  they 
have  no  future.  A  typical  homeless  child  moves  a  dozen  times  a 
year.  Such  a  lack  of  continuity  makes  it  extremely  difficult  for  edu- 
cators to  provide  the  sustained  attention  the  students  need  the 
most.  The  children  face  school  bureaucracies  that  are  accustomed 
to  stable  families  and  addresses. 

Little  things  we  take  for  granted  become  almost  insurmountable. 
No  money  for  pencils,  no  money  for  paper,  no  place  for  quiet  study, 
no  transportation  to  get  to  school,  and  the  turmoil  of  a  huge  public 
shelter  and  the  fact  they  are  continually  on  the  move  make  it  al- 
most impossible  for  them  to  survive. 

Obviously,  it  is  no  surprise  that  many  of  the  homeless  children 
do  not  go  to  school.  The  most  recent  study  by  the  Department  of 
Education  says  that  18  percent  do  not  attend  school  regularly.  And, 
believe  it  or  not,  I  do  not  feel  too  badly  about  that  because  in  1990, 
when  we  first  wrote  this  homeless  children's  education  bill,  over 
half  were  not  in  school.  So  we  are  doing  some  good. 

But  the  numbers  are  unacceptably  high  and  growing.  And  fami- 
lies with  children  are  the  fastest-growing  segment  of  homeless  peo- 
ple in  this  country  today.  This  program  that  we  are  asking  to  fund 
again  offers  local  school  districts  the  resources  that  they  need  to  re- 
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move  the  obstacles  and  to  give  the  children  a  chance  to  get  their 
education. 

Earlier  this  year,  the  administration  asked  for  money  to  fully 
fund  the  programs.  I  would  like  to  put  a  letter  from  some  col- 
leagues in  the  record,  if  I  may,  asking  for  that. 

Mr.  Smith.  We  will  do  that. 

[The  information  follows:] 
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Congress  of  tfje  TBrntzb  States 

%ou&t  of  ^Representative* 

fflasfjtngton.  3BC  20515 

May   4,    1994 

The  Honorable  Neal  Smith 

Chair,  House  Appropriations  Subcommittee  on  Labor, 

Health  and  Human  Services,  and  Education 
2358  Rayburn  House  Office  Building 
Washington,  D.C.  20515 

Dear  Chairman  Smith: 

We  are  writing  to  request  your  support  for  the 
Administration's  proposed  Fiscal  Year  (FY)  1995  funding  levels 
for  initiatives  to  educate  our  nation's  homeless  children  and 
youth.   These  valuable  programs  were  recently  reauthorized  by  the 
House  as  part  of  H.R.  6. 

The  most  recent  study  by  the  Department  of  Education 
indicates  that  at  least  18%  of  homeless  children  do  not  attend 
school  regularly,  and  some  experts  believe  the  true  proportion 
could  be  as  high  as  one  third.   These  figures  represent  a  great 
improvement  over  those  cited  when  the  programs  first  passed  in 
1990,  when  it  was  estimated  that  fully  half  of  all  homeless 
children  were  not  in  school .   But  the  numbers  remain  unacceptably 
high  --  especially  at  a  time  when  families  with  children 
represent  the  fastest  growing  segment  of  the  homeless  population. 

The  proposed  budget  allocates  $30  million  to  education 
programs  for  homeless  children,  up  from  the  FY  1994  level  of 
$25.5  million.   This  modest  increase  is  desperately  needed. 
These  programs  are  vital  to  the  100,000  children  who  go  to  sleep 
homeless  in  this  nation  every  night.   Without  a  stable  education, 
these  young  people  will  have  no  hope  of  breaking  from  the  cycle 
of  poverty  and  becoming  full  members  of  society. 

In  the  national  debate  about  poverty  and  welfare,  all  sides 
agree  on  the  need  to  promote  greater  self-sufficiency. 
Increasing  access  to  education  for  our  nation's  very  poorest 
children  is  an  important  first  step. 

Thank  you  for  your  consideration. 

Yours  sincerely, 
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Louise  M.  Slaughter,  M.C. 
Henry  B.  Gonzalez,  M.C. 
Eliot  L.  Engel,  M.C. 
Major  R.  Owens,  M.C. 
Jim  Slattery,  M.C. 
Mel  Reynolds,  M.C. 
Matthew  G.  Martinez,  M.C. 
Tom  Lantos,  M.C. 
Jim  Bacchus,  M.C. 
Charles  E.  Schumer,  M.C. 
Leslie  L.  Byrne,  M.C. 
Bob  Filner,  M.C. 
Joseph  P.  Kennedy  II,  M.C. 
Dick  Swett,  M.C. 


Bruce  F.  Vento,  M.C. 
Jolene  Unsoeld,  M.C. 
George  Miller,  M.C. 
Cardiss  Collins,  M.C. 
Patsy  T.  Mink,  M.C. 
Howard  Berman,  M.C. 
Al  Swift,  M.C. 
Michael  J.  Kopetski,  M.C. 
Nydia  M.  Velazquez,  M.C. 
Dan  Hamburg,  M.C. 
Carlos  Romero- Barcelo,  M.C. 
Robert  Menendez,  M.C. 
Bernard  Sanders,  M.C. 
Patricia  Schroeder,  M.C. 


907 

Ms.  Slaughter.  Let  me  give  you  a  small  example,  if  I  may,  just 
from  things  I  know  about.  The  numbers  vary,  but  100,000  children 
or  more  are  homeless  each  day  in  America.  As  I  pointed  out,  they 
do  move  around  all  the  time.  We  have  had  children  living  in  the 
subways  in  New  York  City  who  go  to  school  every  day  because  in 
many  ways  that  is  the  only  continuity  and  the  only  kind  of  exist- 
ence that  they  know  where  they  can  find  somebody  that  they  know 
and  who  will  care  about  them. 

Last  week,  I  had  one  of  the  most  touching  things  that  happened 
on  Take  Your  Daughters  to  Work  Day.  We  had  a  young  girl  who 
is  11  years  old  and  lives  in  a  homeless  shelter.  She  did  not  want 
us  to  know  that.  Obviously,  she  was  bright,  and  all  day  long  she 
was  so  withdrawn.  We  had  an  awful  time  just  getting  her  to  order 
lunch.  Whatever  we  would  say  she  seemed  very  withdrawn.  And  I 
had  said  to  my  staff  later,  if  we  are  going  to  be  able  to  reach  this 
child,  it  will  certainly  take  more  than  one  visit. 

I  thought  we  had  not  made  an  impression  on  her  at  all  until  she 
got  ready  to  leave  and  we  put  together  some  gifts  for  her  to  take 
with  her.  Mr.  Chairman,  she  had  drawn  me  a  picture  to  keep,  and 
up  in  one  corner  was  the  sun  shining  and  then  there  was  a  little 
house  with  windows  and  curtains,  a  tree  in  the  back  yard,  flowers 
were  blooming,  and  there  was  a  swing  set.  I  don't  know  if  Jessica 
ever  had  a  home  like  that,  but,  obviously,  that  was  what  was  in 
her  mind. 

She  kept  hanging  on  to  us  and  asking  if  she  could  come  back, 
demonstrating  once  again  that  some  continuity  and  somebody  car- 
ing that  can  help  solve  their  problems  is  critical  to  them.  She  is 
on  the  brink  of  adolescence,  and  I  am  scared  for  her;  that  if  there 
is  not  some  better  continuity  in  her  life,  I  don't  know  what  we  will 
do. 

Last  year,  I  met  with  the  representatives  of  the  50  States  who 
administer  this  program,  and  they  said  that  in  some  States  where 
you  least  expect  it — people  think  the  homeless  live  in  urban 
areas — but  they  talked  about  programs  in  Nebraska,  some  after- 
school  programs  where  they  made  sure  the  children  got  tutoring 
and  a  hot  meal  and  somebody  to  talk  to.  They  made  an  enormous 
difference  in  their  lives.  There  are  places  where  the  only  hot  meal 
they  can  get  is  through  some  of  these  programs. 

Transportation  is  often  impossible  because  parents,  again,  mov- 
ing all  the  time,  are  confronted  with  whether  or  not  they  are  going 
to  be  able  to  put  food  on  the  table  or  buy  bus  tickets  to  get  children 
back  and  forth  to  school.  One  of  the  things  we  did  in  our  legislation 
was  make  it  possible  for  them  to  go  to  school  where  they  felt  com- 
fortable, and  we  asked  the  schools  even  if  they  do  not  have  birth 
certificates  and  everything  you  would  expect  a  child  to  have,  such 
as  a  permanent  address,  just  overlook  that  and  assume  they  were 
born  and  go  ahead  and  try  to  educate  them. 

I  don't  think  I  exaggerate  the  point  when  I  say  if  we  allow  as 
many  as  a  million  children  in  this  country  to  grow  up  uneducated 
and  unhealthy  and  untrained  then  we  do  not  have  any  right  to  ex- 
pect that  in  the  next  century  we  are  going  to  be  able  to  compete. 
It  is  going  to  be  very  difficult  to  hunt  for  Nobel  prizewinners, 
teachers  and  educators  in  this  group  of  children,  if  we  do  not  fan 
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that  spark  that  is  within  them  that  makes  them  overcome  what- 
ever odds  there  are  to  get  to  school. 

I  think  $30  million  can  seem  like  an  awful  lot  of  money  but,  for 
the  impact  it  can  make,  I  doubt  there  is  a  program  funded  in  Con- 
gress that  could  do  more  good  for  us  in  the  future,  and  I  thank  you 
very  much. 

[The  prepared  statement  follows:] 
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TESTIMONY  OF  CONGRESSWOMAN  LOUISE  M.  SLAUGHTER 
Before  the  Appropriations  Subcommittee  on  Labor,  HHS,  and  Education 

May  4,  1994 

Thank  you  very  much.    I  am  grateful  to  you,  Chairman  Smith,  and  to  the  other 
members  of  the  subcommittee,  for  the  opportunity  to  testify  this  afternoon. 

I  am  here  to  tell  you  about  Stewart  McKinney  programs  that  help  the  most  vulnerable 
members  of  our  society:  children  who  have  no  homes.    In  the  next  few  days,  you  will  hear 
testimony  about  a  great  many  valuable  programs,  some  of  which  I  also  support.    Dozens  of 
our  colleagues  will  appeal  to  you  on  behalf  of  their  pet  projects  or  their  favorite  good 
causes.    Mr.  Chairman,  I  very  much  doubt  that  any  of  them  can  make  a  more  compelling 
claim  for  any  program  than  this:  the  homeless  children  who  rely  on  our  help  have  nowhere 
else  to  go.    Without  the  assistance  provided  under  these  programs,  their  futures  are  doomed. 

The  typical  homeless  child  moves  over  a  dozen  times  in  a  year.    Such  a  lack  of 
continuity  makes  it  extremely  difficult  for  educators  to  provide  the  sustained  attention  these 
students  need  the  most.    The  children  face  school  bureaucracies  accustomed  to  stable 
families  with  addresses.    Little  things  that  we  take  for  granted  become  nearly  insurmountable 
obstacles:  notebooks  and  pencils  are  unaffordable,  no  transportation  is  available  to  get  across 
town  to  school,  and  the  turmoil  of  a  huge  public  shelter  is  no  place  to  do  your  homework. 

The  accumulated  effect  of  these  obstacles  is  no  surprise:  many  homeless  children  do 
not  make  it  to  school  at  all.    The  most  recent  study  by  the  Department  of  Education 
indicates  that  at  least  18%  of  homeless  children  do  not  attend  school  regularly,  and  some 
experts  believe  the  true  proportion  could  be  as  high  as  one  third. 
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In  1990,  when  I  wrote  the  amendment  to  the  McKinney  Act  creating  these  programs, 
it  was  estimated  that  fully  half  of  all  homeless  children  were  not  in  school.    Clearly,  our 
efforts  are  producing  results.    But  the  numbers  remain  unacceptably  high  -  especially  at  a 
time  when  families  with  children  represent  the  fastest  growing  segment  of  the  homeless 
population.    The  McKinney  programs  offer  local  school  districts  the  resources  they  need  to 
remove  these  obstacles  and  make  equal  access  to  education  a  reality. 

The  progress  we  have  made  is  one  reason  why  programs  to  educate  homeless 
children  have  support  from  every  direction.    Earlier  this  year,  the  House  of  Representatives 
voted  to  strengthen  and  reauthorize  the  programs  as  part  of  H.R.  6,  the  Elementary  and 
Secondary  Education  Amendments.    In  the  House  Education  and  Labor  Committee,  these 
initiatives  command  broad  bipartisan  support,  as  demonstrated  by  the  unanimous  voice  vote 
in  favor  of  strengthening  amendments  several  months  ago.    The  House  Budget  Committee 
recently  issued  report  language  calling  for  full  funding  of  these  programs.    And  I  have  here 
a  letter  to  you,  Mr.  Chairman,  signed  by  24  of  our  colleagues  in  the  House,  which  seeks 
your  support  for  the  Administration's  request.    I  would  ask  that  this  letter,  with  the  names 
of  those  signing  it,  be  entered  in  the  record  alongside  my  remarks. 

The  Clinton  Administration  has  requested  $30  million  for  educating  homeless 
children  in  Fiscal  Year  1995,  up  from  $25.5  million  in  FY94.    The  same  level  was 
recommended  in  the  version  of  H.R.  6  passed  by  the  House.    This  modest  increase  is 
desperately  needed.    Every  night  an  estimated  100,000  American  children  go  to  sleep 
homeless.    The  children  behind  these  statistics  are  part  of  this  country's  economic  future. 
Without  an  education  they  will  join  the  ranks  of  the  unemployed  and  underemployed, 
repeating  vicious  cycles  of  the  past,  and  sapping  our  economic  and  social  strength  rather 
than  sustaining  it. 
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Looking  after  these  young  people  is  certainly  in  our  country's  economic  best  interest. 
But  it  is  also  essential  that  we  look  beyond  these  statistical  figures,  and  consider  the 
individual  children  who  need  our  assistance  the  most. 

As  most  of  us  are  aware,  last  Thursday  was  "Take  Our  Daughters  to  Work  Day."   I 
spent  the  day  with  an  11 -year-old  girl  named  Jessica  who  lives  in  one  of  Washington's 
homeless  shelters.    Jessica  is  clearly  bright  and  creative.    She  was  even  attentive  at  a  panel 
on  breast  cancer  that  must  have  been  unlike  anything  she'd  ever  seen  before.    She  used 
magic  markers  to  draw  me  a  beautiful  picture  of  a  house  and  trees  and  the  sun  -  a  typical 
child's  drawing,  but  one  so  far  from  her  everyday  reality.    But  Jessica  was  also  withdrawn 
and  quiet.    She  was  completely  unaccustomed  to  the  attention  she  received  from  my  staff 
and  me  that  day.    Jessica  is  only  on  the  brink  of  adolescence,  but  already  I  fear  for  her.    I 
am  afraid  her  intelligence  and  curiosity  could  be  squelched  by  the  upside-down  life  a 
homeless  child  leads. 

Her  school  does  the  best  it  can  to  accommodate  Jessica's  special  needs.    As  always, 
though,  the  resources  are  not  sufficient  to  reach  every  child.    That  is  why  I  come  before  yoi 
today,  asking  you  to  make  every  effort  to  follow  the  lead  of  President  Clinton  and  the 
Budget  Committee  by  appropriating  their  recommended  $30  million. 

I  make  this  request  as  a  matter  of  sound  public  policy;  in  the  ongoing  debate  about 
welfare  and  poverty,  everyone  agrees  on  the  need  to  promote  greater  self-sufficiency. 
Increasing  access  to  education  for  our  nation's  very  poorest  children  is,  of  course,  an 
important  first  step.    But  I  also  make  this  request  for  Jessica,  and  for  100,000  other  children 
who  will  become  another  generation  of  lost  souls  without  immediate  and  aggressive 
intervention.    I  thank  the  committee  for  allowing  me  this  time,  and  I  urge  your  strong 
support  for  full  funding  to  educate  homeless  children. 
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Mr.  Smith.  Are  you  including  in  those  figures  the  children  of  mi- 
grant workers? 

Ms.  Slaughter.  That  is  a  separate  program.  That  is  part  of  agri- 
culture. 

These,  Mr.  Chairman,  are  only  the  children  who  are  considered 
homeless.  Many  of  them  are  the  children  of  the  working  poor.  And 
homelessness  is  a  kind  of  thing  where  you  may  be  homeless  at  one 
point  in  your  life,  move  in  with  relatives  for  a  little  while,  be  forced 
to  move  out  again.  That  kind  of  thing.  But  the  estimates  now,  and 
they  are  now  growing,  is  about  100,000  a  day  at  any  one  given  time 
in  this  country. 

Mr.  Smith.  Okay.  Thank  you  very  much. 

Ms.  Slaughter.  Thank  you.  I  appreciate  it. 
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philip  majerus,  m.d.,  drvision  of  hematology/oncology, 
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steve  prescott,  m.d.,  director  program  in  human  molecu- 
lar biology  and  genetics,  unrversity  of  utah 

raymond  white,  ph.d.,  professor  and  cochair  department 
of  human  genetics,  unp7ersity  of  utah 

Mr.  Smith.  Congresswoman  Shepherd,  you  have  some  other  peo- 
ple you  want  to  introduce. 

Ms.  Shepherd.  Mr.  Chairman,  I  am  here  really  simply  to  make 
introductions. 

Thank  you  for  listening  to  this  testimony.  This  concerns  research 
on  thrombosis.  I  do  feel  like  I  have  a  very  personal  tie  to  the  sub- 
ject, however,  because  both  of  my  husband's  parents  died  of  throm- 
bosis, one  of  a  stroke,  one  of  a  heart  attack,  and  I  know  from  per- 
sonal experience  how  many  people  this  affects  in  our  communities 
and  what  it  contributes  to  health  care  costs. 

I  would  like  to  introduce  two  people,  Philip  Majerus,  from  the  Di- 
vision of  Hematology  and  Oncology  at  Washington  University  at  St. 
Louis,  who  is  an  internationally  recognized  person  in  this  field.  He 
was  recently  Chairman  of  the  National  Academy  of  Sciences'  Sec- 
tion on  Medical  Genetics  and  Blood  Disease.  And  then  from  the 
University  of  Utah,  where  we  are  very  interested  in  this  issue, 
Steve  Prescott,  who  directs  the  innovative  Program  on  Human  Mo- 
lecular Biology  and  Genetics  at  the  University  of  Utah.  And  also, 
not  present  except  in  spirit,  Dr.  Ray  White,  who  was  a  geneticist 
from  the  University  of  Utah,  who  is  internationally  recognized  as 
a  pioneer  in  human  genetics  and  participated  in  preparing  the  tes- 
timony. 

Let  me  just  thank  you  very  much  for  hearing  our  testimony,  and 
I  will  turn  the  microphone  over  to  these  good  people. 

Mr.  Smith.  We  will  insert  your  remarks  in  the  record.  We  have 
very  limited  time.  We  are  running  behind.  But  if  you  could  quickly 
summarize. 

Dr.  PRESCOTT.  Thank  you,  Mr.  Chairman.  One-half  of  us  in  this 
room  will  die  of  thrombosis.  It  is  the  major  health  problem  in  the 
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United  States  that  affects  over  2  million  Americans  a  year,  either 
through  heart  attack  or  stroke.  Unfortunately,  funding  currently 
for  the  study  of  these  disorders  is  inadequate.  This  is  surprising  in 
view  of  the  fact  that  it  affects  all  our  population.  For  example,  Afri- 
can-Americans are  at  greater  risk  even  than  Caucasians;  women 
are  affected  equally  as  much  as  men  but  have  had  particularly  lit- 
tle study.  Why  this  is,  is  not  clear  do  us. 

When  we  say  thrombosis  we  mean  the  abnormal  clotting  of  blood. 
Blood  clotting  is  a  very  complicated  process  that  normally  serves 
to  keep  you  from  bleeding  to  death  when  your  vessels  are  cut.  How- 
ever, if  that  happens  at  the  wrong  time  and  occurs  inside  the  blood 
vessels,  thrombosis  occurs.  And  if  it  occurs  in  an  artery  to  the  brain 
it  causes  a  stroke;  and  if  it  occurs  in  arteries  to  the  heart,  it  causes 
a  heart  attack. 

The  treatment  for  these  events  is  to  block  the  coagulation  of 
blood  with  medications,  but  the  complication  of  this  treatment  is  an 
increased  risk  of  bleeding,  of  course,  and  this  prevents  or  limits  the 
application  of  such  treatment  to  many  patients  who  would  benefit 
from  it. 

Further,  about  half  of  the  people  with  thrombosis  have  family 
who  are  also  affected  and,  therefore,  it  is  clear  that  there  is  a 
strongly  inherited  predisposition  to  this  disorder.  If  we  could  iden- 
tify the  basis  for  the  genetic  predisposition,  we  could  limit  our 
treatment  to  those  who  are  most  in  need  and  thereby  decrease  the 
risk  of  such  treatment. 

Mr.  Smith.  Okay. 

Dr.  Majerus.  So  we  have  come  to  understand  most  of  the  compo- 
nents involved  in  the  blood  clotting  system,  and  we  now  have  the 
ability  to  evaluate  all  the  genes  that  are  causes  of  thrombosis.  So 
the  approach  that  should  be  taken  is  to  gather  together  large  fami- 
lies with  a  history  of  thrombosis  for  the  presence  of  one  or  more 
abnormal  genes. 

This  genetic  analysis  has  been  very  powerful  in  showing  the  eti- 
ology of  other  diseases,  like  muscular  dystrophy,  cystic  fibrosis  and 
inherited  kinds  of  cancer.  Just  next  week  it  will  be  announced  that 
a  single  mutation  for  one  blood  clotting  protein  called  Factor  V  is 
the  cause  of  almost  half  of  the  inherited  cases  of  thrombosis  of 
veins  in  the  legs.  This  exciting  discovery  underscores  the  power  of 
this  approach  which  should  be  applied  now  to  the  more  common 
and  devastating  problem  of  heart  attacks  and  strokes. 

We  think  that  the  best  mechanism  to  do  this  is  to  establish  cen- 
ters that  are  capable  of  doing  this  sophisticated  gene  analysis  of 
large  families  with  predisposition  to  thrombosis.  In  fact,  this  dis- 
covery made  in  Europe  on  the  mutations  in  Factor  V  was  made 
possible  because  two  such  centers  exist  in  Europe,  and  the  work 
could  not  have  been  achieved  without  the  existence  of  these  cen- 
ters. The  remarkable  advances  in  molecular  genetics  make  it  really 
possible  to  do  this  now.  This  is  a  very  timely  program,  and  we  can 
evaluate  mutations  in  large  numbers  of  patients  and  family  mem- 
bers in  a  relatively  short  period  of  time. 

So  what  we  recommend  is  that  the  National  Heart,  Lung  and 
Blood  Institute  or  some  other  institute  of  the  NIH  should  establish 
centers  for  the  molecular  genetics  of  thrombosis.  There  is  a  current 
plan  at  the  Institute  to  fund  two  such  centers  at  a  cost  of  $1.1  mil- 
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lion  per  year,  but  this  is  totally  inadequate,  and  we  would  propose 
that  there  should  be  eight  such  centers  at  academic  institutions 
around  the  United  States.  We  estimate  that  it  would  cost  $3  mil- 
lion to  $4  million  per  center  per  year  to  allow  for  these  population 
geneticists,  molecular  geneticists  and  molecular  biologists  and  phy- 
sicians who  diagnose  and  treat  thrombosis  to  come  together  to 
solve  this  problem. 

The  successful  identification  of  major  risk  factors  would  provide 
a  new  way  to  treat  patients  who  are  at  risk  for  thrombosis.  We 
could  do  preventive  medicine  to  administer  current  anticoagulants 
to  those  at  high  risk,  and  this  practice  should  result  in  a  30  percent 
reduction  in  death  and  suffering  from  heart  attack  and  strokes.  So 
this  is  a  major  health  advantage. 

We  think  new  methods  would  also  be  uncovered  in  this  program 
that  would  lower  these  rates  even  further. 

Thank  you. 

Mr.  Smith.  I  think  the  Genome  Institute  would  be  involved  in 
this  as  well. 

We  thank  you  for  your  testimony.  Thank  you. 

[The  prepared  statement  follows:] 
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Cardiovascular  disease  and  stroke  are  the  primary  cause  of  death 
of  almost  a  million  Americans  annually.   Exciting,  new  approaches 
based  on  new  discoveries  in  medical  and  human  genome  research  now 
provide  a  strong  basis  for  novel  approaches  to  this  devastating  disease. 
These  new  approaches  could  significantly  reduce  the  toll  of  early  death 
due  these  diseases. 

Unlike  many  more  mysterious  human  functions,  the  molecu'ar 
basis  of  clotting  is  relatively  well  understood.    Normally,  the  protein 
clotting  factors  of  blood  are  quiescent  and  our  blood  flows  smoothly. 
At  a  site  of  injury,  however,  a  cascade  of  protein  interactions  lead  to 
the  formation  of  clots,  physical  blockages  that  prevent  excessive  blood 
loss  at  the  site  of  wounding.   Decades  of  elegant  biochemical  analysis 
have  revealed  the  details  of  the  molecular  dance  that  follows  injury. 
Specific  proteins  participate  in  a  stereotypically  choreographed  set  of 
pas  de  deux,  resulting  in  a  series  of  protein  activations  and 
inactivations,  quickly  cordoning  the  damaged  region.    Ultimately,  when 
appropriate,  the  clot  Is  dissolved  and  normality  (homeostasis)  is 
returned.   This,  of  course,  is  what  is  supposed  to  happen.    For  most  of 
our  lives,  this  system  behaves  flawlessly.  As  a  thermos  bottle  keeps 
hot  things  hot  end  cold  things  cold,  the  clotting  system  knows  when 
the  blood  should  flow  and  when  it  should  be  stopped. 

Later  In  life,  however,  we  are  vulnerable  to  a  terrifying  set  of 
clotting  accidents,  accidents  that  can  leave  us  paralyzed,  unable  to 
speak,  with  greatly  reduced  heart  function,  of  even  having  immediately 
and  urgently  realized  the  finality  of  our  mortality.   The  immediate  cause 
of  these  dramatically  unfortunate  events  was  a  malfuntlon  in  our 
clotting  system.  An  inappropriate  clot  formed  and  lodged  in  a  key 
blood  vessel,  blocking  the  flow  of  blood.   Downstream  tissues  were 
prevented  from  their  essential  supply  of  oxygen  and  nutrients  and  are 
very  likely  to  have  suffered  irrevocable  damage.   If  these  tissues  are 
our  brains  or  hearts,  the  results  can  be  catastrophic. 

For  the  most  part,  even  with  our  detailed  understanding  of  the 
event  itself,  the  underlying  causes  remain  a  mystery.   However,  recent 
discoveries  suggest  that  a  major  part  of  the  reason,  especially  when 
such  events  happen  to  the  relatively  young,  may  be  imbedded  on  our 
genes.   How  can  our  genes  leave  us  vulnerable  to  such  accidents?   Our 
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genes  carry  the  blueprint  specifying  the  makeup  of  our  proteins.    Each 
gene  encodes  a  particular  protein.   There  is  a  gene  for  hemoblobin  and 
there  is  a  gene  for  the  keratin  of  our  fingernails  and  hair.   Most  relevant 
to  the  current  discussion,  there  are  also  genes  that  encode  each  of  the 
proteins  necessary  to  the  proper  functioning  of  our  clotting  proteins. 

We  inherit  two  copies  of  each  of  the  clotting  genes.   However, 
Inheritance  of  even  a  single  damaged  version  of  a  gene  encoding  a 
clotting  protein  leads  to  a  reduced  level  of  that  protein  product.    For 
most  of  our  lives,  the  deficiency  the  deficiency  goes  unnoticed  •  half 
the  normal  dose  seems  quite  adequate.   But  occasionally,  under  stress 
and  more  frequently  with  aging,  the  partial  deficiency  becomes  critical. 

Why  do  some  of  us  Inherit  a  damaged  gene?   Accidents  happen 
constantly  in  the  copying  of  our  genetic  code,  causing  genetic 
changes.   The  vast  majority  of  these  do  not  significantly  affect  any 
critical  protein  product,  and  are  the  source  of  the  natural  variation  that 
Is  found  in  our  genes,  and  which  creates  the  natural  differences  among 
us.  Some,  however,  result  in  a  protein  product  that  has  lost  important 
functional  characteristics  •  it  is  no  longer  able  to  work  as  advertised.   If 
such  an  event  happens  to  a  key  clotting  gene  the  outcome  can  be  very 
serious  indeed.   Hemophilia,  for  example.  Is  a  disease  caused  by  a 
deficiency  of  a  protein  necessary  for  clotting  to  occur.  The 
consequence  of  its  loss  Is  that  even  the  slightest  injury  can  lead  to 
uncontrolled  bleeding  events. 

There  are  other  proteins  whose  role  is  to  inhibit  clotting,  to 
prevent  clot  formation  in  the  absence  of  serious  injury.   One  of  these  is 
a  protein  product  called  Factor  V.  Dramatic  recent  results  have  shown 
that  inheritance  of  a  single  copy  of  a  damaged  version  of  this  gene  is 
found  associated  with  unscheduled  clotting  events  in  many  otherwise 
healthy  individuals.   Perhaps  as  many  as  half  of  individuals  who  seem 
to  suffer  such  events  may  carry  a  damaged  version  of  a  Factor  V  gene. 

What  are  the  consequences  of  this  dramatic  new  knowledge? 
First  of  all,  many  individuals  can  now  be  alerted  to  their  increesed  risk. 
Following  an  unusual  clotting  event,  membership  in  a  family  known  to 
have  a  high  incidence  of  clotting  accidents,  or  even  anticipation  of 
major  surgery  could  trigger  en  enquiry  Into  whether  the  individual  may 
be  at  unusual  risk  of  a  clotting  event.  Close  scrutiny  and  a  ready 
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supply  of  reagents  to  inhibit  clotting,  drugs  such  as  aspirin  or 
anticoagulants,  could  well  become  lifesaving  for  these  individuals.    Fast 
and  economical  genetic  tests  would  be  needed  for  this  kind  of  large 
scale  testing,  but  can  be  developed  with  modern  genetic  technologies. 

New  therapies  that  would  reduce  individual  risk  are  now  on  the 
horizon.    Gene  replacement  technologies,  for  example,  are  being 
proven  and  honed  in  several  metabolic  systems.  The  clotting  genes 
are  ideal  candidates  for  a  gene  therapy  approach.   As  the  clotting 
proteins  are  synthesized  either  in  either  the  liver  or  blood  vessels, 
appropriate  cells  from  an  individual  can  be  extracted,  genetically 
corrected  and  returned  the  individual.   Genetic  therapies  could  cure  this 
prevalent  and  lethal  disease  for  these  individuals.   Other  approaches 
could  also  be  imagined. 

However,  there  is  much  left  to  be  learned  as  well.  Although 
Factor  V  deficiency  is  present  In  a  high  proportion  of  individuals  with 
multiple  clotting  incidents,  It  is  not  the  entire  answer.   Many  other 
indivuals  have  fully  normal  Factor  V  genes.   What  Is  the  basis  for  their 
high  risk?   Perhaps  other  genes  in  the  clotting  cascade  have  damaged 
genes  In  our  population  as  well.  Furthermore,  many  individuals  with  a 
damaged  Factor  V  gene  do  not  show  clotting  events  -  do  these 
individuals  carry  a  protective  gene?  Or  do  the  individuals  who  clot 
carry  a  second  genetic  deficiency?   More  research  into  the  underlying 
genetics  of  the  clotting  genes  could  answer  these  questions  in  the  near 
term.   However,  with  this  research,  added  to  the  knowledge  already 
obtained  and  the  development  of  a  clearly  feasible  new  generation  of 
diagnostics  and  therapeutics,  the  huge  burden  to  our  population  of 
death  and  disease  due  to  clotting  accidents  could  be  greatly  reduced. 

Realization  of  these  opportunities,  however,  depends  on 
integrated,  multidlsciplinary  approaches  and  programs  extending  from 
laboratory  based  research  to  clinical  research.   These  translational 
programs  require  new  organizational  formats  to  bring  together  the 
geneticists,  biochemists,  physician  researchers  into  teams  that  can 
focus  the  many  sophisticated  technologies  and  approaches  that  are 
required  for  the  solutions.   A  new  Thrombosis  Centers  program  could 
accomplish  this  and  make  a  reality  the  applications  that  our  support  of 
fundamental  research  efforts  have  provided.    We  must  now  realize  the 
value  of  our  past  investments. 
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Wednesday,  May  4,  1994. 

WITNESS 

HON.  JERROLD  NADLER,  A  REPRESENTATIVE   IN  CONGRESS  FROM 
THE  STATE  OF  NEW  YORK 

Mr.  Smith.  Congressman  Jerrold  Nadler. 

Mr.  Nadler.  Thank  you,  Mr.  Chairman. 

I  am  Representative  Jerrold  Nadler  of  New  York.  I  am  here 
today  to  impress  upon  you  the  extreme  need  for  increased  funding 
for  AIDS  research,  prevention  and  care. 

For  more  than  a  decade,  the  devastation  of  the  AIDS  pandemic 
has  touched  every  American  community  and  has  touched  each  of 
us  in  some  way  personally.  The  rate  of  infection  and  its  unchecked 
spread  that  cuts  across  gender,  ethnic  and  social  lines  is  alarming 
and  unacceptable. 

AIDS  is  the  leading  cause  of  death  for  young  American  men,  it 
is  the  fourth  leading  cause  of  death  for  young  American  women, 
and  it  is  the  fifth  leading  cause  of  death  among  one-to-four-year- 
old  children  in  the  U.S. 

Since  AIDS  was  first  identified  in  the  early  1980s,  more  than 
361,000  cases  have  been  documented  and  more  than  220,000  AIDS- 
related  deaths  have  resulted  in  the  U.S.  in  the  last  12  years.  Fur- 
ther, there  are  more  than  1  million  people  who  are  believed  already 
to  be  HIV  positive  in  the  U.S.,  but  who  have  not  yet  contracted 
AIDS. 

My  district  in  New  York  City  is  in  many  ways  at  the  epicenter 
of  the  AIDS  epidemic.  With  over  58,000  cases  of  AIDS,  the  highest 
number  of  any  city  in  the  country,  in  fact,  more  than  36,000  more 
cases  than  the  next  highest  city,  New  York  City  has  been  the  hard- 
est hit  by  a  disease  that  was  discovered  only  12  years  ago. 

While  I  commend  the  President  for  his  commitment  to  increased 
funding  for  most  AIDS  programs,  we  need  to  do  much  more  if  we 
are  going  to  find  a  cure  to  the  most  devastating  health  care  crisis 
of  our  era.  I  believe  that  in  order  to  successfully  stem  the  tide  of 
this  disease,  which  despite  all  our  efforts  to  date  is  still  raging  out 
of  control,  we  must  commit  to  increased  AIDS  funding. 

You  have  already  received  testimony  from  numerous  organiza- 
tions who  have  been  working  every  day  against  this  terrible 
plague.  They  have  urged  that  this  subcommittee  provide  an  appro- 
priation of  $3,491  billion  dollar  in  AIDS-specific  programs  of  the 
Departments  of  HHS,  HUD  and  the  Veterans  Administration.  This 
would  be  $757  million  more  than  proposed  in  the  President's  budg- 
et. 

I  strongly  support  this  level  of  funding  and  urge  the  Members  of 
this  committee  to  provide  at  a  bare  minimum  this  level  of  funding 
which  will  permit  a  more  adequate  level  of  research  into  a  cure,  for 
the  essential  drug  purchase  assistance  program,  for  increased  early 
interventions  at  community  health  centers,  for  important  commu- 
nity prevention  efforts,  and  for  many  other  programs  for  which 
there  exists  a  dire  need  for  more  funding. 

While  I  am  all  too  aware  of  the  competing  Federal  budget  de- 
mands we  face  in  the  Congress,  AIDS  is  an  epidemic  on  the  rise, 
Mr.  Chairman.  It  is  raging  out  of  control  and  is  tearing  at  the  basic 
composition  of  our  communities. 
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I  would  like  to  highlight  a  few  critical  areas  in  which  this  in- 
creased funding  will  make  an  enormous  difference  many  in  the 
fight  against  AIDS  and  the  historic  efforts  to  find  a  cure. 

First,  prevention.  As  we  continue  to  search  for  the  cure  for  AIDS, 
prevention  is  the  only  real  weapon  we  have  with  which  to  combat 
this  dreadful  disease  now.  I  am  dismayed  to  learn  that  the  Presi- 
dent did  not  include  any  increase  in  this  program.  In  fact,  Federal 
prevention  funding  to  State  and  local  grantees  declined  nearly  20 
percent  between  fiscal  year  1991  and  1993. 

While  fiscal  year  1994  funding  was  targeted  at  restoring  these 
prevention  programs  to  the  fiscal  year  1991  levels  of  program  oper- 
ation, the  need  for  HIV  prevention  services  has  grown  substantially 
since  fiscal  year  1991,  and  the  resources  made  available  to  that  ef- 
forts should  reflect  that  growing  need. 

Mr.  Chairman,  experience  has  shown  interventions  which  involve 
intensive,  one-on-one  counseling,  multiple  sessions  and  community- 
level  approaches  are  effective  in  reducing  the  level  of  HIV  infection. 
I  urge  the  subcommittee  to  vote  to  increase  funding  for  the  Centers 
for  Disease  Control's  HIV  prevention  activities  by  $95  million  over 
last  year's  level.  This  would  bring  the  total  for  fiscal  year  1995  to 
$638  million. 

AIDS  research.  While  our  current  medical  research  efforts  have 
made  some  important  strides  in  trying  to  understand  the  patho- 
genesis of  AIDS  and  to  identify  promising  treatments,  much  more 
must  be  done  to  advance  our  knowledge  of  this  deadly  disease  and 
to  find  a  cure  for  all  people  with  AIDS,  especially  since,  for  all  we 
have  done  to  date,  we  still  have  no  cure  at  all,  and  we  do  not  really 
know  how  to  combat  it. 

I  urge  the  subcommittee  to  agree  to  a  $550  million  increase  over 
fiscal  year  1994  in  AIDS-related  biomedical  and  behavioral  re- 
search at  the  NIH.  This  would  bring  the  total  for  fiscal  year  1995 
to  $1.83  billion  and  could  help  us  to  gain  a  better  understanding 
of  AIDS,  moving  us  closer  to  a  cure. 

And,  finally,  AIDS  care.  As  the  number  of  people  living  with  HrV 
and  AIDS  continues  to  rise  uncontrollably  and  access  to  private 
health  care  remains  a  major  barrier,  Ryan  White  Comprehensive 
AIDS  Resources  Act  funds  are  more  critical  than  ever.  I  urge  the 
subcommittee  top  provide  $226  million  in  increases  over  fiscal  year 
1994  for  health  services  programs  in  the  Ryan  White  CARE  Act. 
This  increase  would  bring  the  total  for  care  to  $805.5  million  for 
fiscal  year  1995  and  would  help  to  maintain  and  increase  access  to 
a  number  of  programs  assisting  in  early  intervention  and  health 
care  for  so  many  people. 

Mr.  Chairman,  if  1992  was  any  indication,  every  day  101  people 
will  die  from  an  AIDS-related  illness  in  the  United  States.  The  im- 
pact of  this  epidemic  is  felt  by  everyone,  from  all  walks  of  life.  We 
have  all  seen,  we  have  all  been  to  too  many  funerals.  We  cannot 
stand  by  and  allow  another  million  people  to  contract  this  fatal  dis- 
ease. 

I  urge  my  colleagues  on  the  Appropriations  Subcommittee  on 
Labor,  Health  and  Human  Services,  Education  to  remember  the 
hundreds  of  thousands  of  people  who  have  died  from  AIDS  and  to 
consider  the  millions  of  people  who  will  soon  be  affected  by  full- 
blown AIDS  and  who  will  die  from  AIDS  if  nothing  is  done  and  to 
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please  take  a  leadership  role  and  increase  funding  to  a  level  ade- 
quate to  effectively  address  this  terrible,  terrible  crisis  in  our  soci- 
ety today. 

Thank  you,  Mr.  Chairman. 

Mr.  SMITH.  We  thank  you  for  your  testimony.  We  will  do  the  best 
we  can. 

Mr.  Nadler.  Thank  you. 

[The  prepared  statement  follows:] 
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CONGRESSMAN  JERROLD  NADLER 

TESTIMONY  ON  AIDS  FUNDING  BEFORE 

APPROPRIATIONS  SUBCOMMITTEE  ON  LABOR-HEALTH 

AND  HUMAN  SERVICES-EDUCATION 

5/4/93 

I  am  Representative  Jerrold  Nadler  of  New  York.   I  am  here 
today  to  impress  upon  you  the  dire  need  for  increased  funding  for 
AIDS  research,  prevention  and  care.   For  more  than  a  decade,  the 
devastation  of  the  AIDS  pandemic  has  touched  every  American 
community  and  has  touched  each  of  us  in  some  way  personally.   The 
rate  of  infection  and  its  unchecked  spread  that  cuts  across 
gender,  ethnic,  and  social  lines  is  alarming  and  unacceptable. 

AIDS  is  the  leading  cause  of  death  for  young  American  men, 
it  is  the  fourth  leading  cause  of  death  for  young  American  women, 
and  is  the  fifth  leading  cause  of  death  among  one-to-four  year 
old  children  in  the  U.S. 

Since  AIDS  was  identified  in  the  early  1980 's,  more  than 
361,000  cases  have  been  documented  and  more  than  220,000  AIDS- 
related  deaths  have  resulted  in  the  U.S.   Further,  there  are  more 
than  1  million  people  who  are  believed  to  be   HIV-positive  in  the 
U.S.,  but  have  not  yet  contracted  AIDS. 

My  district  in  New  York  City  is  in  many  ways  at  the 
epicenter  of  the  AIDS  epidemic.   With  over  58,000  cases  of  AIDS  - 
-  the  highest  number  of  any  city  in  the  country  —  in  fact,  more 
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than  36,000  more  cases  than  the  next  highest  city,  New  York  City 
has  been  the  hardest  hit  by  a  disease  that  was  discovered  only  12 
years  ago. 

While  I  commend  the  President  for  his  commitment  to 
increased  funding  for  most  AIDS  programs,  we  need  to  do  much  more 
if  we  are  going  to  find  a  cure  to  the  most  devastating  health 
care  crisis  of  our  era.   I  believe  that  in  order  to  successfully 
stem  the  tide  of  this  disease,  which,  despite  all  our  efforts  to 
date,  is  still  raging  out  of  control,  we  must  commit  to  increased 
AIDS  funding.   You  have  already  received  testimony  from  numerous 
organizations  who  have  been  working  everyday  against  this 
terrible  epidemic.   They  have  urged  that  this  Subcommittee 
provide  an  appropriation  of  $3,491  billion  in  AIDS-specif ic 
programs  of  the  Departments  of  Health  and  Human  Services,  Housing 
and  Urban  Development,  and  the  Veterans  Administration.   This 
would  be  $757  million  more  than  proposed  in  the  President's 
budget.   I  strongly  support  this  level  of  funding  and  urge  the 
members  of  this  Committee  to  provide  at  a  bare  minimum  this  level 
of  funding  which  will  permit  a  more  adequate  level  of  research 
into  a  cure,  for  the  essential  drug  purchase  assistance  program, 
for  increased  early  interventions  at  community  health  centers, 
for  important  community  prevention  efforts,  and  for  many  other 
programs  for  which  there  exists  a  dire  need  for  more  funding. 

While  I  am  all  too  aware  of  the  competing  federal  budget 
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demands  we  face  in  the  Congress,  AIDS  is  an  epidemic  on  the  rise, 

Mr.  Chairman,  and  is  tearing  at  the  basic  composition  of  our 

communities. 

I  would  like  to  highlight  a  few  critical  areas  in  which  this 
increased  funding  will  make  an  enormous  difference  in  the  fight 
against  AIDS  and  the  historic  effort  to  find  a  cure. 

Prevention-   As  we  continue  to  search  for  the  cure  for  AIDS, 
prevention  is  the  only  real  weapon  we  have  with  which  to  combat 
this  dreadful  disease. 

I  am  dismayed  to  learn  that  the  President  did  not  include  an 
increase  in  this  program.   In  fact,  federal  prevention  funding  to 
state  and  local  grantees  declined  nearly  20%  between  FY  91  and  FY 
93.   While  FY  94  funding  was  targeted  at  restoring  these 
prevention  programs  to  the  FY  91  level  of  program  operation,  the 
need  for  HIV  prevention  services  has  grown  substantially  since  FY 
91,  and  the  resources  made  available  to  that  effort  should 
reflect  that  growing  need. 

Mr.  Chairman,  experience  has  shown  that  interventions  which 
involve  intensive,  one-on-one  counseling,  multiple  sessions,  and 
community-level  approaches  are  effective  in  reducing  the  risk  of 
HIV  infection.  I  urge  the  Subcommittee  to  increase  funding  for 
the  Centers  for  Disease  Control's  HIV  prevention  activities  by 
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$95  million  over  last  year's  level.   This  would  bring  the  total 

for  FY  1995  to  $638  million. 

AIDS  Research-   While  our  current  medical  research  efforts 
have  made  some  important  strides  in  trying  to  understand  the 
pathogenesis  of  AIDS  and  to  identify  promising  treatments,  much 
more  must  be  done  to  advance  our  knowledge  of  this  deadly 
disease,  and  to  find  a  cure  for  all  people  with  AIDS. 

I  urge  the  Subcommittee  to  agree  to  a  $550  million  increase 
over  FY  1994  in  AIDS-related  biomedical  and  behavioral  research 
at  the  National  Institutes  of  Health.   This  would  bring  the  total 
for  FY  1995  to  $1,830  billion  and  could  help  us  to  gain  a  better 
understand  of  AIDS,  moving  us  closer  to  a  cure. 

AID8  CARE-   As  the  number  of  people  living  with  HIV  and  AIDS 
continues  to  rise  uncontrollably  and  access  to  private  health 
care  remains  a  major  barrier,  Ryan  White  Comprehensive  AIDS 
Resources  Act  funds  are  more  critical  than  ever.   I  urge  the 
Subcommittee  to  provide  $226  million  in  increases  over  FY  1994 
for  health  service  programs  in  the  Ryan  White  CARE  Act.   This 
increase  would  bring  the  total  for  CARE  to  $805.5  million  for  FY 
1995,  and  will  help  to  maintain  and  increase  access  to  a  number 
of  programs  which  assist  in  early  intervention,  and  health  care 
for  so  many  people. 
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Mr.  Chairman,  if  1992  was  any  indication,  every  day  101 
people  will  die  from  an  AIDS-related  illness.   The  impact  of  this 
epidemic  is  felt  by  everyone,  from  all  walks  of  life.   We  have 
all  been  to  too  many  funerals.   We  cannot  stand  by  and  allow 
another  million  people  to  contract  this  fatal  disease.   I  urge  my 
colleagues  on  the  Appropriations  Subcommittee  on  Labor-Health  and 
Human  Services-Education  to  remember  the  hundreds  of  thousands  of 
people  who  have  died  from  AIDS  and  to  consider  the  millions  of 
people  who  will  soon  be  affected  by  full-blown  AIDS,  and  to 
please  take  a  leadership  role  and  increase  funding  to  a  level 
adequate  to  effectively  address  this  terrible  crisis. 
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Wednesday,  May  4,  1994. 

WITNESS 

HON.  RICHARD  H.  LEHMAN,  A  REPRESENTATIVE  IN  CONGRESS  FROM 
THE  STATE  OF  CALIFORNIA 

Mr.  Smith.  Congressman  Lehman. 

Mr.  Lehman.  Thank  you,  Mr.  Chairman,  Members  of  the  com- 
mittee. I  thank  you  for  the  opportunity  to  testify  before  you  this 
afternoon.  I  am  sure  that  you  are  going  to  craft  a  very  good  bill. 
I  know  you  have  a  difficult  job  doing  that. 

I  have  come  here  to  express  support  for  a  few  programs  that  are 
under  your  jurisdiction  that  are  vital  to  my  district  in  the  Central 
Valley  of  California.  I  would  like  to  just  highlight  three  of  them, 
and  my  complete  statement  will  go  into  detail  on  those  and  others. 

Mr.  Smith.  We  will  put  your  entire  statement  in  the  record. 

Mr.  Lehman.  First  of  all,  I  would  urge  you  to  fully  fund  bilingual 
and  immigrant  education,  migrant  education,  refugee  education 
and  to  begin  to  address  the  health  needs  of  the  immigrant  popu- 
lations. These  funds  are  critical  to  provide  quality  health,  edu- 
cation and  other  social  services  that  are  required  as  a  result  of 
Federal  immigration  and  border  control  policies  but  are  currently 
paid  for  by  States  and  localities. 

When  Congress  approved  the  Immigration  Reform  and  Control 
Act,  the  Federal  Government  made  a  financial  commitment  to  the 
States.  We  have  not  lived  up  to  that  commitment.  Cities,  counties 
and  States  have  had  to  provide  funding  for  those  services. 

California  bears  the  bulk  of  this  burden,  spending  over  $2  billion 
in  services  for  legal  and  illegal  immigrants  out  of  its  already 
overstretched  budget.  This  means  that  funds  for  parks,  police, 
roads  or  homeless  shelters  are  cut  back  to  make  up  for  the  shortfall 
in  the  federally  mandated  program.  This  is  killing  us  in  California, 
and  I  just  believe  it  is  something  we  finally  have  to  address  here 
if  we  are  going  to  have  any  support  at  all  for  the  policies  that  we 
have. 

On  another  front,  I  would  urge  the  subcommittee  to  fully  fund 
the  Job  Corps  program.  Job  Corps  addresses  the  root  causes  of  pov- 
erty and  the  other  probables  that  face  at-risk  youth  by  providing 
comprehensive  support  services  such  as  education  and  vocational 
training,  residential  living  and  student  support  services,  drug 
abuse  counseling,  social  skills  training,  parent  education,  health 
care  services  and  job  replacement. 

I  have  a  reason  for  wanting  you  to  provide  full  funding.  I  cer- 
tainly would  like  to  get  a  Job  Corps  facility  in  the  San  Joaquin  Val- 
ley of  California  in  the  area  that  I  represent.  There  is  not  one  in 
the  entire  San  Joaquin  Valley  where  we  have  six  congressional  dis- 
tricts at  the  present  time,  where  we  have  twice  the  unemployment 
of  the  rest  of  the  State.  Every  year  in  my  district  alone  over  3,800 
teenage  women  become  pregnant,  1,800  give  birth,  there  are  almost 
700  teen-headed  AFDC  households,  and  our  youth  unemployment 
rate  exceeds  25  percent. 

Clearly,  there  is  a  desperate  need  for  a  program  of  this  kind  in 
our  area,  and  with  full  funding  of  Job  Corps  there  will  be  funds 
available,  I  am  told,  for  several  new  centers.  I  urge  the  committee 
to  consider  Fresno  for  one  of  those  centers,  and  we  currently  have 
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an  application  in  the  hopper.  I  hope  you  will  look  favorably  towards 
making  us  a  priority. 

I  also  want  to  bring  up  another  subject,  Mr.  Chairman,  and  ex- 
press my  support  for  increased  funding  for  educational  technology. 
As  the  information  revolution  develops,  our  schools  are  being  left 
behind.  I  strongly  believe  that  before  we  get  500  channels  of  pro- 
gramming on  our  televisions,  we  should  have  every  classroom  in 
America  linked  up  to  the  Internet  through  computers  readily  avail- 
able to  students. 

Currently  in  California  we  have  five  million  students  in  K 
through  12.  Only  3  percent  of  our  classrooms  are  connected  to  any 
network.  I  understand  the  national  average  is  about  12  percent. 
Yes,  California  is  the  home  of  the  Silicon  Valley  and  some  of  the 
most  innovative  and  technology-intensive  business  in  the  country, 
but  we  rank  last  in  the  United  States  in  computer-to-student  ratio. 
There  is  no  way  we  are  going  to  be  able  to  compete  internationally 
without  giving  our  students  and  teachers  the  opportunities  to  work 
with  this  technology  on  a  daily  basis. 

By  the  way,  I  note  Iowa  is  number  one. 

Mr.  Smith.  Is  it? 

Mr.  Lehman.  No  coincidence,  I  am  sure. 

In  the  Central  Valley  of  California,  we  are  somewhat  remote 
from  the  Bay  Area  and  Southern  California.  It  is  not  very  easy  to 
access  the  resources  those  metropolitan  regions  have.  I  am  sure 
that  is  like  situations  in  other  rural  areas  of  the  country  where  we 
have  minimum  access  to  specialized  information  that  could  spark 
an  interest  in  a  young  child  or  increase  the  realm  of  educational 
possibilities  for  students.  I  urge  you  to  come  up  with  some  innova- 
tive ways  to  address  these  problems  as  well. 

Finally,  I  would  urge  you  to  increase  funding  for  other  vital  edu- 
cation programs  such  as  Impact  Aid,  school  nutrition  and  Head 
Start. 

There  are  many  other  worthwhile  programs  I  would  like  to  men- 
tion, but  these  are  among  three  of  the  most  successful  and  most 
helpful  in  my  area,  and  I  hope  you  will  look  favorably  on  them. 

Thank  you  for  your  time  and  attention.  You  have  a  hard  job.  I 
do  not  envy  your  position  of  making  these  difficult  choices. 

Mr.  Smith.  Well,  we  thank  you.  And,  as  you  know,  the  adminis- 
tration does  want  the  increase  in  Job  Corps.  It  is  a  program  that 
works.  To  the  extent  we  have  money,  I  think  everybody  agrees  we 
need  to  do  that. 

I  am  surprised  to  learn,  though,  that  California  is  so  far  behind 
on  education  technology.  Those  firms  out  there  do  not  offer  to  give 
slightly  obsolete  models  to  the  schools? 

Mr.  Lehman.  They  do,  but  there  is  not  enough  of  it.  It  is  more 
than  just  having  the  computer  models.  It  is  having  the  infrastruc- 
ture set  up  with  the  networks.  And  you  have  to  have  teachers  who 
are  friendly  with  it. 

We  need  a  big  program  in  that  regard,  but  the  whole  country 
does.  I  do  not  think  we  are  going  to  be  competitive  unless  we  get 
students  today  in  that  technology  as  quickly  as  we  can.  Vitally  im- 
portant. 
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Mr.  Smith.  We  will  include  your  full  statement  in  the  record. 

Mr.  Lehman.  Thank  you. 

[The  prepared  statement  follows:] 
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TESTIMONY  OP  THE  HONORABLE  RICHARD  H.  LEHMAN 
BEFORE  THE  APPROPRIATIONS  SUBCOMMITTEE  ON 
LABOR-HEALTH  AND  HUMAN  SERVICES-EDUCATION 

MAY  3,  1994 

Mr.  Chairman,  I  would  like  to  thank  you  for  the  opportunity 
to  testify  before  your  subcommittee  this  afternoon.   I  am  sure 
that  your  effective  stewardship  will  guide  the  subcommittee's 
work  to  shape  the  vital  sectors  of  Labor,  Health  and  Human 
Services,  and  Education  in  the  years  to  come. 

I  have  come  here  this  afternoon  to  express  support  for  a 
number  of  programs  under  the  subcommittee's  jurisdiction  that  are 
vital  to  the  Central  Valley  of  California. 

Fresno  is  in  the  top  20  of  the  fastest  growing  cities  in  the 
United  States.   This  incredible  growth  has  created  a  number  of 
problems  and  has  also  placed  unigue  demands  on  many  existing 
domestic  programs  that  benefit  youth  and  their  families.   There 
are  three  programs  that  I  would  like  to  highlight  today  that  are 
especially  important  to  the  Central  Valley  and  to  California  as  a 
whole. 

First  of  all,  I  would  urge  you  to  fully  fund  Bilingual  and 
Immigrant  Education,  Migrant  Education,  Refugee  Education,  and 
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begin  to  address  the  health  needs  of  the  immigrant  populations. 
These  funds  are  critical  to  providing  guality  health,  education, 
and  other  social  services  that  are  reguired  as  a  result  of 
federal  immigration  and  border  control  policies,  but  are  paid  for 
by  the  states  and  localities. 

When  Congress  approved  the  Immigration  Reform  and  Control 
Act,  the  Federal  Government  made  a  financial  commitment  to  the 
states.   We  have  not  lived  up  to  this  obligation  and  states, 
counties,  and  cities  have  had  to  provide  funding  for  services. 
California  bears  the  bulk  of  this  burden,  spending  over  $2 
billion  in  services  for  legal  and  illegal  immigrants  out  of  its 
overstretched  budget.   This  means  that  funds  for  parks,  police, 
roads,  or  a  homeless  shelter  are  cut  back  to  make  up  for  the 
shortfall  in  the  federally  mandated  program. 

On  another  front,  I  would  urge  the  subcommittee  to  fund  the 
Job  Corps.   Job  Corps  addresses  the  root  causes  of  poverty  and 
the  other  problems  that  face  at-risk  youth  by  providing 
comprehensive  support  services  such  as  education  and  vocational 
training,  residential  living  and  student  support  services,  drug 
abuse  counseling,  social  skills  training,  parenting  education, 
health  care  services,  and  job  placement. 

The  benefits  of  the  Job  Corps  Program  reverberate  throughout 
the  community.   I  have  seen  first-hand  the  commitment  from  people 
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in  my  community  who  want  a  Job  Corps  Center  in  Fresno.   I  am  not 
sure  if  you  are  aware,  Mr.  Chairman,  but  in  the  entire  Central 
Valley  of  California  there  is  not  one  single  Job  Corp  Center. 

And  yet,  the  need  is  simply  tremendous.   For  example,  in 
Fresno,  one  out  of  every  three  high  school  students  drop  out 
before  their  class  graduates.   Every  year,  over  3,800  teenage 
women  become  pregnant  and  1,800  give  birth.   There  are  almost  700 
teen-headed  AFDC  households,  and  our  youth  unemployment  rate 
exceeds  25%.   Clearly,  there  is  a  very  real  need  for  a  Job  Corps 
Center  in  Fresno.   With  full  funding  of  Job  Corps  there  will  be 
funds  available  for  several  new  centers.   I  urge  the  subcommittee 
to  consider  Fresno  for  one  of  these  new  centers. 

Presently,  various  agencies  and  community  groups  are 
preparing  an  application  for  a  Job  Corps  Center.   In  this  year's 
appropriation,  I  urge  you  to  look  favorably  on  the  extreme  needs 
in  the  Central  Valley  and  make  them  a  priority  for  a  new  center. 

I  also  want  to  mention,  Mr.  Chairman,  my  support  for 
increased  funding  for  educational  technology.   As  the  information 
revolution  develops,  are  schools  are  being  left  behind.   I 
strongly  believe  that  before  we  get  500  channels  of  programming 
on  our  televisions,  we  should  have  every  classroom  in  America 
linked  up  to  the  Internet  through  several  computers  which  are 
readily  available  to  students. 
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California,  the  home  of  Silicon  Valley  and  some  of  the  most 
innovative  and  technology-intensive  businesses  in  the  country, 
ranks  last  in  the  United  States  in  computer  to  student  ratio. 
There  is  no  way  that  we  are  going  to  compete  internationally 
without  giving  our  teachers  and  students  opportunities  to  work 
with  computers  and  information  technology  on  a  daily  basis. 

In  the  Central  Valley  of  California,  which  is  somewhat 
isolated  from  the  Bay  Area  and  Southern  California,  it  is  not 
very  easy  to  access  the  wonderful  resources  of  these  metropolitan 
regions  or  the  rest  of  the  United  States.   This  mirrors  the 
situation  in  states  throughout  the  country  which  have  minimal 
access  to  specialized  information  that  might  spark  an  interest  in 
a  young  child  or  increase  the  realm  of  educational  possibilities 
for  students. 

Currently,  the  Central  Valley  is  trying  to  join  together  to 
share  the  resources  they  have  through  telecommunications.   This 
involves  closed  circuit  systems,  satellite  dishes,  in-house  video 
production,  and  data  links.   All  of  this  technology  requires  full 
funding  and  flexibility  in  Chapter  1  and  Chapter  2  programs  so 
that  schools  can  build  the  infrastructure  that  is  needed  to 
expand  our  children's  horizons. 

In  addition,  I  would  also  urge  you  to  increase  funding  for 
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other  vital  education  programs  such  as  Impact  Aid,  school 
nutrition,  and  Head  Start.   There  are  many  other  worthwhile 
programs  that  I  would  like  to  mention,  but  I  am  nearly  out  of 
time. 

I  thank  you  for  your  time  and  your  attention  to  my 
testimony.   You  have  a  hard  job,  Mr.  Chairman,  and  I  certainly  do 
not  envy  your  position  in  having  to  make  many  choices  on  many 
different  programs  with  very  limited  resources.   I  thank  you  for 
your  consideration  and  I  would  be  happy  to  discuss  with  you 
further  any  of  issues  I  have  raised  in  my  testimony. 
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Wednesday,  May  4,  1994. 

WITNESS 

HON.    MARJORIE    MARGOLIES-MEZVINSKY,    A    REPRESENTATIVE    IN 
CONGRESS  FROM  THE  STATE  OF  PENNSYLVANIA 

Mr.  Smith.  Congresswoman  Marjorie  Margolies-Mezvinsky. 

Ms.  Margolies-Mezvinsky.  Thank  you,  Mr.  Chairman. 

I  have  two  items:  one  very  short,  the  Children's  Literacy  Initia- 
tive; and  one  somewhat  more  complex,  and  that  has  to  do  with 
women's  and  children's  health  services  program. 

Let  me  just  tell  you  a  little  bit  about  the  Children's  Literacy  Ini- 
tiative. I  have  submitted  a  statement  for  the  record  along  with  a 
folder  of  information. 

Mr.  Smith.  We  will  put  the  full  statement  in  the  record. 

Ms.  Margolies-Mezvinsky.  Thank  you. 

Basically,  the  success  of  the  Children's  Literacy  Initiative,  CLI, 
which  enhances  the  opportunity  for  low-income  children  to  succeed 
in  school,  is  at  stake.  CLI  trains  teachers,  parents  and  caregivers 
in  emergent  literacy  or  literature-based  teaching  and  read-aloud 
practices.  The  amount  that  is  required  is  $162,500  for  Montgomery 
County's  Head  Start  programs  and  day  care  programs. 

The  next  has  to  do  with  a  women  and  children's  health  services 
program.  I  really  appreciate  the  opportunity  to  address  the  sub- 
committee today  on  a  matter  of,  really,  of  critical  importance  to  the 
Nation,  the  growing  need  for  health-related  services  for  women  and 
children.  Those  services  are  needed  to  help  alleviate  this  national 
problem.  The  Mercy  Health  Corporation  proposes  that  it  form  a 
women  and  children's  health  services  program  to  serve  the  resi- 
dents of  Montgomery  County  and  surrounding  communities  and  to 
serve  as  a  national  model. 

A  long-term  provider  of  comprehensive  service  to  all  sectors  of 
the  population,  the  Mercy  system  has  the  ability  to  bring  together 
all  appropriate  clinical,  administrative  and  technological  resources 
to  deliver  quality  preventive  care,  mental  health  and  substance 
abuse  services,  pregnancy-related  services,  pediatric  services, 
health  education  classes  and  a  wide  range  of  other  services  which 
are  appropriate  to  this  population. 

Mercy  plans  to  heed  the  Health  Security  Act  plan  to  expand  ac- 
cess to  care  by  responding  to  the  unique  needs  of  each  stage  of  life 
and  by  responding  to  populations  in  need.  With  this  mission  in 
mind,  Mercy  has  noted  that  in  the  Norristown  and  Lower  Merion- 
Bala  Cynwyd  communities  alone,  the  nonwhite  infant  mortality 
rates  per  thousand  are  21.4  and  30.3  respectively.  The  average  for 
these  two  communities,  25.85,  is  above  that  of  the  entire  region. 

Therefore,  in  this  environment,  Mercy  proposes  to  build,  manage 
and  staff  three  strategically  located  health  care  facilities  to  meet 
the  needs  of  women  and  children  in  order  to  provide  services  for 
those  most  in  need.  Locations  of  the  health  care  centers  will  be  pin- 
pointed in  Bala  Cynwyd-Lower  Merion  township  along  U.S.  Route 
495  between  Conshohocken  and  Norristown,  and  in  the 
Montgomeryville  area. 

Additionally,  these  facilities  will  have  access  to  Mercy  care  hos- 
pitals, including  Misericordia,  Mercy  Haverford  and  will  provide 
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many  other  services — access  to  physicians  and  other  health  profes- 
sionals, mental  health  and  substance  abuse  services  and  the  like. 

Mr.  Chairman,  as  you  are  aware,  the  Health  Security  Act  as  well 
as  other  proposals  from  Republican  and  Democrat  Members  of  Con- 
gress call  for  guaranteed  comprehensive  health  coverage  for  all 
Americans  regardless  of  health  or  employment  status. 

In  addition,  the  Health  Security  Act  identifies  priority  areas  for 
preventive  research,  including  child  health,  reproductive  health, 
mental  health,  nutritional  health,  environmentally  related  dis- 
eases. All  of  these  have  been  explained  in  detail  in  the  formal 
statement.  Any  successful  program  geared  specifically  towards 
women  and  children  must  integrate  all  the  areas  of  focus  listed 
above  and  utilize  several  disciplines  to  provide  a  comprehensive 
array  of  services  and  deliver  services  in  an  effective  manner. 

Mercy  Health  Corporation  has  the  expertise  to  weave  all  of  these 
services  into  a  comprehensive  and  well-organized  women  and  chil- 
dren health  care  program.  In  order  to  implement  a  program  of  this 
proportion,  which  is  described  in  our  proposal,  an  organization 
must  have  a  track  record  of  successful  operation,  and  it  does. 

Building  upon  numerous  successful  programs  for  women  and 
children,  Mercy  Health  Corporation  proposes  to  establish  a  women 
and  children's  health  service  program  in  Montgomery  County.  As 
part  of  this  effort,  I  ask  you,  Mr.  Chairman,  to  provide  $10  million 
for  program  development,  feasibility  studies,  construction  costs  for 
three  sites  in  critical  need  areas  which  we  have  just  talked  about 
and  start-up  operating  costs.  Mercy  is  prepared  to  match  this 
amount.  Further,  Mercy  is  prepared  to  have  the  centers  open  for 
operation  within  a  year. 

I  thank  you  very  much  for  your  leadership  on  issues  like  this.  I 
thank  you  for  having  me  here.  I  hope  that  we  can  provide  this  kind 
of  service  in  our  area,  and  it  would  be,  I  think,  a  good  step  in  the 
right  direction  for  all  Americans. 

Mr.  SMITH.  Thank  you  very  much  for  your  statement,  and  we 
will  include  the  full  statement  in  the  record.  We  will  do  the  best 
we  can. 

Ms.  Margolies-Mezvinsky.  Thank  you. 

Mr.  Smith.  Thank  you. 

[The  prepared  statement  follows:! 
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STATEMENT  OF  REPRESENTATIVE  MAR JOR IE  MARGOLIES-MEZVINSKY 

REGARDING  THE  CHILDREN'S  LITERACY  INITIATIVE 

BEFORE  THE  HOUSE  COMMITTEE  ON  APPROPRIATIONS 

SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES,  AND  EDUCATION 

MAY  4,  1994. 


MR.  CHAIRMAN  AND  MEMBERS  OF  THE  SUBCOMMITTEE: 

WITHIN  PENNSYLVANIA,  THERE  IS  A  WONDERFUL  PROGRAM  KNOWN  AS  THE 
"CHILDREN'S  LITERACY  INITIATIVE"  (CLI)  THAT  HAS  BEEN  SUCCESSFUL  IN 
AREAS  OF  PENNSYLVANIA.  HOWEVER,  DUE  TO  LACK  OF  FUNDING,  THIS  REMARKABLE 
PROGRAM  IS  UNABLE  TO  EXTEND  INTO  MY  DISTRICT.  THEREFORE,  I  ASK  YOUR 
ASSISTANCE  IN  FUNDING  FOR  THIS  PROGRAM. 

CLI  ENHANCES  THE  OPPORTUNITY  FOR  LOW- INCOME  CHILDREN  TO  SUCCEED 
IN  SCHOOL.  CLI  TRAINS  TEACHERS,  PARENTS  AND  CAREGIVERS  IN  "EMERGENT 
LITERACY"  (LITERATURE-BASED)  TEACHING  AND  READ -ALOUD  PRACTICES ,  AS  WELL 
AS  PROVIDING  INFORMATION  ABOUT  CREATING  LITERACY  ENVIRONMENTS  IN 
CLASSROOMS  AND  AT  HOME . 

CLI  WAS  FOUNDED  IN  JUNE  1988  BY  LINDA  KATZ  AND  MARCIA  MOON,  AND 
WAS  AN  OUTGROWTH  OF  CHILDREN'S  EXPO,  A  PHILADELPHIA  BOOK  EVENT  WHICH 
ATTRACTED  OVER  25,000  TEACHERS,  PARENTS,  AND  CHILDREN.  THIS  NUMBER 
DOES  NOT  INCLUDE  ANY  OF  CLI ' S  FOLLOW-UP  TRAINING,  SUMMER  READING 
PROGRAMS,  AFTER- SCHOOL  PROGRAMS,  TEEN  PARENT  PROGRAMS  OR  WORKSHOPS 
FOR  HOME  DAY-CARE  PROVIDERS.  CLI  TRAINING  IS  IN  DEMAND  BECAUSE 
TEACHERS  AND  PARENTS  WANT  THE  BEST  FOR  THEIR  CHILDREN.  THEY  WANT 
TRAINING  AND  THEY  WANT  TO  LEARN  NEW  LITERACY  TECHNIQUES. 

WHEN  FULLY  FUNDED  AT  $162,500,  CLI '  S  MONTGOMERY  COUNTY  INITIATIVE 
WILL  PROVIDE  EMERGENT  LITERACY  TRAINING  AT  ALL  18  MONTGOMERY  COUNTY 
HEAD  START  CENTERS  (25  HEAD  START  CLASSROOMS  SERVING  APPROXIMATELY  450 
CHILDREN)  AND  SEVEN  "DAY  CARE  ASSOCIATION  OF  MONTGOMERY  COUNTY  CENTERS" 
(35  CLASSROOMS  SERVING  APPROXIMATELY  650  CHILDREN.) 

THE  MONTGOMERY  COUNTY  INITIATIVE  WILL  PROVIDE  TRAINING  AT  2  5  HEAD 
START  CENTERS  AND  SUBSIDIZED  DAY  CARE  CENTERS.  EACH  CENTER  WILL  RECEIVE 
FOUR  TWO-HOUR  STAFF  WORKSHOPS  AND  TWO  TWO-HOUR  PARENT  WORKSHOPS.  ALONG 
WITH  THE  TRAINING,  EACH  OF  THE  SIXTY  CLASSROOMS  WILL  RECEIVE  A 
SUBSTANTIAL  CLASSROOM  LIBRARY  COLLECTION  OF  APPROXIMATELY  ONE  HUNDRED 
QUALITY  CHILDREN'S  BOOKS.  IN  ADDITION  TO  THESE  BOOKS,  EACH  CHILD  WILL 
RECEIVE  ONE  BOOK  TO  TAKE  HOME  (APPROXIMATELY  1 ,  100  BOOKS  DISTRIBUTED)  , 
AND  EACH  PARENT  ATTENDING  THE  PARENT'S  WORKSHOPS  WILL  RECEIVE  ONE  BOOK 
TO  TAKE  HOME  (APPROXIMATELY  2,200  BOOKS  DISTRIBUTED.)  ALSO,  CLI 
SUPPLIES  EACH  CLASSROOM  WITH  LITERACY  MATERIALS  TO  ENHANCE  THEIR  NEW 
BOOK  CORNERS  --  THESE  MATERIALS  INCLUDE  BOOK  RACKS,  BEAN  BAG  CHAIRS, 
POSTERS,  BOOK  COVERS,  RHYMING  MITTS,  AND  PUPPETS. 

IN  AN  INDEPENDENT  EVALUATION  OF  CLI  TRAINING  CONDUCTED  IN  1990, 
DR.  BARBARA  HEYNS  (CENTER  FOR  APPLIED  SOCIAL  SCIENCE  RESEARCH,  NYU) 
DETERMINED  THAT  CLI  TRAINING: 

1.    INCREASED  THE  ABILITY  OF  DAY  CARE  STAFF  MEMBERS  TO  DEVELOP 
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READING  INTEREST  AND  READING  SKILLS  IN  CHILDREN 
2  .    IMPROVED  THE  DAY  CARE  ENVIRONMENTS 
3.    IMPROVED  RELATIONSHIPS  BETWEEN  TEACHERS  AND  PARENTS. 

THE  MONTGOMERY  COUNTY  CHILDREN'S  LITERACY  INITIATIVE  WILL  BE 
BASED  ON  THE  MODEL  PROVIDED  BY  CLI'S  SUCCESSFUL  INITIATIVE  IN  CHESTER 
COUNTY  FROM  1991  TO  1993. 

I  BELIEVE  THAT  LOW- INCOME  CHILDREN  SERVED  BY  THESE  DAY  CARE 
CENTERS  IN  MONTGOMERY  COUNTY  WILL  BENEFIT  GREATLY  FROM  THE  FUNDING  OF 
EMERGENT  LITERACY  TRAINING  AT  THEIR  DAY  CARE  CENTERS. 

MR.  CHAIRMAN,  I  THANK  YOU  FOR  YOU  LEADERSHIP  IN  ISSUES  RELATED 
TO  CHILDREN  AND  LEARNING;  AND  I  AM  HOPEFUL  THAT  YOU  WILL  FUND  THIS 
CREDIBLE  LEARNING  PROGRAM  FOR  MONTGOMERY  COUNTY. 
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STATEMENT  OF  REPRESENTATIVE  MARJORIE  MARGOLIES-MEZVINSKY 

REGARDING  MERCY  HEALTH  CORPORATION 

WOMEN  AND  CHILDREN'S  HEALTH  SERVICES  PROGRAM 

PROPOSAL  TO  THE  UNITED  STATES  CONGRESS 

BEFORE  THE  HOUSE  COMMITTEE  ON  APPROPRIATIONS 

SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES 

MAY  4,  1994 . 

MR.  CHAIRMAN  AND  MEMBERS  OF  THE  SUBCOMMITTEE: 

I  APPRECIATE  THE  OPPORTUNITY  TO  ADDRESS  THE  SUBCOMMITTEE  ON  A 
MATTER  OF  CRITICAL  IMPORTANCE  TO  THE  NATION:  THE  GROWING  NEED  FOR 
HEALTH  RELATED  SERVICES  FOR  WOMEN  AND  CHILDREN.  TO  HELP  ALLEVIATE 
THIS  NATIONAL  PROBLEM,  THE  MERCY  HEALTH  CORPORATION  PROPOSES  THE 
FORMATION  OF  A  WOMEN  AND  CHILDREN  HEALTH  SERVICES  PROGRAM  TO  SERVE 
THE  RESIDENTS  OF  MONTGOMERY  COUNTY  AND  SURROUNDING  COMMUNITIES  AND  TO 
SERVE  AS  A  NATIONAL  MODEL. 

A  LONG  TIME  PROVIDER  OF  COMPREHENSIVE  SERVICES  TO  ALL  SECTORS  OF 
THE  POPULATION,  THE  MERCY  SYSTEM  HAS  THE  ABILITY  TO  BRING  TOGETHER  ALL 
APPROPRIATE  CLINICAL,  ADMINISTRATIVE  AND  TECHNOLOGICAL  RESOURCES  TO 
DELIVER  QUALITY  PREVENTIVE  CARE,  MENTAL  HEALTH  AND  SUBSTANCE  ABUSE 
SERVICES,  PREGNANCY -RELATED  SERVICES,  PEDIATRIC  SERVICES,  HEALTH 
EDUCATION  CLASSES  AND  A  WIDE  RANGE  OF  OTHER  SERVICES  APPROPRIATED  TO 
THIS  POPULATION. 

MERCY  PLANS  TO  HEED  THE  "HEALTH  SECURITY  ACT"  PLAN  TO  EXPAND 
ACCESS  TO  CARE  BY  RESPONDING  TO  THE  UNIQUE  NEEDS  OF  EACH  STAGE  OF  LIFE 
AND  BY  RESPONDING  TO  POPULATIONS  IN  NEED.  WITH  THIS  MISSION  IN  MIND, 
MERCY  HAS  NOTED  THAT  IN  THE  NORRISTOWN  AND  LOWER  MERION/BALA  CYNWYD 
COMMUNITIES  ALONE,  THE  NON-WHITE  INFANT  MORTALITY  RATES  PER  THOUSAND 
ARE  21.4  AND  3  0.3  RESPECTIVELY.  THE  AVERAGE  FOR  THESE  TWO  COMMUNITIES, 
25.85,  IS  ABOVE  THAT  OF  THE  ENTIRE  REGION.  THEREFORE,  IN  THIS 
ENVIRONMENT,  MERCY  PROPOSES  TO  BUILD,  MANAGE,  AND  STAFF  THREE 
STRATEGICALLY  LOCATED  HEALTH  CARE  FACILITIES  TO  MEET  THE  NEEDS  OF  WOMEN 
AND  CHILDREN. 

IN  ORDER  TO  PROVIDE  SERVICES  FOR  THOSE  MOST  IN  NEED,  LOCATIONS  OF 
THE  HEALTH  CARE  CENTERS  WILL  BE  PINPOINTED  IN  BALA  CYNWYD/LOWER  MERION 
TOWNSHIP;  ALONG  U.  S.  ROUTE  495  BETWEEN  CONSHOHOCKEN  AND  NORRISTOWN; 
AND  IN  THE  MONTGOMERYVILLE  AREA.  ADDITIONALLY,  THESE  FACILITIES  WILL 
HAVE  ACCESS  TO  MERCY  ACUTE  CARE  HOSPITALS,  INCLUDING  MISERICORDIA  AND 
MERCY  HAVERFORD,  AND  WILL  PROVIDE  EMERGENCY  HEALTH  CARE  SERVICES, 
ACCESS  TO  PHYSICIANS  AND  OTHER  HEALTH  PROFESSIONALS,  MENTAL  HEALTH  AND 
SUBSTANCE  ABUSE  SERVICES,  AMBULATORY  SERVICES,  AND  ALL  OTHER  HOSPITAL 
RELATED  CARE. 

IN  ORDER  TO  MAKE  THIS  PROGRAM  A  REALITY,  MERCY  IS  REQUESTING  A 
FEDERAL  GRANT  IN  THE  AMOUNT  OF  TEN  MILLION  DOLLARS  FOR  START-UP  COSTS, 
CONSTRUCTION  OF  FACILITIES,  AND  RELATED  COSTS.  AS  PART  OF  THIS 
PROPOSAL,  MERCY  WILL  MATCH  THE  FEDERAL  SHARE  AND  OFFER  THE  UNITED 
STATES  DEPARTMENT  OF  HEALTH  AND  HUMAN  SERVICES  AND  OTHER  APPROPRIATE 
AGENCIES  THE  OPPORTUNITY  TO  DEVELOP  AND  MONITOR  INNOVATIVE  EDUCATION 
AND  PREVENTIVE  CARE  PROGRAMS,  WHICH  COULD  INCLUDE  A  POINT-OF-SERVICE 
TECHNOLOGY  PROJECT,  TO  BE  PILOTED  AT  THE  MERCY  CENTERS. 
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MR.  CHAIRMAN,  AS  YOU  ARE  AWARE,  THE  HEALTH  SECURITY  ACT,  AS  WELL 
AS  OTHER  PROPOSALS  FROM  REPUBLICAN  AND  DEMOCRATIC  MEMBERS  OF  CONGRESS 
ALIKE,  CALL  FOR  GUARANTEED  "COMPREHENSIVE  HEALTH  COVERAGE"  FOR  ALL 
AMERICANS  REGARDLESS  OF  HEALTH  OR  EMPLOYMENT  STATUS.  IN  ADDITION, 
THE  HEALTH  SECURITY  ACT  IDENTIFIES  PRIORITY  AREAS  FOR  PREVENTION 
RESEARCH  THAT  INCLUDE: 


CHILD  HEALTH,  INCLUDING  PERINATAL  HEALTH,  BIRTH 
DEFECTS  AND  DISEASES  OF  CHILDHOOD,  UNINTENTIONAL  INJURIES, 
LEARNING  AND  COGNITIVE  DEVELOPMENT,  AND  ADOLESCENT  HEALTH. 

REPRODUCTIVE  HEALTH,  SEXUALLY  TRANSMITTED  DISEASES, 
ADOLESCENT  PREGNANCY,  AND  PREGNANCY -RELATED  COMPLICATIONS  . 

MENTAL  HEALTH,  INCLUDING  RESEARCH  IN  THE  AREA  OF 
MENTAL  DISORDERS  IN  ADOLESCENTS,  CHILD  ABUSE  AND  NEGLECT, 
WOMEN'S  MENTAL  HEALTH,  AND  VIOLENCE. 

NUTRITIONAL  HEALTH  INCLUDING  DIETARY  LINKS  TO  DISEASE 
AND  OBESITY. 

PRIORITY  CHRONIC  AND  ENVIRONMENTALLY  RELATED  DISEASES 
THAT  ARE  RELATED  TO  VIOLENCE  AND  INJURY  WHICH  IS  THE  LEADING 
CAUSE  OF  DEATH  AMONG  CHILDREN,  ADOLESCENTS,  AND  YOUNG 
ADULTS . 

HEALTH  RELATED  BEHAVIOR  TRAINING,  ESPECIALLY  AS  IT 
RELATES  TO  INFANT  MORTALITY  AND  MORBIDITY.  SUCH  TRAINING 
MUST  BE  CLOSELY  LINKED  TO  SOCIAL  SERVICES  AND  PUBLIC 
EDUCATION  SERVICES  INCLUDING  PROGRAMS  OF  HOME  VISITING,  CASE 
MANAGEMENT  FOR  CHILDREN  WITH  SPECIAL  NEEDS,  AND  CHILD  AND 
SPOUSE  ABUSE  SERVICES. 


ADDITIONALLY,  IT  HAS  BEEN  WIDELY  RECOGNIZED  THAT  STUDIES  OF  THE 
EFFECTS  OF  DISEASE  IN  WOMEN  HAVE  BEEN  SADLY  DEFICIENT  OR  NON-EXISTENT. 
AS  A  RESULT,  HEALTH  CARE  DELIVERED  TO  WOMEN  IS  BASED  ON  RESULTS 
GENERATED  FROM  STUDIES  OF  MEN.  RECOGNIZING  THE  IMPORTANCE  OF  HEALTH 
CARE  WHICH  ADDRESSES  THE  TOTAL  AND  UNIQUE  NEEDS  OF  WOMEN,  MERCY 
PROPOSES  TO  INCLUDE  MIDLIFE  SERVICES  AS  PART  OF  ITS  COMPREHENSIVE  ARRAY 
OF  WOMEN'S  SERVICES.  MIDLIFE  SERVICES  INCLUDE  DIAGNOSIS  AND  TREATMENT 
OF  CANCER,  PARTICULARLY  BREAST  CANCER,  CARDIOVASCULAR  DISEASE, 
UROGYNECOLOGICAL  PROBLEMS,  AND  SPECIFIC  DISEASES  WHICH  PREDOMINATELY 
AFFECT  WOMEN  SUCH  AS  OSTEOPOROSIS.  MIDLIFE  SERVICES  WOULD  ALSO  INCLUDE 
STUDYING,  EVALUATING,  AND  EDUCATING  WOMEN  ABOUT  THE  ROLE  OF  EXERCISE 
ON  THEIR  PHYSIOLOGY.  WOMEN  WHO  ARE  PAST  CHILD  BEARING  YEARS  WOULD 
RECEIVE  TWO  GENERAL  EXAMINATIONS  PER  YEAR  WITH  SPECIAL  ATTENTION  GIVEN 
TO  THEIR  UNIQUE  HEALTH  CARE  NEEDS.  IN  ADDITION  TO  PROVIDING 
APPROPRIATE  CARE,  THERE  IS  A  BONUS  TO  IMPLEMENTING  THIS  FORWARD 
THINKING  HEALTH  CARE  MODEL  WHICH  IS  THE  COLLECTION  OF  IMPORTANT  DATA 
ABOUT  WOMEN'S  HEALTH. 

ANY  SUCCESSFUL  PROGRAM  GEARED  SPECIFICALLY  TOWARD  WOMEN  AND 
CHILDREN  MUST:  INTEGRATE  ALL  OF  THE  AREAS  OF  FOCUS  LISTED  ABOVE, 
UTILIZE  SEVERAL  DISCIPLINES  TO   PROVIDE  A   COMPREHENSIVE  ARRAY  OF 
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SERVICES,  AND  DELIVER  SERVICES  IN  AN  EFFICIENT  MANNER.  MERCY  HEALTH 
CORPORATION  HAS  THE  EXPERTISE  TO  WEAVE  ALL  OF  THESE  SERVICES  INTO  A 
COMPREHENSIVE  AND  WELL  ORGANIZED  WOMEN  AND  CHILDREN  HEALTH  CARE 
PROGRAM . 

AS  YOU  KNOW,  MR.  CHAIRMAN,  THE  FOCUS  ON  WOMEN  AND  CHILDREN  HEALTH 
SERVICES  IS  A  PROMINENT  FEATURE  OF  MOST  PLANS  BEING  DISCUSSED  AT 
FEDERAL  AND  STATE  LEVELS.  OVER  THE  PAST  TWO  YEARS  SEVERAL  PROGRAMS 
HAVE  BEEN  GEARED  TOWARD  THESE  SERVICES  INCLUDING  "HEALTH  BEGINNINGS" 
AND  "HEALTH  BEGINNINGS  PLUS."  THE  TIME  IS  NOW  TO  IMPLEMENT  A 
PUBLIC/PRIVATE  INITIATIVE  IN  MONTGOMERY  COUNTY  TO  ADDRESS  THE  NEEDS 
OF  A  DISADVANTAGED  POPULATION  AND  TO  SERVE  AS  A  MODEL  FOR  THE  NATION. 

IN  ORDER  TO  IMPLEMENT  A  PROGRAM  OF  THE  PROPORTIONS  DESCRIBED  IN 
THIS  PROPOSAL,  AN  ORGANIZATION  MUST  HAVE  A  TRACK  RECORD  OF  SUCCESSFUL 
OPERATION  IN  VIRTUALLY  ALL  ASPECTS  OF  HEALTH  CARE  FOR  WOMEN  AND 
CHILDREN.  MERCY  HEALTH  CORPORATION  HAS  THAT  RECORD.  THROUGH 
MISERICORDIA  HOSPITAL  IN  WEST  PHILADELPHIA,  FITZGERALD  MERCY  HOSPITAL 
IN  DARBY,  MERCY  HAVERFORD  HOSPITAL  IN  HAVERTOWN,  AND  THE  MERCY  HEALTH 
PLAN,  MERCY  HEALTH  CORPORATION  HAS  CONSISTENTLY  DELIVERED  HIGH  LEVELS 
OF  CARE  TO  WOMEN  AND  CHILDREN. 

BUILDING  UPON  THE  SUCCESSFUL  PROGRAMS,  MERCY  HEALTH  CORPORATION 
PROPOSES  TO  ESTABLISH  A  WOMEN  AND  CHILDREN'S  HEALTH  SERVICES  PROGRAM 
IN  MONTGOMERY  COUNTY .  AS  PART  OF  THIS  EFFORT,  I  ASK  YOU,  MR.  CHAIRMAN, 
TO  PROVIDE  TEN  MILLION  DOLLARS  ($10,000,000)  FOR  PROGRAM  DEVELOPMENT, 
FEASIBILITY  STUDIES,  CONSTRUCTION  COSTS  FOR  THREE  SITES  IN  CRITICAL 
NEED  AREAS  OF  MONTGOMERY  COUNTY,  AND  "START-UP"  OPERATING  COSTS.  MERCY 
IS  PREPARED  TO  MATCH  THIS  AMOUNT. 

THIS  EXCEPTIONAL  PROGRAM  WILL  BE  ADMINISTERED  FROM  THE  CORPORATE 
HEADQUARTERS  OF  MERCY  HEALTH  CORPORATION  AND  WILL  ESTABLISH  WOMEN  AND 
CHILDREN  HEALTH  CENTERS  IN  THE  NORRISTOWN/CONSHOHOCKEN, 
MONTGOMERYVILLE,  AND  BALA  CYNWYD  AREAS.  THESE  CENTERS  WILL  BE 
CONSTRUCTED  AND  EQUIPPED  AT  A  COST  OF  THREE  MILLION  DOLLARS 
($3,000,000)  AND  WILL  OPEN  FOR  OPERATION  WITHIN  ONE  YEAR. 

THE  PURPOSE  OF  THE  WOMEN  AND  CHILDREN  HEALTH  SERVICES  PROGRAM 
WILL  BE  TO  DEVELOP  AND  IMPLEMENT  A  COMPREHENSIVE  NETWORK  OF  SERVICES 
FOR  WOMEN  AND  CHILDREN  THROUGHOUT  MONTGOMERY  COUNTY.  THE  PROGRAM  WILL 
BE  GEARED  TO  ADDRESS  ISSUES  OF  WELLNESS/PREVENTION  AND  WILL  TAKE  A 
HOLISTIC  APPROACH  TO  PROVIDING  SERVICES  AND  CURES  FOR  PHYSICAL  AND 
MENTAL  AILMENTS  ALIKE.  THERE  IS  ALSO  THE  POTENTIAL  OF  UTILIZING  THESE 
CENTERS  AS  A  PILOT  PROJECT  FOR  THE  DEVELOPMENT  OF  A  "POINT-OF-SERVICE" 
INFORMATION  SYSTEM  WHICH  IS  A  VITAL  PART  OF  THE  CLINTON  ADMINISTRATION 
PLAN  TO  MINIMIZE  PAPERWORK  THROUGHOUT  THE  HEALTH  CARE  SYSTEM. 

MR.  CHAIRMAN,  I  THANK  YOU  FOR  YOUR  LEADERSHIP  IN  ISSUES  RELATED 
TO  HEALTH  CARE  FOR  ALL  AMERICANS.  IT  WILL  BE  MY  DISTINCT  PLEASURE  TO 
WORK  WITH  YOU  TO  ADDRESS  PERTINENT  HEALTH  CARE  ISSUES  AND  PROVIDE 
QUALITY  HEALTH  CARE  FOR  WOMEN  AND  CHILDREN. 
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Wednesday,  May  4,  1994. 

WITNESSES 

HON.  KAREN  L.  THURMAN,  A  REPRESENTATIVE  IN  CONGRESS  FROM 

THE  STATE  OF  FLORIDA 
GREGORY  GERMINO,  M.D.,  JOHNS  HOPKINS  UNIVERSITY 

Mr.  Smith.  Congresswoman  Karen  Thurman. 

Mrs.  Thurman.  Good  afternoon. 

Mr.  Chairman,  I  want  to  take  this  opportunity  to  thank  you  and 
the  committee  for  allowing  us  to  testify  before  your  committee 
today.  I  have  to  tell  you  that  the  issue  I  am  going  to  bring  before 
you  is  one  that  is  actually  in  my  family,  and  it  is  called  polycystic 
kidney  disease. 

Polycystic  kidney  disease  is  the  most  prevalent  of  chronic  lethal 
genetic  diseases,  affecting  some  600,000  Americans  and  actually  in- 
cluding some  in  my  family.  We  believe  that  research  is  the  only 
way  to  find  a  treatment  and  cure  for  PKD.  There  is  not  a  selective 
disease.  It  strikes  both  children  at  birth  and  adults  in  the  prime 
of  life.  If  you  have  PKD,  your  children  have  a  50  percent  chance 
of  inheriting  it. 

Each  year  in  the  United  States  several  thousand  people  are 
dying  from  PKD.  However,  we  are  fortunate  because  significant 
strides  have  been  made  in  the  study  and  treatment  of  PKD  leading 
to  the  improved  diagnosis  and  treatment  of  complications  caused 
by  PKD  and  improved  care  of  children  with  the  disease.  With  new 
advances  being  made,  the  scientific  community  and  those  affected 
are  excited  to  know  that  PKD  can  soon  be  treated  and,  before  long, 
even  possibly  cured. 

I  would  like  to  take  this  opportunity  to  thank  you  all,  because 
in  the  past  you  have  been  supportive  of  this  program,  and  because 
of  your  support  of  the  research,  obviously,  there  has  been  great 
strides  made. 

Today  we  are  lucky,  though,  I  believe,  to  have  Dr.  Gregory 
Germino,  the  Assistant  Professor  of  Medicine  at  Johns  Hopkins 
University  School  of  Medicine,  and  I  would  like  him  to  just  tell  you 
briefly  about  the  developments  in  this  area  to  give  you  an  idea  of 
the  kinds  of  things  they  are  doing  and,  thanks  to  you,  some  of  the 
successes  that  they  are  having. 

Mr.  Smith.  We  will  include  your  full  statement  in  the  record,  so 
if  you  would  just  briefly  highlight  it,  we  have  a  number  of  Members 
waiting. 

Dr.  Germino.  Thank  you  for  the  opportunity  to  present  this  tes- 
timony. 

As  you  know,  PKD  is  the  third  most  common  lethal  genetic  dis- 
ease, resulting  in  renal  failure.  Dialysis  and  transplantation  are 
thought  to  be  curative,  but  they  are  not.  Many  people  have  many 
complications  associated  with  the  disease. 

I  am  delighted  to  report  that  the  medical  research  and  scientific 
community  is  quickly  moving  towards  the  goal  of  identifying  the 
gene  causing  polycystic  kidney  disease  by  using  a  combination  of 
approaches  that  include  the  studies  of  affected  individuals  and 
their  families. 

Using  animal  models  of  polycystic  kidneys  last  year,  I  and  my 
colleagues  have  localized  a  chromosome  segregating  out  the  gene 
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responsible  for  the  second  most  common  form  of  the  disease.  Char- 
acterized factors  contributing  to  the  cystic  expansion  identified  the 
effective  gene  that  causes  a  form  of  renal  disease  in  mice,  and  we 
have  most  recently  discovered  a  compound  that  has  been  used  in 
the  treatment  of  cancer  is  very  effective  in  limiting  this  growth  and 
renal  failure  in  animal  models. 

I  and  others  have  been  seeking  since  1987  to  identify  the  genetic 
defects  causing  the  most  common  form  of  PKD.  Over  this  period, 
we  have  narrowed  the  search  from  over  500  candidate  genes  to  less 
than  20.  We  have  scanned  these  candidates  without  success  for 
clues  that  might  rapidly  identify  the  candidates  gene.  We  must  re- 
sort to  the  use  of  expensive  and  time-consuming  techniques  to  do 
so. 

Through  the  support  of  the  NIH  and  PKD  Foundation,  we  have 
developed  alternative  approaches  with  the  goal  of  expediting  the 
identification  and  characterization  of  this  gene  and  its  product.  No 
one  can  predict  with  confidence  when  the  gene  will  be  discovered. 
Its  discovery  and  characterization  will  revolutionize  the  discovery 
of  the  disorders  and  make  a  leap  forward  in  the  discovery  of  the 
cure.  I  urge  you  to  continue  funding  NIH  and  PKD  research  so  that 
we  may  accomplish  this  goal,  and  thank  you  for  your  past  support. 

Mr.  Smith.  Thank  you  very  much.  We  will  do  the  best  we  can. 

Mrs.  THURMAN.  Thank  you. 

[The  prepared  statement  follows:] 
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Thank  you  Mr.  Chairman.  I  appreciate  this  opportunity  to  urge 
you  to  strongly  fund  NIH,  and  especially  research  into  the  cause, 
treatment  and  cure  of  polycystic  kidney  disease  (PKD) . 

Polycystic  kidney  disease  is  the  most  prevalent  of  chronic, 
lethal  genetic  diseases,  affecting  some  600,000  Americans, 
including  members  of  my  family.  Research  is  the  only  way  to  find 
a  treatment  and  cure  for  PKD. 

This  is  not  a  selective  disease.  It  strikes  both  children  at 
birth  and  adults  in  the  prime  of  life.  If  you  have  PKD,  your 
children  have  a  50%  chance  of  inheriting  it.  Each  year  in  the 
United  States,  several  thousand  people  die  from  PKD. 

However,  significant  strides  have  been  made  in  the  study  and 
treatment  of  PKD  leading  to  the  improved  diagnosis  and  treatment  of 
complications  caused  by  PKD  and  improved  care  of  children  with  the 
disease.  With  new  advances  being  made,  the  scientific  community 
and  those  affected  are  excited  to  know  that  PKD  can  soon  be  treated 
and  before  long  cured. 

I  would  like  to  have  Dr.  Gregory  Germino,  Assistant  Professor 
of  Medicine,  at  The  Johns  Hopkins  University  School  of  Medicine, 
tell  you  briefly  about  developments  in  this  area. 


HOME  OFFICES 


D    2224  Highw*»  44  West 
INVERNESS.  FL  34453 
904    344-3044 


□  5700  S  W  34th  St    Suite  426 
Gainesville  fl  32608 
904 '336-66 14 


n  5623  US    19  Sooim,  Suite  206 
NEW  Pout  r,.  hi.    FL  34652 
613/849-4496 


Primed  on  Hecvcled  ".hi- 


946 


llmlj)  oi   I'm  sill  s 
|an  il  1  (.r.iiiili.iii.  mi. 

f  httimtitti 
|olltl  S  l...mmill 

I  uf-l  i,     ■ 

I    in\\   l).ni> 
Virion 
|.„n.-l   M.iiiiii.  ,\ 

/...,    n 

13'illl-his  \  IhrilKrl 

II  II !! 

I.,.r.|.,ll   Mr.,  I, 
II, He.   I 

I     i,l.,|,iuk.f. 

i ......  i  ,„;.  |, 

Sr  ll  Vlllli   A/JUsohi  limni) 

I'.llll.l.l    M..,l.,, 

*  l„,m> 

I   m.    ..I  (  • ,!..!. ..I.. 

1  III-  II   tvill'l  Mli 

I  in>  .,i  W.iJiiiiai.iii 

\|  K.llll.ll  Mli 
i  lri-K.iii  llt'.illll  Si  .<  ..<<  >  I  mi 

|  .  I'<  ilkol  I'll. Ii 

I  nr    ..:  I 

IV. ill. ll. i  R  i  ill.    mi. 

U.i-lni.i;!...'  I   .... 

Sl<  |llU'll    I    K.-..I.-.VI.M  MK<  I' 

ViK  I  in.,  run 
r.iiii.i..  d«.i ii  i. 

|,,l,,i.  H..|.k,n.  1   iir. 

Vii'fiiU'F  1...I.-MI. 

M.i...  (Inn. 


A/.//  \/is  .A/iwso/n  limiai 

Willi, «...  Ii 


,  in  s,  ,. 
(■;in  K.  k'JXI'l 
[ill  Vk'MaMvl 

IiiIi.iii  D.k, 
Prradrnl 

II..I,    I.IIM.II 

Yitt  l'rf\nlnit 


m 

FOUNDATION 

'.I'i'J  VViilnul  Suri'i 
K-iMMisCin  MOWHHi 

Ml^l'.'l-IM.'I 

I  \\  Sll,  I'JI-7'JIIS 
fm  rrvfiuli  Hi/Mnifi.  htliin  ilium™ 

To:     House  Appropriations  Subcommittee  on  the  Departments 
of  Labor,  Health  and  Human  Services,  and  Education. 


Polycystic  kidney  disease  (PKD)  is  the  most  common  lethal  genetic 
disease  in  the  United  States.  More  than  600,000  U.S.  residents  have  PKD. 
It  is  two  times  more  common  than  multiple  sclerosis,  ten  times  more  common 
than  sickle  cell  anemia,  15  times  more  common  than  cystic  fibrosis,  and  20 
times  more  common  than  Huntington's  disease.   There  is  no  known  cure! 

PKD  is  not  selective;  it  strikes  both  children  at  birth  (usually  fatal)  and 
adults  in  the  prime  of  life,  both  male  and  female.  If  you  have  PKD,  your 
children  have  a  50%  chance  of  inheriting  it.  Each  year  in  the  United  States, 
several  thousand  people  die  from  PKD.  The  annual  direct  cost  of  treating  PKD 
by  dialysis  and  transplantation  approximates  one  billion  dollars,  most  of  which 
is  paid  by  the  Federal  Government.  Disease  progression  generates  end  stage 
renal  disease  in  approximately  50%  of  all  PKD  patients,  requiring  either 
dialysis  or  a  kidney  transplant  to  survive.  Two  thousand  additional  cases  of 
kidney  failure  result  from  PKD  each  year. 

Significant  strides  have  been  made  in  the  study  and  treatment  of  PKD 
leading  to  the  improved  diagnosis  and  treatment  of  cyst  infections,  better 
methods  of  controlling  high  blood  pressure  caused  by  PKD,  and  improved  care 
of  children  with  the  disease. 

Exciting  prospects  exist  for  finding  the  cause  and  cure  of  PKD  through 
the  application  of  new  knowledge  acquired  by  research.  PKD  is  now  viewed 
by  the  scientific  community  as  a  disease  than  can  be  treated  and  one  day,  cured. 
Based  on  recent  research  of  animal  models,  there  is  reason  to  believe  that 
specific  pharmacologic  agents  can  be  developed  to  treat  PKD. 
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The  growing  knowledge  of  the  functional  changes  that  accompany  renal  cystic  disease 
provide  a  theoretical  framework  on  which  moderating  treatments  of  these  disorders  can  be 
designed. 

Recent  leadership  by  NIDDK/N1H  in  the  field  of  PKD  research  has  generated  significant 
scientific  momentum.   Additional  support  is  needed  to  build  on  these  achievements: 

•  Support  for  investigator  initiated  applications  (R-01)  to  foster  creative  and  innovative 
approaches  to  isolate,  clone,  and  characterize  the  biologic  behavior  of  the  genes  for 
PKD1,  PKD2,  and  ARPKD,  and  to  develop  novel  treatment  therapies  to  prevent  the 
progression  of  PKD. 

We  urge  the  committee  to  continue  the  support  of  the  National  Institute  of  Diabetes  and 
Digestive  and  Kidney  Disease  of  the  National  Institutes  of  Health. 


[pm,  M.D.  Julian 

ssor  of  Medicine  PresidenT 

:tor,  Division  of  Nephrology  &  Hypertension  PKR  Foundation 

University  of  Kansas  Medical  Center 
Chairman,  Polycystic  Kidney  Research  Foundation 
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Suggested  Language  for  Committee  Report 
on  NIH  Appropriations 


Polycystic  kidney  disease  (PKD)  is  the  most  common  lethal  genetic  disease, 
affecting  over  600,000  Americans  and  annually  costing  the  Federal  Government 
approximately  one  billion  dollars  for  renal  dialysis  and  transplantation.  It 
causes  more  than  1 ,000  deaths  per  year  and  annually  generates  2,000  additional 
cases  of  kidney  failure. 

The  committee  is  grateful  to  NIDDK  for  its  responsiveness  to  past  Committee 
recommendations  and  is  pleased  to  learn  of  the  significant  scientific  momentum 
generated  by  NIH  funded  investigators  to  identify  the  gene(s)  causing  polycystic 
kidney  disease  and  to  be  engaged  in  isolating  and  cloning  them.  The  committee 
is  encouraged  that  this  progress  holds  promise  of  effective  new  therapies  and 
ultimately  a  cure  for  this  lethal  disease.  The  Committee  considers  the 
investment  in  PKD  research  to  be  justifiable  due  to  the  significant  medical  and 
economic  burden  this  disease  generates. 

The  Committee  urges  the  NIDDK  to  maintain  a  vigorous  research  agenda  and 
encourages  the  Institute  to  expand  current  investigation  by  the  addition  of  funds 
provided  to  increase  investigator-initiated  applications  to  the  NIH  for  isolation, 
cloning,  and  characterization  of  the  PKD  genes.  Furthermore,  the  Committee 
expects  the  Institute  to  intensify  research  to  understand  the  mechanism 
underlying  the  disease  process  in  PKD  and  to  develop  novel  treatments  to 
prevent  progression  of  PKD  to  end-stage  renal  disease.  The  Committee  is 
optimistic  that  the  investigation  of  PKD  will  provide  a  foundation  for  studies  of 
other  genetic  diseases  of  the  kidney  and  that  all  findings  will  be  evaluated  for 
their  broadest  potential  application  to  kidney  disease. 
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To:     House  Appropriations  Subcommittee  on  the  Departments  of  Labor, 
Health  and  Human  Services,  and  Education 

Autosomal  dominant  polycystic  kidney  disease  (ADPKD)  is  the  third  most  common  cause  of  chronic  kidney 
failure.  In  this  disease,  the  kidney,  which  is  normally  about  the  size  of  an  adult  fist,  greatly  enlarges,  often 
to  massive  proportions.  A  fraction  of  the  normally  hair-thin  tubules  greatly  expand  in  size  to  form  cysts 
which  replace  and  compress  the  non-dilated  tubules,  slowly  impairing  normal  kidney  function.  One  half  of 
the  individuals  inheriting  this  disorder  ultimately  develop  kidney  failure  as  a  result  of  this  process. 

Dialysis  and  transplantation  are  commonly  believed  to  be  effective  treatments  for  individuals  suffering  from 
this  disorder.  Though  it  is  true  that  these  therapies  are  lifesaving,  they  certainly  are  not  curative,  and  many 
individuals  suffer  from  numerous  complications  associated  with  these  treatments. 

The  rational  design  of  safe  and  protective  therapy  requires  that  one  understand  the  mechanisms  underlying 
renal  cyst  formation.  I  am  delighted  to  report  that  the  medical  scientific  community  is  now  rapidly  moving 
towards  that  goal.  We  are  using  a  number  of  parallel  approaches,  namely  the  study  of  affected  individuals 
and  their  families,  animal  models  of  cystic  disease,  cultured  cells  from  cystic  kidneys  and  the  analysis  of 
candidate  genes.  In  the  last  year  alone,  colleagues  have: 

1)  localized  to  a  chromosome  segment  the  gene  responsible  for  the  second  most  common  form  of  polycystic 
kidney  disease; 

2)  defined  some  of  the  factors  that  contribute  to  cyst  expansion  (an  important  step  in  developing  specific 
pharmacologic  agents); 

3)  identified  the  defective  gene  that  causes  a  form  of  renal  cystic  disease  in  mice  that  closely  models  the 
human  recessive  disease-this  is  the  first  renal  cystic  disease  in  which  the  primary  genetic  defect  has  been 
identified; 


4)  discovered  that  a  compound  useful  in  the  treatment  of  cancer  is  very  effective  in  limiting  cyst  growth  and 
preventing  renal  failure  in  a  cystic  mouse  model. 

I  and  others  have  been  seeking  since  1987  to  identify  the  genetic  defect  that  causes  the  most  common  form  of 
ADPKD.  Over  this  period  of  time  we  have  narrowed  the  search  from  an  area  that  includes  -500  genes  to 
one  that  has  fewer  than  20.  In  most  other  successful  gene  searches  to  date,  clues  were  discovered  which 
allowed  the  investigators  to  rapidly  identify  the  abnormal  gene  once  they  were  this  close.  We  have  scanned 
these  candidates  for  such  clues  without  success  and  so  must  resort  to  the  use  of  much  more  expensive  and 
time-consuming  techniques.  Because  of  support  from  the  NIH  and  the  PKR  Foundation,  we  were  able  to 
develop  a  complementary  approach  which  Should  facilitate  the  identification  and  analyis  of  the  PKD  gene  and 
its  protein  product.  Although  no  one  can  predict  with  confidence  when  the  gene  will  be  discovered,  its 
discovery  and  characterization  will  revolutionize  the  study  of  this  disorder  and  thereby  make  a  quantum  leap 
forward  in  the  discovery  of  a  cure.  I  urge  you  to  continue  the  support  of  the  NIDDK  of  the  NIH  and 
encourage  continued  sponsorshop  of  PKD  research  so  that  we  may  accomplish  this  goal. 
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Wednesday,  May  4,  1994. 

WITNESS 

HON.  ELIZABETH  FURSE,  A  REPRESENTATIVE  IN  CONGRESS  FROM 
THE  STATE  OF  OREGON 

Mr.  Smith.  Next,  we  have  Congresswoman  Elizabeth  Furse. 

Ms.  FURSE.  Thank  you  for  giving  me  this  opportunity  to  testify, 
and  also  I  want  to  thank  you,  Mr.  Porter,  for  your  work  on  edu- 
cation issues.  And  I  ask  that  my  full  statement  be  placed  in  the 
record. 

Mr.  Smith.  The  entire  statement  will  be  in  the  record. 

Ms.  FURSE.  My  testimony  today  will  focus  on  the  educational  pri- 
orities that  are  especially  important  to  Oregon. 

Federal  funds  are  especially  vital  for  student  aid  and  student 
loans,  and  I  am  pleased  that  the  President's  budget  contains  an  in- 
crease from  $2,300  to  $2,400  in  the  Pell  Grants.  I  hope  you  will 
support  this  funding  level.  It  will  provide  expanded  educational  op- 
portunities for  the  neediest  and  the  most  disadvantaged  students 
in  our  country. 

I  am,  however,  dismayed  at  some  of  the  cuts,  and  I  want  to  talk 
a  little  bit  about  those.  In  particular,  I  hope  you  will  be  able  to 
maintain  the  funding  for  the  State  Student  Incentive  Grant.  The 
administration  has  not  requested  funding  for  this  program,  but  I 
think  that  if  we  eliminate  this  program  it  will  have  a  serious  nega- 
tive effect  on  students. 

I  would  also  like  to  express  my  support  for  funding  for  the  TRIO 
programs.  These  programs  help  disadvantaged  students  in  college, 
and  once  they  are  there,  they  support  those  students  in  many, 
many  ways. 

I  have  asked  for  an  $88  million  increase  for  the  Talent  Search 
and  Upward  Bound  program  to  expand  postsecondary  educational 
opportunities,  and  also  I  hope  that  we  can  strongly  support  the 
Urban  Community  Service  program.  The  purpose  is  to  provide 
grants  to  urban  academic  institutions,  and  I  have  one  in  my  dis- 
trict, Portland  State  University,  which  forms  partnerships  with 
business  and  community-based  organizations  to  create  a  real  urban 
university. 

Other  areas,  Mr.  Chairman,  that  I  am  particularly  concerned 
about  are  the  library  system.  I  urge  that  we  at  least  maintain  the 
$146.3  million  in  current  funding.  Libraries  are  a  vital,  vital  part 
of  our  educational  system. 

And  then,  finally,  with  the  current  emphasis  on  the  high-tech- 
nology corridors — and  we  have  one  in  Oregon — I  think  it  is  vital 
that  we  increase  our  support  for  programs,  in  particular  the  POR- 
TALS program.  This  will  allow  us  to  expand  those  technology  and 
informational  networks. 

There  are  vocational  education  programs  also  that  are  thriving 
in  Oregon,  but  we  do  need  that  Federal  support  for  those  voca- 
tional programs. 

Mr.  Chairman,  thank  you  for  allowing  me  to  be  here  and,  as  I 
say,  I  have  an  expanded  statement. 

Mr.  Smith.  We  are  glad  to  have  your  statement,  and  we  will  put 
the  full  statement  in  the  record. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  thank  you  for  giving  me  the  opportunity  to  testify 
before  your  subcommittee  today.   I  am  honored  to  be  here.   My 
thanks  also  to  Mr.  Porter  for  his  efforts  on  the  minority  side  on 
the  important  issues  before  your  subcommittee. 

My  testimony  today  will  focus  on  the  educational  priorities 
important  to  Oregon,  specifically  the  First  District. 

As  I  mentioned  last  year  in  testimony  before  your  committee,  in 
1990,  Oregon  passed  Ballot  Measure  Five  to  cap  property  tax 
revenues.   This  cap  continues  to  profoundly  handicap  the  state's 
ability  to  provide  enough  funding  for  education.   Federal  funds 
remain  critical  for  education  in  my  state  as  Oregon  still  smarts 
from  the  sting  of  this  revenue  cutback. 

One  area  where  federal  funds  are  especially  vital  is  student  aid 
and  student  loans.   For  many  students  across  Oregon,  as  tuition 
costs  continue  to  go  up,  students  are  facing  increasing 
difficulty  in  paying  the  bill  for  their  education.   I  believe 
that  postsecondary  education  should  not  be  something  only  for  the 
most  wealthy  in  our  society.   We  need  to  make  higher  education 
something  attainable  for  students  from  all  families  and  all 
backgrounds.   For  this  reason,  I  am  pleased  that  the  President's 
Fiscal  Year  1995  budget  contains  an  increase  from  $2300  to  $2400 
in  the  maximum  Pell  Grant  funding,  and  I  hope  you  will  support 
this  funding  level.   This  increase  will  provide  expanded 
opportunities  to  the  neediest,  most  disadvantaged  students. 
While  this  amount  falls  short  of  the  authorized  level  of  $4100,  I 
feel  it  is  an  important  step  closer  in  the  federal  government's 
commitment  to  expand  access  to  higher  education. 

I  am  dismayed  at  some  of  the  cuts  in  federal  student  aid  in  the 
Administration's  proposed  Fiscal  Year  1995  budget.   In 
particular,  I  would  like  to  speak  about  the  importance  of 
maintaining  funding  for  the  State  Student  Incentive  Grant  Program 
(SSIG).   The  Administration  has  not  requested  funding  for  the 
program  for  next  year's  budget,  and  I  feel  that  eliminating  the 
program  would  have  a  serious  negative  impact  on  student  aid 
funding  in  Oregon  and  across  the  nation. 

SSIG  provides  an  opportunity  for  the  federal  government  to  be  a 
true  partner  to  the  states.   By  leveraging  state  dollars,  the 
federal  SSIG  program  generates  more  state  spending  for  need-based 
student  grants  which  serve  many  low-income  students  in  my  state. 
The  federal  SSIG  investment  in  education  pays  out  large 
dividends,  with  each  federal  dollar  being  literally  doubled 
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through  the  state's  contribution.   SSIG  makes  sense  and  should  be 
an  integral  part  of  the  budget. 

Oregon  is  an  example  of  a  state  where  the  SSIG  program  works. 
With  its  severe  budget  shortfall  over  the  past  few  years,  Oregon 
has  had  to  make  difficult  budgetary  choices.   The  guarantee  of 
federal  matching  dollars  provided  through  the  SSIG  program  has 
been  a  strong  incentive  for  Oregon  not  to  make  deep  cuts  in  its 
contribution  to  student  financial  aid.   If  SSIG  is  abolished, 
this  strong  incentive  for  keeping  the  state's  fiscal  commitment 
will  be  eliminated. 

And  lastly  regarding  federal  aid  and  loan  programs,  as  we  phase 
in  federal  direct  loan  program,  I  am  interested  to  look  at 
results  of  the  pilot  projects  across  our  nation.   I  am 
particularly  excited  and  proud  that  Portland  State  University  in 
my  district  has  been  selected  as  one  of  those  projects  and  will 
begin  as  a  pilot  site  a  year  from  now. 

I  would  also  like  to  express  my  support  for  funding  of  the  TRIO 
programs.   These  programs,  Student  Support  Services,  Project 
P. L. U. S . /Educational  Talent  Search,  and  Upward  Bound,  play  a 
crucial  role  in  the  education  of  low-income  students  who  are  the 
first  generation  in  their  family  to  attend  a  postsecondary 
institution.   These  programs  help  these  disadvantaged  students 
get  to  college  and,  once  they  are  there,  are  key  to  giving  the 
students  the  help  they  need  to  succeed  in  postsecondary 
education.   Currently,  there  are  16  TRIO  programs  operating  in 
Oregon  serving  3,715  students.   I  am  asking  for  a  $88  million 
increase  for  Talent  Search  and  Upward  Bound  to  expand 
postsecondary  educational  opportunities  for  students  like  these 
all  across  the  nation. 

In  addition  to  student  financial  aid,  I  strongly  support 
continued  funding  of  the  Urban  Community  Service  Program  which 
was  included  in  Title  XI  of  the  reauthorization  of  the  Higher 
Education  Act  during  the  102nd  Congress.   The  purpose  of  this 
program  is  to  provide  grants  to  urban  academic  institutions  to 
form  creative  partnerships  with  private  and  public  community- 
based  organizations  to  work  on  the  problems  faced  by  urban  areas. 
Portland  State  University,  Oregon's  urban  university,  is  one  of 
the  almost  30  institutions  receiving  funding  from  the  urban  grant 
and  is  currently  working  with  the  Portland  Public  School  System 
and  community  organizations  to  work  with  at-risk  children.   This 
program  is  one  example  of  how  the  federal  government  can  help 
initiate  new  and  creative  responses  to  problems  in  our  urban 
communities . 

Another  area  where  state  and  local  governments  in  Oregon  and 
across  the  nation  can  use  federal  assistance  is  our  library 
system,  our  nation's  greatest  information  resource.   I  strongly 
believe  that  as  we  work  toward  meeting  America's  educational 
goals,  we  must  recognize  the  importance  of  our  nation's  library 
system  as  the  backbone  of  learning.   I  am  disturbed  that 
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President  Clinton  has  proposed  elimination  of  certain  library 
programs,  particularly  all  Higher  Education  Act  library  programs 
and  the  Library  Services  and  Construction  Act  programs  for 
construction  and  technology  enhancement  and  literacy  services. 
We  need  to  provide  a  federal  investment  to  make  sure  that 
libraries  are  adequately  funded  so  they  can  continue  to  provide 
every  school  and  community  with  access  to  information  which  is  so 
critical  in  this  day  and  age.   I  know  this  subcommittee  has  long 
recognized  the  importance  of  maintaining  funding  for  the  library 
service  and  construction  act  in  the  past.   I  urge  you  to  at  least 
maintain  the  $146.3  million  in  current  funding  for  federal 
library  programs  which  support  construction  and  technology 
enhancement  and  literacy  services. 

With  the  high-technology  Silicon  Forest  corridor  centered  in  my 
district,  Oregon's  elementary,  secondary,  and  postsecondary 
schools  are  in  a  position  to  take  the  lead  in  the  information 
superhighway.   Most  prominently,  Portland  State  University  is  in 
the  forefront  as  the  hub  for  the  PORTALS  program,  a  unique 
electronic  library  network  connecting  public  and  privately  funded 
libraries  in  the  region  and  providing  immediate  electronic  access 
to  PSU's  depository  for  federal  information.   Further  development 
of  PORTALS  is  needed  for  expansion  of  the  network,  including  the 
ability  to  transmit  databases  available  on  computer  compact 
discs.   In  addition,  funding  is  needed  for  licensing  fees, 
software,  and  telecommunications  equipment  to  support  and  enhance 
the  network  at  all  participating  libraries.   This  year,  PORTALS 
expects  to  receive  $1  million  from  the  U.S.  Department  of 
Education,  and  I  ask  for  support  for  an  additional  $1  million  for 
Fiscal  Year  1995  to  expand  and  enhance  the  network. 

In  communities  throughout  my  district,  vocational  education 
programs  are  thriving  on  partnerships  between  high  schools, 
community  colleges  and  business  and  community  leaders.   The 
federal  vocational  education  funds,  administered  and  authorized 
through  the  School-to-Work  Opportunities  Act,  the  Perkins 
Vocational  and  Applied  Technology  Education  Act,  Goals  2000,  the 
Job  Training  Partnership  Act,  and  the  Higher  Education  Act,  are 
an  important  investment  and  help  young  people  find  meaning,  as 
well  as  significant  concrete  experience,  in  their  education  both 
in  high  school  and  in  a  community  college  setting.   Preparing 
this  nation's  workforce  for  the  next  century  will  depend  on  this 
funding,  and  I  urge  the  committee  to  support  efforts  in  these 
areas . 

Mr.  Chairman,  it  has  been  a  pleasure  to  be  here  again  to  testify 
on  some  of  the  educational  issues  that  affect  my  community  in 
Oregon  and  which  in  many  ways  reflect  the  concerns  of  communities 
across  the  nation.   Last  year  when  I  spoke  before  you,  I  spent 
most  of  my  time  testifying  about  education  reform  to  carry  our 
schools  and  communities  to  the  21st  Century.   Today,  I  have 
mainly  focused  on  higher  education  and  workforce  segment  of 
education.   I  did  not  want  to  neglect  elementary  and  secondary 
schools,  and  I  want  to  ask  for  your  strong  support  for  funding 
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for  Title  I,  Professional  Development  Funds  for  teachers,  Even 
Start,  Migrant  Education,  Drug  Free  Schools  programs,  the  Star 
Schools  program,  and  other  programs  so  essential  to  a  well 
connected  education  system. 

I  appreciate  your  commitment  our  students  and  our  schools,  and 
thank  you  again  for  your  time  this  afternoon. 
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Wednesday,  May  4,  1994. 

WITNESS 

HON.  JOHN  W.  OLVER,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  MASSACHUSETTS 

Mr.  Smith.  Mr.  Oberstar.  Is  he  coming  back? 

Well,  next  then  we  have  Congressman  Olver. 

Mr.  Olver.  Thank  you  very  much,  Mr.  Chairman  and  Members 
of  the  committee,  for  giving  me  the  opportunity  to  share  my  con- 
cerns as  your  funding  decisions  are  about  to  be  made  for  1995. 

I  have  submitted  written  testimony  which  expresses  my  support 
for  several  programs  in  the  bill,  but  I  would  like  to  take  this  time 
to  particularly  speak  to  my  support  for  adequate  funding  for  the 
Low-Income  Home  Energy  Assistance  program  and,  very  briefly,  a 
couple  of  others. 

The  LIHEAP  program,  I  believe,  is  very  necessary.  The  average 
low-income  American  family  spends  about  15  percent  of  their  in- 
come on  fuel.  In  New  England  and  other  of  the  northern  tier 
States,  that  figure  gets  closer  to  20  percent.  And  when  you  combine 
that  with  the  cost  of  housing,  it  really  is  very  difficult  for  many  of 
these  people  to  keep  a  roof  over  their  heads  and  food  on  the  table. 

The  program  has  been  well-run.  It  successfully  targets  funds  to 
the  poorest  households  that  need  it  most.  The  forward  funding, 
which  I  think  that  has  been  previously  supported  by  this  sub- 
committee, results  in  even  greater  efficiency.  Those  who  administer 
LIHEAP  under  the  forward  funding  know  their  budgets  and  run 
their  programs  accordingly  as  soon  as  the  cold  weather  season  be- 
gins. So  I  urge  you  to  preserve  the  forward  funding  program. 

The  House  budget  resolution  clearly  recognized  the  need  for  a 
much  higher  level  than  was  proposed  in  the  President's  budget. 
The  program  has  received  well-deserved  bipartisan  support,  and  it 
is  a  lifeline  to  millions  of  people.  I  fully  understand  the  tremendous 
needs  under  the  committee's  jurisdiction  this  year,  and  I  appreciate 
your  support  for  that  program  in  the  past. 

I  would  like  to  mention  a  couple  of  other  items  here.  I  believe 
that  the  funding  should  be  as  high  as  possible  in  all  titles  of  the 
Ryan  White  Care  Act.  It  is  a  very  important  and  necessary,  worthy 
investment.  The  President's  commitment  is  admirable,  but  it  is  my 
understanding  that  there  are  several  additional  cities  which  have 
come  under  the  eligibility  levels  now  and  that  the  numbers  of  those 
with  full-blown  AIDS  is  rising  rapidly.  So  I  strongly  believe  that 
this  funding  in  support  of  HIV,  AIDS  education  and  prevention  is 
crucial  if  we  are  to  get  ahead  of  the  epidemic. 

I  would  also  urge  you  to  support  funding  for  student  financial  aid 
and  libraries,  which  has  always  been  personally  important  to  me. 
It  is  a  very  valuable  investment  in  our  young  people. 

And  I  would  request  that  the  subcommittee  support  appropria- 
tions for  Pell  Grants,  campus-based  aid,  and  all  the  titles  of  the  Li- 
brary Services  and  Construction  Act. 

And,  finally,  in  my  State,  the  Massachusetts  Coalition  on  Bat- 
tered Women,  which  does  critical  work  to  stop  the  epidemic  of  do- 
mestic violence,  counts  on  funding  from  the  Family  Violence  Pre- 
vention and  Services  Act.  And  support  for  battered  women  is  im- 
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portant,  and  I  would  urge  your  support  for  funding  for  the  Family 
Violence  Prevention  and  Services  Act. 

I  thank  you  very  much  for  allowing  me  to  testify  today. 

Mr.  Smith.  Thank  you  for  your  statement. 

[The  prepared  statement  follows:] 
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I  appreciate  this  opportunity  to  testify  regarding  a  few 
items  of  particular  concern  to  me  in  the  FY  1995 
Labor/HHS/Education  appropriations  bill. 

First  and  foremost,  I  once  again  request  that  this 
subcommittee  do  everything  it  can  to  support  funding  for  the  Low 
Income  Home  Energy  Assistance  Program  (LIHEAP) .   The  House  Budget 
Resolution  clearly  recognized  the  need  for  funding  this  program 
at  a  much  higher  level  than  proposed  in  the  President's  budget. 
Additionally,  the  program  was  reauthorized  at  $2  billion 
demonstrating  the  Congressional  bipartisan  support  for  this 
program  and  the  acknowledgment  of  its  continued  importance. 

LIHEAP  recipients  and  households  have  incomes  under  150%  of 
the  poverty  level  ($22,000  for  a  family  of  four  in  1994)  .   The 
average  low- income  American  spends  nearly  15%  of  his/her  income 
on  energy  costs. 

The  administration  has  argued  that  LIHEAP  funds  are  not 
necessary  because  oil  prices  are  lower  than  in  crisis  years  past. 
Despite  oil  prices  being  lower,  New  Englanders  still  spend 
between  18-20%  of  their  incomes  on  fuel  in  a  normal  winter.   Most 
Americans  use  natural  gas,  for  which  the  cost  has  more  than 
doubled  over  the  past  ten  years.   The  combination  of  these  energy 
costs  and  the  cost  of  housing  makes  it  very  difficult  for  these 
people  to  keep  a  roof  over  their  head  and  food  on  the  table. 

It  is  also  important  that  this  program  continue  to  be 
forward  funded.   In  this  way,  those  who  administer  the  program 
(in  Massachusetts  it  is  administered  by  the  Community  Action 
Programs  (CAPS)  will  know  their  budgets  and  be  able  to  run  their 
programs  accordingly  as  soon  as  the  cold  weather  season  begins. 

I  believe  LIHEAP  has  broad  bipartisan  support  and  should 
continue  to  hold  an  important  place  in  the  subcommittee's  funding 
priorities.   It  is  a  lifeline  to  millions  of  people. 
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I  am  also  concerned  that  funding  for  the  National  Institute 
of  Health  be  supported.   As  a  scientist,  I  understand  the 
importance  and  benefits  of  basic  health  research.   Disease 
prevention  and  cures  are  the  fundamental  solutions  to  the  problem 
of  health  care  costs.   Please  support  the  funding  necessary  for 
this  research  to  succeed. 

Additionally,  I  believe  that  as  much  funding  as  possible  for 
all  titles  of  the  Ryan  White  CARE  Act  is  an  extremely  necessary 
and  worthy  investment.   The  President's  commitment  to  increase 
funding  for  Title  I  is  admirable.   However,  it  is  my 
understanding  that  several  additional  cities  have  become  eligible 
for  Title  I  funds  since  the  President's  proposal  was  submitted. 
I  also  strongly  believe  that  supporting  HIV/AIDS  education  and 
prevention  is  crucial  if  we  are  to  get  ahead  of  the  epidemic. 

Funding  for  student  financial  aid  and  libraries  has  always 
been  personally  important  to  me.   They  represent  an  extremely 
valuable  investment  in  our  young  people.   I  would  request  that 
the  Subcommittee  support  appropriations  for  Pell  Grants,  campus- 
based  aid,  all  titles  of  the  Library  Services  and  Construction 
Act  and  library  funding  in  the  Higher  Education  Act. 

I  also  strongly  support  FY  1997  funding  for  the  Corporation 
for  Public  Broadcasting.   CPB  has  become  a  unique  and  invaluable 
tool  for  educating  Americans  through  its  sophisticated, 
innovative  programming.   CPB  funding  should  also  reflect  sincere 
support  for  the  expansion  of  the  Ready  to  Learn  television 
service  which  has  been  used  very  effectively  by  WGBY  channel  56 
in  my  area. 

Finally,  the  Massachusetts  Coalition  on  Battered  women  does 
critical  work  in  my  state  to  stop  the  epidemic  of  domestic 
violence.   The  Coalition  counts  on  funding  from  the  Family 
Violence  Prevention  and  Services  Act  (FVPSA) .   The  prevention  of 
domestic  violence  and  support  for  battered  women  is  very 
important  to  me  and  I  wholeheartedly  support  funding  for  the 
FVPSA. 

Thank  you  again  for  the  opportunity  to  discuss  these 
concerns.   I  fully  understand  the  tremendous  needs  for  funding 
within  the  Subcommittee's  jurisdiction  this  year.   I  have 
appreciated  your  support  in  the  past  and  once  again  thank  you  for 
any  consideration  you  could  give  these  matters. 
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Wednesday,  May  4,  1994. 

WITNESS 

HON.  GEORGE  W.  GEKAS,  A  REPRESENTATIVE  IN  CONGRESS  FROM 
THE  STATE  OF  PENNSYLVANIA 

Mr.  Smith.  Mr.  Gekas. 

Mr.  Gekas.  Thank  you. 

Mr.  Chairman  and  Members  of  the  committee,  we  have  an  appro- 
priate backdrop  for  the  testimony  and  discussions  that  you  are  en- 
tertaining this  afternoon  because  of  the  memorial  ceremonies  for 
Bill  Natcher,  our  late  departed  colleague.  Much  mention  was  made 
of  his  support  of  NIH  and  the  extra  measures  to  which  he  went  to 
make  sure  that  they  were  fully  and  especially  funded.  That  is  what 
I  am  here  to  endorse  today. 

Those  of  us  who  have  worked  with  the  Biomedical  Research  Cau- 
cus, of  which  the  gentleman  from  Ohio  is  a  member,  have  learned 
from  Nobel  winners,  let  alone  tremendous  other  medical  testimony, 
about  the  great  advances  made  by  the  NIH  researchists  over  the 
years  in  cystic  fibrosis,  hypertension  and  heart  disease  and  the  to- 
tality of  the  maladies  that  are  afflicting  our  citizens.  We  ought  to 
consider  the  appropriations  for  NIH. 

If  we  shrink  them,  we  are  rationing  not  just  dollars  for  NIH  but 
rationing  the  remedies  of  the  future,  the  discoveries  of  the  future 
and  the  research  breakthroughs  that  are  yet  to  come.  That  is  why 
when  the  budget  resolution  came  up,  given  the  choices  that  we 
had,  I  voted  for  the  Black  Caucus  fiscal  plan  because  it  was  the 
only  one  that  included  an  extra  amount  to  cover  inflation  in  the  ap- 
propriation for  NIH,  which  I  felt  was  a  discreet  and  just  move  on 
the  part  of  the  Black  Caucus.  All  the  other  plans  that  we  have 
seen,  including  the  main  budget  resolution,  does  not  even  bring  the 
NIH  up  to  the  inflation  level. 

My  special  plea  to  you — and  I  am  always  careful  in  my  votes  on 
the  budget,  as  everyone  knows — is  that  with  regard  to  NIH,  the  in- 
vestment of  an  increased  allotment,  an  increased  appropriation,  is 
supportable  not  only  by  the  Members  of  the  committee  but  by  the 
entire  Nation. 

In  a  day  and  an  hour  when  we  are  debating  health  care,  we 
ought  to  put  a  great  amount  of  weight  on  prevention  as  one  of  the 
modes  to  be  contemplated  in  health  care.  The  more  we  prevent,  the 
more  we  cure,  the  less  high  spiral  will  be  the  formation  of  medical 
costs,  health  care  costs. 

Please  consider  these  thoughts.  I  thank  the  Chair  and  the  Mem- 
bers. 

Mr.  Smith.  Mr.  Porter. 

Mr.  Porter.  Thank  you,  Mr.  Chairman. 

Mr.  Gekas,  we  want  to  thank  you  for  the  leadership  in  the  Bio- 
medical Research  Caucus.  I  think  you  will  find  that  the  subcommit- 
tee shares  your  ideas  of  what  a  priority  NIH  is  and,  thank  good- 
ness, frankly,  that  the  budget  does  not  have  final  authority  over 
the  allocations  of  each  line  item  but  only  for  the  overall  spending 
figure  and  that  we  can  make  the  kind  of  adjustments  we  think  are 
necessary  in  priorities  to  put  NIH  in  a  very  high  position  in  our 
deliberations. 

Mr.  Gekas.  I  thank  the  gentleman. 
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Mr.  Porter.  Thank  you  for  testifying. 
Mr.  Smith.  We  thank  you  for  your  statement. 
Mr.  Gekas.  I  thank  the  entire  committee. 
[The  prepared  statement  follows:] 
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HONORABLE  GEORGE  W.  GEKAS 

STATEMENT  BEFORE 

HOUSE  APPROPRIATIONS  SUBCOMMITTEE  ON 

LABOR,  HEALTH  &  HUMAN  SERVICES 

ON  FY' 95  FUNDING  FOR 

THE  NATIONAL  INSTITUTES  OF  HEALTH 

Mr.  Chairman  and  Members  of  the  Subcommittee,  thank  you  for  the 
opportunity  to  testify  on  FY '95  funding  for  the  National  Institutes  of 
Health  (NIH) .   As  cochairman  of  the  Congressional  Biomedical  Research 
Caucus  for  the  last  three  years,  I  have  chaired  over  twenty-five  separate 
briefings,  including  at  each  event  about  three  biomedical  research 
scientists  all  funded  by  the  National  Institutes  of  Health.   I  am  attaching 
a  list  of  the  Caucus  briefings  for  your  review.   Among  the  speakers,  we 
have  had  several  distinguished  winners  of  the  Nobel  prize  in  Medicine, 
including  the  Director  of  the  NIH,  Dr.  Harold  Varmus.   All  the  research 
presented  by  the  Caucus  is  funded  by  the  NIH. 

I  am  truly  amazed  at  the  accomplishments  we  achieve  as  a  nation  by 
funding  the  NIH  and  are  about  to  achieve  as  we  are  on  the  threshold  of 
important  discoveries.   NIH  research  will  soon  unravel  the  complexities  of 
the  human  cell  which  will  yield  remedies  and  treatments  for  cancer  and  even 
unlock  the  aging  process  itself.   All  of  you  are  also  aware  of  the 
potentials  of  NIH  research  and  the  new  age  of  molecular  medicine  that  we 
are  fast  approaching  because  of  your  wise  investment  in  this  enterprise. 
Under  Chairman  Natcher's  stewardship  the  NIH  grew  from  a  few  billion 
dollars  to  an  $11  billion  dollar  program.   It  is  your  responsibility  to 
decide  the  rate  of  growth  for  future  NIH  funding.   Should  we  be  content 
with  the  steady  but  modest  increases  in  funding  for  the  NIH?  What  is  the 
appropriate  increase  needed  for  NIH  funding  for  FY' 95  to  access  the 
potentials  offered  by  molecular  medicine?  Can  we  as  a  nation  afford  it? 

As  you  consider  future  funding  for  the  NIH,  I  think  it  would  be  short- 
sighted in  a  year  when  health  care  costs  are  out  of  control  to  not  consider 
making  a  substantial  increase  in  funding  for  the  NIH,  beyond  mere 
inflationary  factors.   During  this  year's  consideration  of  the  FY '95  Budge 
Resolution  before  the  House,  I  faced  a  similar  decision.   The 
administration  has  requested  a  $517  million  increase  for  the  NIH  in  its 
budget  request  to  the  Congress.   The  House  Budget  Committee  selected  other 
funding  priorities  and  cut  the  NIH  budget  increase  to  only  $278  million, 
less  that  the  inflation  factor  for  biomedical  research.   I  considered  all 
of  the  budget  proposals  before  the  House  and  how  they  funded  the  NIH.   On 
that  basis,  I  voted  for  the  Black  Caucus  Budget  because  it  was  the  only 
budget  that  included  the  Administration's  budget  request  plus  $100  million 
inflation  factor.   In  a  time  when  we  are  arguing  about  the  high  costs  of 
health  care,  how  can  we  cut  back  on  finding  for  the  NIH?  When  we  cut  back 
on  research  funding  for  the  NIH,  we  ration  preventive  care  which  cuts 
future  costs.   Rationing  research  funds  simply  rations  future  cures  for  the 
nation.   I  submit  that  approach  is  penny-wise  and  pound-foolish,  when  we 
try  to  allocate  our  scarce  resources.   We  should  instead  be  advocating  for 
increases  in  the  NIH  budget  for  the  purposes  of  health  care  reform.   The 
NIH  estimates  that  $13.5  billion  in  medical  costs  are  saved  each  year 
because  of  recent  advances  that  they  made  in  diagnosis  and  treatment  of 
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disease.   The  savings  in  medical  costs  are  more  than  we  spend  on  the  NIH 
each  year.   I  think  an  increase  for  the  NIH  oaj  $617  million  is  the  minimum 
we  should  consider  for  FY' 95,  when  we  look  at  the  savings  in  treatment  of 
heart  attacks,  stroke,  hypertension,  cystic  fibrosis,  colon  cancer  and 
muscular  dystrophy.   I  think  we  must  afford  and  find  the  funds  for  a  real 
increase  for  the  NIH  of  at  least  9%  overall  as  the  ceiling  or  $11.9  billion 
for  FY' 95.   I  have  a  voting  record  of  fiscal  restraint  and  I  believe  given 
the  cost  savings  generated  by  NIH  research  that  this  approach  is  consistent 
and  in  real  keeping  with  health  care  reform. 


Ccagressfonnl  Biomedical  Research  Caucus 
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April  22,  1994 


March  21, 1994 
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January  24,  1994 
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October  4, 1993 


September  20,  1993 


July  26, 1993 


H*y  Do  Crtatuni  Aft? 

Dr.  Carol  Oreider.  Cold  Spring  Harbor  Laboratory 

Dr.  Cynihla  Kenyon.  University  ol  California  at  San  Franeiico 

Av>  J*V  Science  to  Akematht  Medicine 
Dr.  Herbert  Beaton,  Harvard  Medical  School 
Dr.  Richard  Friedman,  SUNY  at  Stony  Brook 
Dr.  Joseph  Jacob*,  National  Institute*  of  Health 

Sua*  of  the  Nation;  Biomedical  XcaroA  Bicaprte 

Dr.  Meal  Lane,  Director,  National  Science  Foundation 

Dr.  Harold  Varmus.  Director,  National  Institutes  of  Health 

Humm  SubXcu  tl  to* err* 
Dr.  Jules  Hlrseh,  The  Rockefeller  University 
Dr.  Albert  Jonsen.  University  of  Washinjton 
Dr.  Oary  Bills,  National  Inititutee  of  Hearth 

Bioiofical  Ajfmra  of  Ony  Addiction 

Dr.  Amm  Goldstein,  Stanford  University  School  of  Medicine 

Dr.  Mary  Jaano*  Kreek,  The  Rockefeller  University 

Dr*gCitti$* 

Dr.  Fred  E.  Cohen,  University  of  California  Medical  Center,  San  Prandico 

Dr.  Peter  O.  Scbultz,  University  of  California,  Berkeley 

enwexMvual  Itui.  Autununt 

Dr.  Bruce  Ames,  University  of  California,  Berkeley 

Dr.  Bernard  Goldstein,  Rutgers  University 

Dr.  Kenneth  Olden.  National  Institute  of  Environmental  Health  Science* 

Conjtct  of  Uttntl 

Representative  Ron  Wyden  (DOR) 

Dr.  David  Upnit,  Washln(ton  University  School  of  Medicine 

Dr.  Daniel  Tosteson.  Harvard  Medical  School     ' 

Prtvautni  AJDS 

Dr.  Jonathan  Mann,  Harvard  University 

Dr.  Warner  Green..  Gladstone  Institute  of  Virofofy  A  Immanology 

Kristfne  Gebbie,  RN,  National  ATOS  Policy  Coordinator 

Otnt  Vmepf  and  fa  itjyfcaaan 

Dr.  Inder  Verma,  SaOt  Institute 

Dr.  Fred  Gage,  University  of  California  at  Saa  Diego 

Dr.  Ronald  Crystal,  Cornell  Medical  Casta* 
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Jane  28,  1993  Technetov  Trantfer 

Dr.  Paul  Berg,  Stanford  University 

Professor  Rebecca  Eisenberg,  University  of  Michigan  School  of  Ut 


Msy  17,  1993 


September  21,  1992 


Tarjtud  and  Basic  Science  XtsetrcA  and  Their  ContribuAaa  to  Disease  Prevention  mi  Curti 
Dr.  Robert  Weinberg.  Massachusetts  Institute  of  Technology 
Dr.  Mary-dsire  King,  Univcnity  of  California  at  Berkeley 

DiobtttM 

Dr  Daniel  Foster,  University  of  Texas-Southwestern  Medical  Center 
Dr  Ronald  Kaha,  Harvard  Medical  School 


September  18,  1992 


Dqnubm 

Mr.  Tony  Dow,  Actor 

Dr.  Susan  Bturncnthal,  Nttional  Institutes  Of  Health 

Dr  Joseph  Ccyte,  Harvard  Medical  School 


June  19,  1992  Alcohol  and  At  Brain 

Dr.  Steven  Paul,  National  Institutes  of  Health 

Dr.  Ivan  Diamond,  University  of  California  at  San  Francisco 


May  15.  1992 


April  10,  1992 


March  16,  1992 


October  28,  1991 


September  23,  1991 


July  29,  1991 


Malnu&uni  Integrity  in  Science  Keotara  VlgHmct  Not  Vlgllanu* 
Dr.  Marc  Kirschncr,  University  of  California  st  Sao  Francisco 
Dr.  Howard  Schachman,  University  of  California  at  Berkeley 
Ms  Estelle  Flshbein,  General  Counsel,  Johns  Hopkins  University 

Ahneimtr's  Obtuse 

Dr.  Dennis  Settee,  Harvard  University 

Dr.  Ooy  McKajui,  Johns  Hopkins  University 

The  Fragile  X  Syndrome 

Dr.  Hilary  Worthen,  Internist  in  Boston 

Dr.  David  Houwian,  Massachusetts  Institute  of  Technology 

Hew  FronHen  *»  Cancer  kutarek 

Dr.  Walter  Lawrence,  American  Cancer  Society 

Dr  Samuel  Broder,  National  Cancer  Institute 

Dr.  J.  Michael  Bishop,  University  of  California  tt  San  Francisco 

Dr.  Bert  Vogelstein,  Johns  Hopkins  University 

My  Hearts  Attack 

Dr.  Virgil  Brown,  Emory  University 

Dr  Michael  Brown,  University  of  Texas  at  Dallas 

Dr.  Robert  LefkowlB,  Duke  University 

Dr.  Howard  Morgan.  Celsieger  Clinic 

Women's  Utah*  Research 

Dr.  Beroadine  Healy,  Director,  Nttional  Institutes  of  Health 

Dr.  Mary-Claire  King,  University  of  California  at  Berkeley 

Dr.  Zeoa  Stein,  Columbia  University  College  of  Physicians  A  Surgeons 


May  20,  1991  From  Bench  to  Bedside  The  Biotechnology  Resolution 

Dr.  Dan  Nathans,  Johns  Hopkins  University 
Dr.  Tom  Maniatit,  Harvard  University 
Dr.  David  GokJe,  UCLA 
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March  13.  1991 


January  15,  1991 


October  J,  1990 


JV  Ctanmf  of  A*  CystU  FibrosU  Cent.  An  America*  Biomedical  Rtteoreh 

Succtu  Story 

Dr.  Bill  Brinktey,  Unlvenity  of  Alabama 

Mr.  Robert  Dreslog,  Cystic  Fibrosis  Foundation 

Dr.  Prsnds  CoUlm,  University  of  Michigan 

Dr.  Richard  Boucher,  University  of  North  Carolina 

Wrr  Is  7ft«r»  So  Voccme  for  *e  AIDS  Vim 

Dr.  Thomas  Pollard,  Johns  Hopkins  University 

Dr.  Malcolm  Martin,  NIAXD 

•My  U  mt  US  Numbtr  One  fti  Btomtdlcol  Ktttorck-  How  On  Wt  MdHtdn  Or 

Statu] 

Dr.  Leon  Rosenberg,  Yale  University 

Dr.  HaroM  Varwoa,  University  of  California  at  San  Francisco 

Dr.  Cori  Bargmann,  Massachusetts  Institute  of  Technology 
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Mr.  Smith.  Has  Congressman  Oberstar  come  back? 
Mr.  Callahan.  Mr.  Richardson. 


Wednesday,  May  4,  1994. 

WITNESS 

DR.  MARCELLUS  GRACE,  ASSOCIATION  OF  MINORITY  HEALTH  PRO- 
FESSIONS SCHOOLS 

Mr.  Smith.  We  will  take  Dr.  Grace  out  of  order  here. 

Dr.  GRACE.  Thank  you,  Mr.  Chairman,  especially  for  taking  me 
out  of  order,  Congressman  Stokes  and  the  rest  of  the  Members  of 
the  subcommittee.  I  will  summarize  my  statement. 

I  am  here  representing  the  Association  of  Minority  Health  Pro- 
fessions Schools.  We  have  been  before  your  committee  many  times. 
I  think,  as  you  are  aware,  we  are  now  11  schools — we  have  added 
Howard — and  we  have  trained  some  50  percent  of  all  the  physi- 
cians, pharmacists  and  dentists  in  this  country.  Historically,  your 
committee  has  been  very  kind  to  us  in  supporting  the  programs  of 
special  interest  to  the  minority  and  disadvantaged  persons  that  we 
serve. 

Due  to  our  mission 

Mr.  Smith.  How  many  schools  are  involved? 

Dr.  Grace.  There  are  now  11  schools:  four  medical  schools,  four 
pharmacy  schools,  a  veterinary  school  in  Tuskegee  and  the  two 
dental  schools  at  Meharry  and  Howard  University. 

Mr.  Smith.  Okay. 

Dr.  GRACE.  I  am  just  going  to  mention  a  couple  of  key  points  of 
programs  that  we  would  recommend  that  you  consider  your  sup- 
port for. 

The  Centers  for  Excellence  program,  which  has  been  helpful  to 
our  institutions,  we  are  recommending  a  level  of  $32  million  this 
year.  The  Centers  for  Excellence  program  has  been  vital,  especially 
to  the  original  three  schools — that  is  my  institution,  the  Meharry 
Medical  School  and  the  Tuskegee  Veterinary  Medical  School.  It  has 
recently  been  expanded  and  now  includes  a  larger  number  of  insti- 
tutions and  especially  the  Hispanic  groups. 

A  lot  has  been  said  this  afternoon  about  the  NIH,  and  I  would 
like  to  highlight  four  of  those  programs  that  your  subcommittee 
has  supported  and  would  like  to  recommend  a  funding  level  of  $28 
million  for  the  RCMI  program,  a  program  Mr.  Stokes  actually  got 
through  the  Congress;  $40  million  for  the  MBRS  program,  which 
historically  was  the  very  first  program,  and  I  might  add  Mr.  Stokes 
was  involved  in  getting  that  going;  $18  million  for  the  so-called 
MARC  program,  the  Minimum  Access  to  Research  Careers;  and 
this  year  I  would  like  to  make  a  special  point  on  recommending  a 
$20  million  level  appropriation  for  the  Biomedical  Research  Facility 
construction. 

Last  year,  Congress  authorized  $7  million,  25  percent  of  which 
could  go  to  the  RCMI  institutions,  but  that  would  not  probably 
fund  more  than  one  or  two  grants,  given  the  cost  of  construction. 
So  we  are  asking  if  you  would  consider  increasing  that  to  $20  mil- 
lion this  year. 
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On  the  education  side  of  the  House,  we  would  like  to  recommend 
a  funding  level  of  $21"  million  for  the  Title  III,  Part  B,  Section  326, 
or  the  so-called  graduate  professional  schools  section.  As  you  know, 
11  HBCUs  were  added  two  years  ago,  but  the  funding  that  was 

fiven  last  year  did  not  even  come  up  to  the  minimum  of  the 
500,000  for  the  11  schools.  As  a  matter  of  fact,  I  even  received  one 
of  those  grants,  and  it  was  $350,000. 

Once  again,  I  would  like  to  thank  you  for  listening  to  us  this 
afternoon,  and  we  would  like  to  again  thank  you  for  all  of  your  his- 
torical support  and  continue  to  remember  us  in  our  mission  as  we 
help  the  disadvantaged  and  minorities  of  this  country. 

Thank  you. 

Mr.  Smith.  Mr.  Stokes. 

Mr.  Stokes.  Mr.  Chairman,  I  would  just  like  to  take  a  moment 
to  express  my  appreciation  to  Dr.  Marcellus  Grace  and  the  Associa- 
tion of  Minority  Health  Professions  Schools.  Over  a  number  of 
years  now  that  Association  has  worked  very  closely  with  this  sub- 
committee and  with  me,  in  particular,  in  trying  to  develop  the 
kinds  of  approaches  to  minority  health  problems  that  will  in  some 
way  reduce  the  disparity  between  minority  health  and  majority 
health  in  this  country.  And  I  want  to  express  my  appreciation  to 
you  and  your  association. 

Dr.  Grace.  Thank  you  very  much.  Pleasure  to  be  here.  Thank 
you  very  much. 

Mr.  Smith.  Thank  you  very  much.  I  know  Mr.  Stokes  represents 
you  very  well. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  members  of  the  Subcommittee,  thank  you  for  the  opportunity  to  present  the  views  of  the 
Association  of  Minority  Health  Professions  Schools  (AMHPS).  I  am  Dr.  Marcellus  Grace,  Dean  of  the  College 
of  Pharmacy  at  Xavier  University  of  Louisiana  and  a  Past  President  of  AMHPS. 

On  behalf  of  the  members  of  AMHPS,  I  would  like  to  extend  to  the  Committee  our  most  sincere  condolences 
on  the  recent  passing  of  Chairman  William  Natcher.  We  were  indeed  saddened  by  his  death.  His  efforts 
to  effectively  address  some  of  the  most  pressing  health  and  education  issues  from  this  platform  were 
tireless.   He  will  be  greatly  missed. 

AMHPS  is  an  organization  which  represents  eleven  (11)  Historically  Black  Health  Professions  Schools  in  this 
country.  Included  are  four  (4)  schools  of  Medicine;  Meharry,  Morehouse,  the  Charles  R.  Drew  University 
of  Medicine  and  Science  and  Howard  University;  four  (4)  Schools  of  Pharmacy;  Xavier  University  College 
of  Pharmacy,  Texas  Southern  University  College  of  Pharmacy  and  Health  Sciences,  Florida  A&M  College 
of  Pharmacy,  and  Howard  University  College  of  Pharmacy;  two  (2)  schools  of  Dentistry;  Meharry  and 
Howard  University;  and  one  (1)  school  of  Veterinary  Medicine;  Tuskegee  University.  Combined,  these 
AMHPS  institutions  have  graduated  60%  of  all  the  nation's  African-American  pharmacists,  50%  of  African- 
American  physicians  and  dentists,  and  75%  of  African-American  veterinarians.  Most  of  these  graduates  are 
working  in  the  nation's  underserved  rural  and  inner  city  communities. 

We  are  very  proud  of  the  accomplishments  of  our  institutions,  especially  given  the  significant  challenges  that 
we  have  overcome  throughout  our  existence.  For  a  long  time  our  schools  have  struggled  against  terrific 
odds  to  survive.  The  support  of  your  subcommittee  in  terms  of  federal  resources  for  programs  impacting 
our  students  and  our  institutions  has  had  and  will  continue  to  have  a  significant  impact  in  enabling  us  to 
achieve  our  mission  to  improve  the  poor  health  status  of  Blacks  and  other  minorities  and  to  address  the 
underrepresentation  of  blacks  and  other  minorities  in  the  health  professions. 

Despite  the  recent  federal  support  that  has  been  provided  to  our  institutions,  there  is  a  historic  shortage  of 
minorities  in  the  health  professions.  While  Blacks  represent  approximately  12%  of  the  U.S.  population,  only 
2-3%  of  the  nation's  physicians,  dentists,  pharmacists,  and  veterinarians  are  black.  Studies  have 
demonstrated  that  when  African-Americans  are  trained  in  the  health  professions,  they  are  much  more  likely 
to  serve  in  medically  underserved  areas,  more  likely  to  take  care  of  other  minorities  and  more  likely  to 
accept  patients  who  are  Medicaid  recipients  or  otherwise  poor.  For  this  reason,  it  is  imperative  that  the 
federal  commitment  to  training  African-Americans  in  the  health  professions  be  strong. 

In  spite  of  our  proven  success  in  training  minority  health  professionals,  the  AMHPS  institutions  endure  a 
financial  struggle  which  is  inherent  in  our  mission  to  train  disadvantaged  individuals  to  serve  in  underserved 
areas.  The  financial  plight  of  the  majority  of  our  students  has  effected  our  schools  in  numerous  ways,  such 
that  we  are  not  able  to  depend  on  tuition  as  a  means  by  which  to  respond  to  the  discontinuation  of 
capitation  or  other  forms  of  federal  support  for  health  professional  education.  Additionally,  due  to  the  fact 
that  the  patient  populations  served  by  the  AMHPS  institutions  have  historically  been  poor,  our  institutions 
have  not  earned  money  from  the  process  of  patient  care  at  a  time  when  the  average  medical  school  gets 
40  to  50%  of  its  revenue  from  patient  care. 

There  is  a  direct  correlation  between  the  health  status  disparity  of  blacks  compared  to  whites  and  the  under- 
representation of  minorities  in  the  health  professions.  The  1985  HHS  Secretary's  Task  Force  Report  on 
Black  and  Minority  Health  documented  that  the  infant  mortality  rate  for  blacks  is  almost  double  the  rate  for 
whites.  African-Americans  suffer  from  disproportionately  high  rates  of  cancer,  diabetes,  pulmonary 
complications,  and  other  disorders  that  contribute  to  60,000  excess  deaths  per  year  among  blacks  when 
compared  to  whites.  If  not  for  the  efforts  of  Historically  Black  Health  Professions  Schools,  the  health  status 
disparity  between  minorities  and  the  general  population  would  be  even  greater. 

Unfortunately  since  this  historic  report  the  health  status  disparity  between  the  two  groups  has  actually 
worsened.  The  life  expectancy  of  African-Americans  has  decreased  dramatically  and  AIDS,  which  was  not 
even  mentioned  in  the  1985  report,  is  now  a  leading  cause  of  death  and  disproportionately  affects  blacks 
and  other  minorities  -  minorities  who  constitute  24%  of  the  population  but  45%  of  the  AIDS  victims.    In 
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addition,  the  gap  in  infant  mortality  when  comparing  the  number  of  deaths  for  black  and  white  babies, 
mentioned  earlier,  continues  to  widen. 

Specific  Key  Programs  Supported  by  AMHPS 

Disadvantaged  Minority  Hearth  Improvement  -  Health  Professions  Training 

In  1990  Congress  passed  the  Disadvantaged  Minority  Health  Improvement  Act.  The  purpose  of  this  act  Is 
to  improve  the  health  status  of  individuals  from  disadvantaged  backgrounds,  Including  racial  and  ethnic 
minorities  and  increase  the  numbers  of  those  individuals  in  the  health  professions.  One  component  of  this 
measure  was  an  expansion  of  the  institutions  eligible  for  Minority  Centers  of  Excellence  (COE)  grants.  The 
Centers  of  Excellence  program  has  provided  a  tremendous  boost  to  the  academic  excellence  of  several  of 
the  institutions  of  our  association.  Authorizing  legislation  passed  in  1991  expands  the  number  of  institutions, 
and  the  number  of  ethnic  minority  groups  that  may  benefit  from  this  program.  Additional  funding  is 
necessary  to  include  several  more  Historically  Black  Health  Professions  Schools,  and  a  variety  of  other 
institutions  that  have  strong  programs  in  minority  health  training.  It  is  imperative  that  these  predominantly 
minority  institutions,  which  train  a  disproportionate  number  of  minority  health  professionals  and  provide  a 
great  deal  of  care  to  minority  populations,  receive  adequate  support. 

Overall,  the  Disadvantaged  Minority  Health  Improvement  Act  programs  have  been  severely  under-funded 
in  the  areas  of  health  services  for  residents  of  public  housing,  capital  contributions  to  student  loan  funds, 
scholarship  programs  for  disadvantaged  minority  health  students  and  grants  for  community  based 
scholarship  programs. 

Mr.  Chairman,  we  are  extremely  distressed  that  the  President's  Budget  proposal  for  FY  '95  recommends  a 
consolidation  of  Health  Professions  Training  Programs.  We  urge  you  to  reject  this  unwise  proposal. 

Instead,  AMHPS  recommends  separate  funding  for  the  individual  health  professions  training  program  that 
are  critical  to  our  ability  to  recruit  and  retain  promising  disadvantaged  students: 

o  $  32  million  for  Minority  Centers  of  Excellence, 

o  $  30  million  for  Disadvantaged  Assistance  (H-COP)  grant  &  contract, 

o  $  6  million  for  Exception  Financial  Need,  and 

o  $  20  million  for  Scholarships  for  Disadvantaged  Students. 

Minority  Programs  at  NIH 

Continued  development  and  building  of  the  research  infrastructure  at  our  schools  is  a  high  priority.  Because 
of  the  health  status  disparities  that  exist  among  blacks  and  other  minorities  as  compared  to  whites,  it  is 
incumbent  upon  minority  institutions  to  focus  on  closing  the  health  status  gap.  We  can  only  achieve  this 
by  improving  our  research  capabilities  to  study  the  health  status  disparities.  This  means  everything  from 
research  labs,  to  our  faculty,  to  our  learning  resources. 

The  Research  Centers  in  Minority  Institutions  (RCMI),  Minority  Biomedical  Research  Service  (MBRS),  and 
the  Minority  Access  to  Research  Careers  (MARC)  programs  play  an  important  role  in  assisting  our 
institutions.  Because  these  programs  are  so  critical  to  the  development  of  our  institutions,  AMHPS  makes 
the  following  recommendations: 

o  $  28  million  for  Research  Centers  in  Minority  Institutions  (RCMI), 

o  $  40  million  for  Minority  Biomedical  Research  Service  (MBRS),  and 

o  $  18  million  for  Minority  Access  to  Research  Careers  (MARC). 

The  MBRS  grant  programs  are  an  important  tool  in  supporting  the  participation  of  minority  undergraduates, 
graduates,  and  faculty  in  biomedical  research  at  minority  institutions.  The  MARC  program  provides  special 
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research  training  opportunities  and  incentives  in  the  biomedical  sciences  to  attract  and  retain  minority 
students  for  research  careers.  It  is  very  important  that  these  excellent  programs  must  be  funded 
appropriately. 

The  RCMI  program  is  crucial  to  our  institutions  ability  to  develop  research  infrastructures,  train  minority 
professionals  in  research  capacities,  compete  for  research  dollars  and  most  importantly  study  health 
problems  common  in  the  communities  of  African-Americans  and  other  minorities.  It  is  Imperative  that 
Congress  Increase  the  funding  for  this  program. 

AMHPS  also  looks  forward  to  a  productive  working  relationship  with  the  NIH  Office  of  Research  on  Minority 
Health,  and  has  begun  a  promising  collaborative  effort  with  the  NIH  ORMH  to  fully  define  the  role  our 
institutions  can  play  in  implementing  the  minority  research  portions  of  the  NIH  Strategic  Plan.  AMHPS' 
recommendation  for  FY  '95  funding  for  the  NIH,  Office  of  Minority  Health  is  $  66  million. 

Last  year,  Congress  appropriated  $7  million  for  construction  for  extramural  facilities  construction,  25%  of 
which  Is  to  be  awarded  to  Institutions  of  emerging  excellence  that  are  described  as  RCMI  recipients  or 
Minority  Centers  of  Excellence.  AMHPS  strongly  supports  funding  the  program  for  extramural  facilities 
construction  at  $  20  million  for  FY  '95.  Increased  funding  would  provide  a  firm  foundation  upon  which  our 
institutions  can  begin  to  catch-up,  and  begin  to  modernize  our  research  facilities  -  an  area  in  which  we  are 
well  behind.  This  would  make  $  5  million  (25%)  available  to  RCMI  recipients.  AMHPS  also  recommends 
that  the  subcommittee  provide  $  344.951  million  for  the  National  Center  for  Research  Resources  for  FY  '95. 

The  collective  missions  of  institutions  to  train  disadvantaged  individuals  to  serve  in  underserved  areas  is  a 
challenge  to  institutional  financial  stability.  Because  of  that  mission  our  institutions  fall  behind  in  the  area 
of  research  infrastructure  -  from  our  research  faculty,  to  instrumentation,  to  facilities.  However,  based  on 
our  past  accomplishments  with  meager  resources,  we  feel  confident  that  we  are  making  a  significant 
contribution,  but  could  make  even  greater  strides  if  these  improved  facilities  were  supported  -  particularly 
in  studying  diseases  and  health  conditions  that  disproportionately  affect  blacks  and  other  minorities. 

Strengthening  Historically  Black  Graduate  Institutions 

Title  III,  Part  B,  Section  326  is  a  program  of  extreme  importance  to  the  AMHPS  institutions.  This  program 
allows  historically  black  graduate  institutions,  including  those  represented  by  AMHPS,  to  participate  in  the 
Part  B  program  for  strengthening  our  schools.  The  funding  from  this  program  is  utilized  by  our  institutions 
to  establish  and  strengthen  development  offices,  to  begin  endowment  development  campaigns  (a  definite 
need  of  all  HBCUs),  and  to  enhance  our  educational  capabilities  on  the  graduate  level. 

Last  year,  the  Higher  Education  Act  Reauthorization  added  1 1  Historically  Black  Graduate  and  Professional 
Schools  to  Section  326  of  Title  III,  making  16  schools  eligible  for  this  funding.  In  order  to  accommodate 
these  new  schools  at  the  minimum  funding  level  and  continue  progress  made  at  the  existing  schools, 
increased  funding  is  a  necessity  in  the  fiscal  year  1995  appropriation  for  this  program.  A  funding  level  of 
at  least  $  21  million  is  necessary  to  accommodate  each  of  the  existing  and  the  1 1  new  schools  added  during 
the  1992  reauthorization. 

Mr.  Chairman,  please  allow  me  once  again  to  offer  our  most  sincere  appreciation  to  you  and  the  members 
of  this  subcommittee  for  the  support  and  resources  this  subcommittee  has  provided  for  the  students  who 
attend  our  institutions  and  for  our  institutions.  Funding  provided  for  minority  health  and  education  programs 
is  indeed  both  a  critical  and  worthwhile  investment. 

I  am  pleased  to  respond  to  any  questions  you  may  have. 
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witnesses 

sandy  bowen,  associate  director,  ymca  center  for  youth  al- 
ternatives, louisville,  ky 
nicholas  brown 
steve  brown 

Mr.  Smith.  How  about  Sandy  Bowen?  Is  Sandy  Bowen  here? 

You  go  ahead,  we  will  take  you  out  of  order  too. 

Mr.  Bowen.  Thank  you,  Chairman  Smith  and  Members  of  the 
committee.  Please  enter  our  written  testimony  into  the  record. 

My  name  is  Sandy  Bowen,  and  I  am  the  Associate  Director  of  the 
YMCA  Center  for  Youth  Alternatives  in  Louisville,  Kentucky.  We 
are  a  short-term  crisis  center  serving  youth  and  families  in  crisis 
situations.  Thank  you  very  much  for  the  opportunity  to  speak  be- 
fore this  committee  today  about  needed  services  for  youth  experi- 
encing some  very  difficult  times. 

It  is  estimated  that  over  1  million  youth  run  away  from  home 
every  year.  These  youth  represent  every  segment  of  our  society. 
Today,  you  will  have  an  opportunity  to  hear  from  one  of  them. 

Project  Safe  Place  is  a  program  which  began  in  Louisville  in  1983 
as  a  way  to  reach  kids  before  they  leave  home.  The  program  com- 
bines help  from  the  business  sector,  a  network  of  volunteers  and 
the  services  of  the  youth  shelter.  There  are  currently  Safe  Place 
programs  in  32  States  across  the  country.  Over  15,000  youth  in  cri- 
sis have  gone  to  business  locations  to  get  help.  It  is  our  goal  to 
have  Safe  Place  programs  in  50  States  across  the  country.  Many 
shelters  want  to  start  the  program,  but  there  simply  are  not 
enough  funds. 

Today,  we  are  here  asking  for  an  increase  in  appropriations  for 
runaway  and  homeless  youth.  We  believe  that  more  funding  will 
enable  youth  in  all  parts  of  the  country  to  access  immediate  help. 

We  are  asking  for  the  following  appropriations  of  funds:  $75  mil- 
lion for  the  Runaway  and  Homeless  Youth  Basic  Centers  program; 
$50  million  for  the  Transitional  Living  program;  and  at  least  $15 
million  for  the  Drug  Abuse  Prevention  program.  Funding  at  this 
level  will  make  it  possible  to  provide  services  to  more  of  the  youth 
who  need  them. 

Thank  you  for  allowing  me  to  talk  to  you  about  programs  that 
directly  affect  the  lives  of  many,  many  young  people. 

[The  prepared  statement  follows:] 
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Chairman  Smith  and  members  of  the  Appropriations  Subcommittee  on  Labor,  Health  and 
Human  Services,  Education,  and  Related  Agencies,  my  name  is  Sandy  Bowen.  I  am  the 
Associate  Director  at  the  YMCA  Center  for  Youth  Alternatives  in  Louisville,  Kentucky,  where 
I  coordinate  Safe  Place  activities  nationally.  The  YMCA  is  a  multi-service  agency  for  youth 
in  crisis  and  their  families.    We  helped  955  youth  last  year. 

I  am  also  here  today  as  a  member  of  the  National  Network  of  Runaway  and  Youth  Services, 
which  represents  over  1 000  youth-serving,  community-based  agencies  and  organizations  from 
across  the  country.  The  National  Network  and  its  members  want  all  young  people  to  have  the 
opportunity  to  be  safe  and  to  grow  up  to  lead  healthy  and  productive  lives. 

Thank  you  for  holding  this  hearing  today  and  thank  you  for  giving  me  the  opportunity  to  speak 
before  this  very  important  panel  on  matters  that  could  literally  save  the  lives  of  youth  in  crisis. 
I'm  referring  to  programs  that  act  as  safety  nets  for  runaway  and  homeless  youth  and  the  fact 
that  we  need  more  services  and  more  communities  that  have  safe  places  for  kids  in  trouble. 

Over  one  million  youth  run  away  from  home  each  year.  They  represent  every  segment  of 
American  society:  they  are  every  color,  ethnicity,  and  religion;  they  are  rural,  urban,  and 
suburban;  and  they  come  from  families  that  are  affluent,  poor,  and  in-between. 

Running  is  a  common  response  for  youth  who  can  no  longer  cope  with  ongoing  family 
conflict,  feel  overwhelmed  by  family  stress,  or  are  unable  to  communicate  with  their  parents. 
Many  youth  run  to  escape  abusive,  neglectful  family  situations.  Increasing  numbers  of  youths 
are  being  "thrown  out"  or  pushed  out  of  the  home  by  disinterested  and  frustrated  parents;  it  is 
estimated  there  are  300,000  to  500,000  teenagers  who  are  homeless  right  now.  Many  more 
remain  at  home  and  endure  difficult,  potentially  dangerous  situations. 

Common  to  most  runaway  and  abandoned  youth  are  feelings  of  confusion  and  fear.  They 
don't  have  adult  skills  and  resources,  and  without  our  help  they  may  end  up  living  on  their 
own  —  too  often  on  the  streets,  eating  out  of  dumpsters,  hanging  out  at  party  houses  or 
abandoned  buildings  and  tunnels  with  older  youth  and  exploitive  adults  ~  living  without  the 
supervision,  nurturance,  and  support  we  expect  for  children. 

There  are  three  federal  programs  to  help  these  young  people:  the  runaway  and  homeless  youth 
basic  centers  program,  which  provides  crisis  intervention,  shelter  services,  and  family 
reunification;  the  transitional  living  program  for  older,  homeless  youth;  and  the  drug  education 
program  for  runaway  and  homeless  youth.  They  are  designed  to  keep  youth  off  the  streets  and 
out  of  the  juvenile  justice,  law  enforcement,  and  welfare  systems. 

Right  now  there  is  only  enough  money  to  fund  about  350  runaway  and  homeless  youth 
basic  centers  and  just  over  70  transitional  living  programs  around  the  country.  These 
programs  are  key  to  keeping  our  children  out  of  harm's  way,  reuniting  them  with  their  families 
whenever  possible,  and  if  they  can  not  go  back  home,  making  sure  they  have  a  safe  place  in 
which  to  finish  growing  up.  But  as  you  can  see  from  the  numbers  of  gTantees,  most 
communities  don't  have  this  safety  net. 
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Increased  funding  is  needed  to  expand  these  programs  into  more  communities  and  for  the 
communities  that  have  these  programs  to  be  able  to  add  more  services.  For  example,  we  can 
provide  crisis  intervention  and  shelter  services  at  the  YMCA,  but  there  is  no  transitional  living 
program  in  Louisville  for  homeless  youth  who  can  not  be  reunited  with  their  families.  We're 
still  lucky,  however,  because  at  least  we  have  Project  Safe  Place  and  Shelter  House;  most 
communities  in  this  country  have  nothing  short  of  lock-up  for  youth  who  need  help. 

Also,  we  would  like  to  see  Safe  Place  programs  in  every  community  across  the  country.  These 
would  not  supplant  basic  centers  and  other  programs  —  young  people  need  the  options  of 
shelter,  counseling,  and  help  ironing  out  family  problems.  Rather,  Safe  Place  can  help  runaway 
and  homeless  youth  programs  get  the  whole  community  involved  in  outreach  to  youth  in  crisis. 
Our  Project  Safe  Place  in  Louisville  was  the  very  first  in  the  country  and  was  initially 
implemented  as  the  outreach  program  of  the  YMCA  Center  for  Youth  Alternatives  in  1983. 
Now,  runaway  and  homeless  youth  programs  in  nearly  100  cities  in  32  states  are  currently 
utilizing  Safe  Place  as  a  means  of  providing  immediate  help  to  youth  in  crisis. 

In  Louisville,  Project  Safe  Place  has  proven  to  be  a  viable  option  for  youth  who  were 
contemplating  leaving  home  as  a  solution  to  their  problems.  This  program  has  been  very 
effective  in  reaching  youth  in  the  early  stage  of  crisis,  which  gives  the  youth  a  much  better 
chance  of  keeping  safe  and  effecting  lasting  resolutions  to  their  problems. 

Project  Safe  Place  links  basic  center  services  with  the  time  and  concern  of  a  network  of 
volunteers  and  businesses  to  provide  a  safe  location  where  youth  can  wait  to  receive  help. 
Businesses  (e.g.,  Domino's,  McDonald's)  and  public  locations  (e.g.,  fire  departments)  agree 
to  serve  as  satellite  outreach  sites  by  displaying  the  distinctive  diamond-shaped,  yellow  and 
black  "Safe  Place"  logo. 

Any  youth  in  a  crisis  situation  can  enter  a  location  bearing  the  Safe  Place  logo  and  request 
help.  An  employee  will  provide  the  youth  with  a  secure  place  to  wait  while  the  local  runaway 
and  homeless  youth  program  is  contacted.  The  program  then  dispatches  a  trained  volunteer 
to  the  Safe  Place  site  to  offer  assistance  and  provide  transportation  to  the  shelter  facility  (or 
host  home)  if  that  is  necessary. 

Problems  that  have  brought  youth  to  Safe  Place  sites  have  ranged  from  family  problems  at 
home  to  physical  or  sexual  abuse.  Early  intervention  is  probably  the  most  significant  feature 
of  Safe  Place,  providing  youth  with  a  link  to  a  local  youth  program  that  provides  crisis 
intervention,  shelter,  and  family  counseling.  The  staff  at  the  Louisville  shelter,  which  is  the 
site  where  Safe  Place  volunteers  take  youth  they  have  picked  up,  as  well  as  other  programs 
across  the  country  have  found  that  conflict  resolution  and  problem  solving  is  much  more 
achievable  when  work  is  begun  early  in  the  stage  of  crisis.  Time  is  also  critical  in  keeping 
young  people  connected  to  their  families  and  avoiding  enculturation  to  street  life. 

Safe  Place  gives  teens  an  opportunity  to  "run  to  help"  rather  than  just  "run  away."  Safe  Place 
also  affords  businesses  and  others  in  the  community  an  opportunity  to  provide  a  direct  service 
to  youth  needing  immediate  help.  Youth  do,  in  fact,  access  help  more  quickly  when  it  is 
readily  available  in  their  own  neighborhoods.    Consequently,  Safe  Place  reaches  teens,  is  cost- 
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efficient,  offers  a  positive  prevention  strategy,  is  a  community  program  that  appeals  to  the 
business  sector,  and  is  a  tool  to  stimulate  volunteer  support. 

Since  1986  when  our  Project  Safe  Place  began  being  replicated  in  other  communities,  over 
15,000  young  people  have  sought  help  in  their  own  neighborhoods  and  gone  to 
convenience  stores,  fast  food  restaurants,  or  other  Safe  Place  locations,  when  their 
personal  situations  became  intolerable.    One  of  their  stories  follows. 

"Dee,"  a  depressed,  angry  and  scared  15-year-old  boy  could  no  longer  deal  with 
the  problems  he  was  having  with  his  alcoholic,  abusive  uncle,  with  whom  he 
lived.  Dee's  mother  died  when  he  was  12,  and  his  father  had  left  the  family. 
But  he  remembered  being  told  in  school  that  if  he  ever  needed  help,  to  look  for 
public  buildings  and  businesses  for  a  black  and  yellow,  diamond-shaped  sign 
with  the  words  "Safe  Place."  As  he  wandered  around,  he  found  such  a  sign 
posted  on  the  front  of  the  library.  Dee  reports  this  program  "changed  my  whole 
life.  It  gave  me  a  more  positive  attitude  and  made  me  feel  better  about  myself." 
(from  David  Goodwin,  Staff  Writer,  The  Courier  Journal,  Louisville,  Ken.). 

In  an  assessment  completed  by  the  National  Resource  Center  for  Youth  Services  at  the 
University  of  Oklahoma  in  1990,  responding  agencies  answered  questions  regarding  Safe  Place. 
The  assessment  concluded  that  there  was  a  definite  interest  in  the  development  of  Safe  Place. 
"Lack  of  resources"  was  the  primary  reason  agencies  gave  for  not  implementing  the  program. 

Funding  is  necessary  to  replicate  Safe  Place  as  an  outreach  strategy  for  runaway  and  homeless 
youth  programs  in  as  many  communities  as  possible  in  all  of  the  50  states.  For  example,  an 
investment  of  $500,000  for  Safe  Place  could  provide  training  and  technical  assistance  for 
communities,  outreach  materials,  national  coordination,  and  other  activities. 

We  realize  you  can  not  earmark  money  for  us  to  replicate  the  Safe  Place  program.  But  an 
expansion  of  Safe  Place  and/or  the  provision  of  other  important  services,  such  as  home-based 
counseling  especially  for  youth  and  families  in  crisis  in  rural  areas,  become  possible  if  you 
substantially  increase  your  allocations  to  the  runaway  and  homeless  youth  programs  now  under 
your  consideration. 

Please  increase  funding  for  all  three  federal  programs  that  help  runaway  and  homeless  youth. 
President  Clinton  has  asked  for  an  overall  increase  of  almost  $6  million;  this  will  not  meet  the 
need.    That's  why  we  are  asking  for  the  following: 

•  $75  million  to  the  Runaway  and  Homeless  Youth  Basic  Centers 
Program  to  help  reunite  families  and  keep  youth  out  of  juvenile  court. 

•  $50  million  to  the  Transitional  Living  Program  for  Homeless  Youth  to  give 
young  people  who  cannot  go  home  a  safe  place  in  which  to  finish  growing  up. 

•  At  least  $15  million  to  the  Drug  Abuse  Prevention   Program  for 
Runaway  and  Homeless  Youth,  which  is  being  reauthorized  this  year. 
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In  closing,  thank  you  again  for  this  opportunity.  I  would  also  like  to  thank  Steve  Brown  and 
Nicholas  Brown  for  coming  here  today  with  me.  Nicholas  is  a  shining  example  of  what  young 
people  can  contribute  if  given  the  chance;  I'm  so  glad  he  found  our  Project  Safe  Place  card  in 
his  wallet  that  rainy  night.  I  also  have  great  respect  for  Nicholas'  parents,  who  stand  by  their 
son  today  and  every  day,  for  allowing  Nicholas  to  tell  his  story  to  you  in  order  to  help  other 
young  people  and  their  families. 
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Mr.  Smith.  Now,  these  are  the  youth  that  have  not  been  in  trou- 
ble? 

Mr.  Bowen.  That  is  correct. 

Mr.  Smith.  I  just  agree  with  you  wholeheartedly.  We  just  do  any- 
thing in  the  world  if  a  youth  gets  in  some  kind  of  trouble,  but  if 
they  have  not  been  in  trouble  yet,  they  are  abandoned.  They  have 
a  home  they  cannot  possibly  stay  in,  but  we  just  do  not  bother  with 
them  until  they  get  in  trouble.  That  is  the  attitude. 

Go  ahead,  briefly.  We  have  another  Member  waiting. 

Mr.  Nicholas  Brown.  I  am  Nicholas  Brown.  I  am  16,  and  I  live 
in  Louisville,  Kentucky.  I  am  a  regular  teen.  I  do  not  get  into 
drugs.  I  get  in  a  little  trouble,  but  not  that  much. 

The  only  difference  is  I  am  a  peer  educator  at  Shelter  House  in 
Louisville,  Kentucky.  I  teach,  I  counsel  runaways.  They  run  away 
from  abuse,  be  it  child  abuse,  drug  abuse,  alcohol  abuse — some  of 
them  just  have  no  place  to  live.  I  just  listen  and  try  to  help  them 
all  I  can  because  I  know  how  they  feel  because  about  a  year  ago 
I  was  a  runaway  also. 

For  about  seven  months  my  parents  and  I  had  been  arguing  a 
lot  and  there  was  no  communication,  and  so  one  night  I  just  ran 
out  the  door  and  found  myself  by  a  dumpster,  just  sitting  there. 
And  I  got  hungry,  looked  in  my  wallet  and  found  the  Safe  Place 
card,  luckily,  and  went  to  Domino's.  A  volunteer  came  to  get  me, 
and  I  stayed  there  for  one  week.  I  went  home,  and  things  have 
been  a  lot  better  since  then. 

Shelter  House  helped  me  at  a  time  in  my  life  when  I  needed  it, 
and  I  know  it  does  the  same  for  other  teens.  I  hope  you  make  sure 
the  other  teens  have  a  safe  place  to  turn  to. 

Mr.  Smith.  Thank  you. 

[The  prepared  statement  follows:] 
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Hello,  my  name  is  Nicholas  Brown.  I  am  a  sixteen-year-old  from  Louisville,  Kentucky.  I  am 
a  junior  at  Trinity  High  School,  a  Catholic  all-male  high  school. 

I  am  an  average  teenager.  I  get  into  some  trouble,  but  nothing  serious.  I  have  never  been  to 
a  youth  correction  center.  I  am  not  a  delinquent.  I  have  never  skipped  school  or  done  any 
drugs.  I  just  had  a  problem  that  many  other  teenagers  have  with  their  parents  — 
communication. 

For  about  seven  months,  my  parents  and  I  were  at  each  other's  throats  for  any  small  thing. 
For  example,  we  fought  about  my  clothes  on  the  floor.  No  one  would  listen  to  each  other,  and 
everybody  else  would  just  think  of  what  they  were  going  to  say  next.  I  began  avoiding  going 
to  my  house.    All  I  did  was  sleep  there. 

Our  last  fight  was  about  us  arguing,  and  this  is  where  I  realized  that  our  fighting  had  gotten 
out  of  hand.  I  left  my  house  thinking  that  I  would  be  living  on  the  streets.  I  walked  around 
my  neighborhood  not  really  knowing  what  I  was  going  to  do.  I  sat  up  next  to  a  dumpster  by 
a  local  restaurant  thinking,  this  is  where  I  will  spend  the  night. 

Soon  after  this,  I  began  to  get  hungry,  so  I  checked  my  wallet  for  money.  This  is  when  I 
found  the  Safe  Place  card.  I  remember  them  coming  to  my  class  in  7th  or  8th  grade  and 
talking  to  us  about  Safe  Place.  I  went  to  a  telephone  and  called,  and  they  said  I  needed  to  go 
to  a  Safe  Place.  I  walked  to  Domino's  Pizza  (a  Safe  Place  business),  and  they  called  to  get 
a  volunteer  to  come  pick  me  up.  They  gave  me  some  pizza  and  a  coke  to  tide  me  over  until 
the  volunteer  got  there. 

When  I  got  to  Shelter  House,  I  felt  kind  of  afraid.  I  was  greeted  by  Richard  Edelen,  and  he 
called  my  parents  for  permission  for  me  to  stay  and  told  me  what  I  needed  to  know. 

I  was  very  surprised  to  see  how  Shelter  House  ran.  I  had  the  perception  it  was  like  a  prison. 
Instead,  the  staff  there  treated  me  like  a  person,  not  a  delinquent.  The  kids  seemed  all  to  have 
a  positive  outlook  on  something  at  the  time.  By  the  end  of  the  week,  I  went  back  home,  and 
things  have  been  a  lot  better. 

After  several  months,  Shelter  House  asked  me  if  I  would  like  to  get  special  training  in  HIV 
prevention  and  become  a  peer  educator.    That's  what  I  do  now. 

I  see  teenagers  come  into  Shelter  House  that  remind  me  of  myself.  I  can  get  on  their  level, 
for  I  am  just  a  peer.  Some  teens  don't  want  to  listen  to  any  sign  of  authority,  and  this  is  where 
I  come  in.  I  sit  and  talk  to  them  about  girls  and  school,  become  their  friend.  This  way  they 
don't  see  me  as  a  counselor  or  something  like  that,  they  see  me  as  a  friend. 

Shelter  House  helped  me  in  a  time  in  my  life  when  I  needed  it,  and  I  know  it  does  the  same 
for  other  teens.  Please  don't  cut  off  the  help  in  some  young  person's  time  of  need.  None  of 
us  knows  when  someone  we  know  will  need  a  Safe  Place  to  turn. 
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Mr.  Smith.  Do  you  have  a  brief  statement? 

Mr.  Steve  Brown.  Yes,  sir. 

Chairman  Smith  and  other  subcommittee  Members,  my  name  is 
Steve  Brown.  I  am  here  today  in  support  of  my  son,  Nicholas,  as 
I  call  him.  Other  people  call  him  Nick. 

And,  as  a  father,  I  must  admit  to  you  I  felt  a  sense  of  failure 
when  this  all  happened — that  I  could  have  prevented  Nicholas  from 
running  away,  that  I  had  done  something  wrong  as  a  parent.  How- 
ever, teens  are  under  a  lot  of  pressures,  as  you  know,  and  they  live 
in  troubled  times,  and  they  may  feel  like  running  from  these,  and 
they  do  not  know  what  to  do. 

A  lot  of  these  runaways  are  good  kids.  They  just  need  help.  With- 
out a  safe  place  to  go  for  help,  they  could  quickly  become  bad  kids. 
Other  kids  simply  do  not  have  a  home.  Some  do  not  even  know  who 
their  father  is,  but  this  does  not  mean  they  are  bad  kids.  Please 
invest  in  our  future  and  increase  the  funding  for  these  runaway 
and  homeless  youth  programs. 

Thank  you. 

Mr.  Smith.  We  thank  all  of  you. 

[The  prepared  statement  follows:] 
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Chairman  Smith  and  members  of  the  Appropriations  Subcommittee,  my  name  is  Steve  Brown. 
I'm  here  today  to  support  my  son,  Nicholas,  as  he  testifies  before  you  and  to  support  programs 
that  help  runaway  and  homeless  youth.  Thank  you  for  letting  me  come  today  to  share  my 
experiences  with  a  program  in  my  city  that  has  significantly  touched  all  the  lives  of  my  family. 

Most  parents  who  care  for  their  children  never  think  about  the  value  of  a  safe  place  for  their 
community.  They  think,  like  I  did,  that  their  child  has  no  reason  to  feel  like  running  away. 
They  think  that  it's  only  for  a  small  group  where  the  parents  could  care  less  about  their  kids. 
I  thought  that  same  way,  too,  until  Nicholas  ran  away.    But  I  don't  anymore. 

When  I  was  a  kid,  I  grew  up  in  a  small  rural  community  about  40  miles  from  Louisville. 
Behind  our  house  was  a  small  woods  and  my  uncle's  farm.  There  were  several  times  that  I 
thought  my  parents  didn't  know  what  they  were  talking  about  and  that  I  knew  more  than  they 
did.  I  would  run  away  to  the  woods  behind  my  house  and  just  sit  there  for  several  hours 
before  returning  home  later.    That  was  my  "safe  place." 

But  times  have  changed.  In  the  middle  of  a  large  city  like  Louisville,  there  are  very  few  safe 
places  for  children  to  "run  to."  But  there  are  a  lot  of  places  to  go  that  are  not  very  safe  — 
places  where  drugs  and  crime  are  very  ordinary. 

I  didn't  want  Nicholas  to  run  away,  but  if  he  did  feel  that  he  had  to  get  away,  I'm  glad  he  at 
least  found  a  safe  place  to  go.  He  had  seen  "Safe  Place"  ads  on  TV  and  went  to  one.  He  was 
then  taken  to  the  YMCA  Shelter  House.  He  stayed  there  several  days  until  we  ironed  out  our 
communication  problems.  These  times  were  very  sad  and  stressful  but  could  have  been  a  lot 
worse  if  Nicholas  had  not  had  a  safe  place  to  go  to. 

Due  to  the  benefits  that  I've  seen  for  our  family,  I  hope  you  will  increase  funding  for  these 
programs. 
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Wednesday,  May  4,  1994. 
CONGRESSIONAL  BLACK  CAUCUS 

WITNESSES 

HON.   CHARLES  RANGEL,  A  REPRESENTATIVE   IN  CONGRESS  FROM 

THE  STATE  OF  NEW  YORK 
HON.  EDOLPHUS  TOWNS,  A  REPRESENTATIVE  IN  CONGRESS  FROM 

THE  STATE  OF  NEW  YORK 
HON.  EVA  CLAYTON,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 

STATE  OF  NORTH  CAROLINA 
HON.  ROBERT  SCOTT,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 

STATE  OF  VIRGINIA 

Mr.  Smith.  Next  we  have  the  Congressional  Black  Caucus. 
Thank  you  for  taking  the  time  out  from  fighting  the  health  care 
plan  to  come  over  here. 

Mr.  Rangel.  Thank  you,  Mr.  Chairman,  for  giving  us  the  oppor- 
tunity, and,  as  you  pointed  out,  I  have  to  get  back  over  there.  But 
I  appreciate  this  opportunity,  especially  the  leadership  that  my 
friend,  Chairman  Stokes,  has  demonstrated  over  the  years  and 
tried  to  point  out  that  not  providing  adequate  health  care  is  a  very 
costly  thing,  not  only  in  the  loss  of  life  but  certainly  as  relates  to 
the  deficit. 

I  am  here  to  make  a  special  plea  that  we  take  a  hard  look  at  the 
presentation  of  our  needs  for  drug  treatment.  I  say  that  because  it 
will  be  in  every  bill.  People  think  it  is  a  health  problem  that  should 
be  addressed,  and,  quite  honestly,  I  am  a  little  embarrassed  be- 
cause I  came  down  here  just  asking  for  Federal  funds  to  go  to 
health  treatment,  and  it  would  go  to  the  States  in  a  block  grant. 

I  knew  a  lot  of  this  money  was  being  misused,  then  as  it  is  now, 
because  we  have  centers  that  are  operated  by  people  that  merely 
provide  a  safe  haven  for  people  who  are  just  not  liked,  not  wanted, 
and  most  people  believe  that  bad  care  is  better  than  no  care.  At 
least  they  can  go  in  there  and  reduce  their  habits  and  meet  some 
decent  people,  and  we  hope  for  the  best. 

But  now  that  the  Federal  Government  is  actually  getting  in- 
volved in  this,  saying  everyone  should  have  access  to  drug  treat- 
ment, I  think  we  have  a  responsibility  in  this  Congress  to  answer 
the  question  just  what  do  you  mean  by  drug  treatment?  Do  you 
mean  methadone?  Do  you  mean  detoxification?  Do  you  mean  where 
addicts  just  go  to  reduce  their  habits?  And  no  matter  what  problem 
you  are  addressing  today  that  is  of  import  to  this  Congress  we  are 
sitting  in.  The  cost  of  drug  abuse  has  driven  the  cost  in  terms  of 
our  deficit  expenditures  to  over  half  a  billion  dollars  a  year  when 
you  include  in  that  lost  productivity  and  lost  revenue. 

The  mere  fact  that  we  have  a  million  people  in  jail — no  one  asks 
how  did  they  get  there.  Everyone  wants  to  know  how  we  can  put 
more  people  there,  notwithstanding  the  fact  that  70  percent  of  the 
young  people  return  there  in  five  to  seven  years.  But  if  you  take 
a  look  and  see  that  most  of  them  were  driven  there  in  a  drug-relat- 
ed crime  one  way  or  the  other. 

Then  the  question  is,  what  do  you  do  when  you  rehabilitate?  Do 
you  detoxify?  That  is  the  easiest  thing  in  the  world  to  do.  But  our 
State  programs  are  funded  by  the  number  of  people  that  went 
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through  the  program.  There  is  no  accountability  as  to  what  hap- 
pens to  them  outside.  Most  of  us  that  have  this  problem  in  our  dis- 
trict. We  know  darned  well  that  these  people  are  in  and  out  of  pro- 
grams without  even  looking  at  the  costs. 

What  I  am  suggesting  to  the  administration  and  to  the  Ways  and 
Means  Committee  is  that,  once  we  detoxify,  once  we  do  the  self-es- 
teem, once  the  person  is  ready  to  graduate,  for  God's  sake,  let's  say 
we  did  something  to  remove  those  conditions  that  the  person  had 
before  they  became  drug  dependent.  And  what  are  they?  High 
school  dropouts,  cannot  read  and  write,  unemployable,  no  job  skills, 
loss  of  family.  And  so  they  graduate,  and  they  go  to  the  streets  that 
they  left.  The  family  does  not  want  them.  The  kids  do  not  want 
them.  And  so  who  is  the  only  person  in  town  that  really  thinks  he 
has  a  future?  The  drug  dealer.  And  we  are  right  back  where  we 
started. 

So  I  am  trying  to  get  into  this  bill  a  comprehensive  program.  If 
most  of  you  take  a  look  at  the  so-called  empowerment  zones,  you 
look  at  the  criteria  and  you  will  see  how  much  empowerment  is  in- 
volved. The  criteria  is  the  highest  high  school  dropouts,  the  highest 
unemployment,  the  highest  crime,  the  highest  AIDS,  the  highest 
drug  addiction,  alcoholism,  the  highest  number  of  people  that  are 
intensive  care,  the  highest  number  of  infant  mortality  rates,  the 
lowest  number  of  life  expectations. 

Mr.  Chairman,  if  you  take  a  look  at  the  Congressional  Black 
Caucus  districts  and  some  others,  you  could  be  describing  the  dis- 
tricts that  we  represent.  What  I  am  saying  is  if  you  concentrate  on 
these  schools,  get  the  private  sector  to  work  with  you.  Let's  talk 
about  what  capitalism  is  all  about.  It  is  about  competition. 

And  keeping  a  million  people  in  jail — and  especially  in  New 
York,  where  it  runs  $60,000  a  year — and  throw  on  top  of  that  two 
strikes  and  you  are  out  and  throw  on  top  of  that  a  lifetime  manda- 
tory sentence  and  in  a  hypothetical  23-year-old  kid,  three  strikes 
he  is  out.  Mandatory  sentence.  $60,000  a  year.  He  lives  until  80. 
Half  a  dozen  heart  transplants  and  whatever  happens  when  you 
are  70  to  80,  and  we  are  putting  $3.6  million  in  a  bum  we  would 
not  even  think  about  putting  $3,600  in  to  keep  him  in  school. 

So  I  would  ask  you  to  be  a  little  creative  when  you  are  thinking. 
I  know  they  call  this  a  health  problem.  It  is  more  than  a  health 
problem.  You  cannot  pick  up  a  homeless  person,  treat  him  for  tu- 
berculosis and  then  kick  him  out  in  winter  and  think  you  have 
done  your  good  job. 

I  know  Mr.  Stokes  knows  the  problem  we  have  been  forced  to  un- 
derstand in  the  Congressional  Black  Caucus.  And  when  funding 
comes  to  try  to  be  more  comprehensive  with  our  approach,  I  hope 
that  this  committee  will  be  sensitive  to  that  problem.  I  thank  you 
for  the  opportunity. 

Mr.  Smith.  Well,  we  really  appreciate  your  testimony.  We  know 
your  long  history  of  working  with  these  problems  ever  since  you 
have  been  here.  And  we  will  take  them  very  seriously  into  consid- 
eration. 

[The  prepared  statement  follows:] 
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STATEMENT 

OF  THE 

HONORABLE  CHARLES  B.  RANGEL 

BEFORE 

THE  SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES  AND 

EDUCATION 

OF  THE  COMMITTEE  ON  APPROPRIATIONS 

MAY  4, 1994 

MR.  CHAIRMAN  and  Members  of  the  Subcommittee,  I  want  to  thank  you  for  the 
opportunity  to  join  with  my  colleagues  from  the  Congressional  Black  Caucus  to  speak 
about  issues  within  the  jurisdiction  of  this  committee  affecting  the  health  of  African- 
American  communities  and  others  in  our  constituencies. 

As  we  approach  health  care  reform,  your  task  of  providing  a  transition  for  the 
funding  of  health  care  programs  is  crucial.  You  have  to  determine  what  programs  to 
sustain  and  which  to  cut  back  in  the  face  of  the  reforms  to  come. 

I  want  to  focus  on  one  the  most  significant  health  care  and  social  problems  that  our 
nation  faces  -  illegal  drugs  and  substance  abuse.  I  want  to  make  it  abundantly  clear  that  it  is 
imperative  that  you  sustain  and  increase  the  appropriations  for  the  drug  abuse  treatment, 
research  and  educational  programs  within  your  jurisdiction.  The  money  you  spend  will 
actually  help  reduce  the  budget  deficit  Drugs  are  a  problem  that  costs  our  nation  over  $300 
billion  annually  in  criminal  justice,  prisons,  health  care,  property  damage,  lost  productivity 
and  the  like.  I  assure  you  that  the  money  you  spend,  if  spent  wisely,  will  pay  dividends  in 
reducing  this  drain  on  the  economy  and  our  federal  and  state  government  budgets. 

I  am  hopeful  that  health  care  reform  will  result  in  improved  opportunities  for  drug 
abuse  treatment.  The  President's  plan  for  mental  health  and  substance  abuse  treatment 
designed  under  the  leadership  of  Tipper  Gore  is  a  major  step  forward  in  recognizing  the 
need  for  access  to  treatment  and  the  necessary  funding  for  it  The  Subcommittee  on  Health 
of  the  Committee  on  Ways  and  Means,  the  full  committee  upon  which  I  serve,  has  taken 
the  effort  a  step  further.  It  has  designed  a  flexible  program  that  recognizes  the  needs  of 
treating  addicts  today. 
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I  expect  before  the  full  committee  completes  its  mark  up  the  benefit  package  will 
have  in  its  design  comprehensive  treatment  programs  designed  to  address  this  problem  as 
more  than  just  a  health  problem.  It  will  address  the  social,  educational  and  vocational 
needs  of  the  addict 

But,  we  are  not  likely  to  see  the  implementation  of  health  reform  in  the  next  fiscal 
year.  Therefore,  you  must  view  the  need  for  funds  for  substance  abuse  treatment,  as  well 
as  research  and  education  in  light  of  the  current  availability  of  resources.  Hopefully,  when 
we  implement  health  reform  and  have  a  comprehensive  benefit  you  will  be  able  to  provide 
the  complementary  funding  to  make  it  possible  to  turn  around  the  lives  of  those  who  have 
been  captured  by  drugs. 

For  the  coming  fiscal  year  the  President  has  asked  for  $2.9  billion  for  drug 
treatment  programs.  This  is  an  increase  of  $360  million.  I  applaud  the  President  for 
recognizing  the  need  to  increase  our  efforts  with  hard  core  drug  users.  I  urge  you  to 
support  this  increase  and  do  more  if  you  can. 

We  need  funds  to  provide  for  more  comprehensive  programs.  Frankly,  I  am 
embarrassed  to  see  too  much  of  the  money  you  appropriate  go  through  state  block  grant  to 
programs  in  the  community  chosen  by  patronage.  These  programs  generally  deal  solely 
with  addiction.  Often  run  by  ex-addicts,  they  take  in  addicts  and  get  them  straight  They 
have  fine  graduation  rates.  They  mean  well.  But  frankly  I  think  if  you  follow  up,  you 
will  find  that  too  many  of  these  graduates  fall  back  into  addiction.  Why?  Because  the 
treatment  did  not  deal  with  the  reasons  for  the  addiction  --  the  despair  of  poverty,  the  lack 
of  education  and  job  training  and  the  absence  of  job  opportunities. 

Of  course,  we  must  try  to  deal  with  environment  of  poverty.  That  is  what  the 
Empowerment  Zones  program  is  about  We  have  got  to  go  in  where  the  drug  addiction  is; 
where  the  crime  is;  where  the  joblessness  is;  where  the  health  care  problems  are;  and  so  on. 
When  we  do  and  do  it  successfully  we  will  see  drug  addiction  recede.  We  will  see  crime 
rates  drop.  We  will  see  drug  related  health  care  problems  such  as  AIDS  and  TB  reduced. 
We  will  see  that  Empowerment  Zones  will  save  money  and  reduce  budget  deficits. 

But  short  of  the  Empowerment  Zones  which  will  not  be  everywhere  we  need 
them,  we  are  going  to  need  more  comprehensive  drug  treatment  programs  that  do  more 
than  graduate  addicts  without  dealing  with  the  causes  of  their  plight  There  comprehensive 
programs,  tike  Phoenix  House,  that  deal  with  whole  environment  of  the  addict  They  are 
concerned  about  where  the  addict  will  be  going  once  he  has  gone  straight  They  know 
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being  drug  free  is  too  difficult  without  replacing  the  pain  of  despair  with  the  expectation  of 
hope.  Usually,  they  are  residential  programs.  These  programs  get  results. 

Knowing  there  are  programs  that  work  and  those  that  do  not,  I  impress  upon  you 
the  need  for  accountability.  If  we  spend  more  money  we  should  know  if  we  are  just 
financing  the  churning  of  addicts,  reducing  their  habits  and  making  them  somewhat  more 
acceptable  to  society,  or  if  we  are  getting  the  results  we  all  know  that  we  truly  want 
Frankly,  in  all  my  years  dealing  with  this  issue  I  have  seen  little  about  accountability  from 
any  Administration.  I  hope  you  can  encourage  the  accountability  we  need  to  show  us  how 
best  to  help  the  addict 

I  am  also  very  pleased  to  see  that  the  President  has  asked  for  a  higher  level  of 
funding  for  the  substance  abuse  prevention  and  education  programs.  There  is  doubt  that 
these  efforts  help.  They  ,may  not  reach  everyone  who  needs  to  consider  the  perils  of 
addiction,  but  they  are  effective. 

What  it  boils  down  to  is  the  need  to  sufficiently  fund  the  efforts  for  substance  abuse 
treatment  and  education  components  of  the  war  against  drugs.  You  cannot  let  down 
because  you  see  health  reform  on  the  horizon.  We  also  need  to  make  this  effort  in  concert 
with  a  serious  effort  to  change  the  environment  that  breeds  substance  abuse. 

We  need  to  provide  an  answer  to  the  addict  who  asks  why  he  should  get  off  drugs 
when  all  he  has  to  look  forward  to  is  the  pain  he  left  before  he  became  an  addict  I  ask  you 
to  help  replace  that  pain  with  hope  and  opportunity. 
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Mr.  Smith.  Do  others  want  to  make  a  statement? 

Mr.  Towns.  Yes.  Thank  you  very  much,  Mr.  Chairman.  I  would 
also  like  to  join  my  colleagues  in  indicating  the  importance  of  fund- 
ing in  terms  of  drug  treatment. 

Prior  to  coming  to  Congress  at  one  point  in  my  life  I  served  as 
a  hospital  administrator,  and  there  were  several  drug  programs  at 
the  hospital  which  came  under  my  jurisdiction.  I  found  out  that 
treatment  works  if  it  is  the  comprehensive  approach  to  dealing 
with  the  problem. 

You  cannot  just  detoxify  a  person  and  say  good-bye.  But  if  you 
are  able  to  counsel  the  person,  assist  in  terms  of  finding  the  job, 
getting  the  person  back  into  school,  to  give  them  some  skills,  you 
will  find  that  that  person  is  able  to  sort  of  make  it  in  life.  But  for 
some  reason  or  other  we  have  not  seen  the  need  to  come  up  with 
a  comprehensive  approach.  We  will  detoxify  a  person,  then  walk 
away  from  them,  and  that  is  the  end  of  it. 

But  I  think  it  is  a  great  opportunity  for  us.  We  are  talking  about 
health  care.  This  is  the  good  way  to  save  money.  We  can  come  forth 
with  this  comprehensive  approach.  We  will  save  a  lot  of  money  on 
the  back  end  if  we  save  it  now  on  the  front  end.  Because  I  have 
people  who  are  seeking  help.  If  someone  walked  in  right  now  in 
most  neighborhoods  that  we  represent  and  said  I  am  tired  of  using 
drugs,  I  would  like  to  get  off,  please  help  me  to  get  off,  it  would 
take  you  six  months  to  find  a  place  for  that  person  to  go.  In  many 
instances,  they  have  committed  a  lot  of  crimes.  A  lot  of  things  have 
happened  to  them  during  that  period. 

So  I  think  that  we  should  try  to  work  toward  this  comprehensive 
approach  where,  within  48  hours,  if  a  person  walks  in  and  says  I 
am  tired  of  the  life  I  am  living,  I  now  would  like  to  get  off  drugs, 
we  should  have  a  place  to  take  that  person  to  be  detoxified  from 
drugs.  I  am  working  towards  that  so,  therefore,  I  appear  and  urge 
you  to  support  in  terms  of  as  much  funding  as  possible  for  this 
kind  of  problem.  Because  I  think  that  we  will  save  money  when  we 
do  that. 

So  thank  you  very  much,  Mr.  Chairman,  for  allowing  me  to  come. 
I  would  also  like  to  thank  my  colleague,  Lou  Stokes,  for  being  on 
the  forefront  of  this  battle  for  many,  many  years  in  terms  of  fight- 
ing for  the  black  colleges. 

When  I  look  and  see  that  two  black  dental  schools  have  trained 
60  percent  of  the  black  dentists  in  this  Nation  and  look  at  the  fact 
that  four  medical  schools  have  trained  more  than  50  percent  of  all 
the  black  doctors  in  this  Nation  and  that  Lou  Stokes  has  been 
there  fighting  to  make  sure  these  institutions  stay  alive,  I  want  to 
commend  you  for  your  work  in  that  area,  Mr.  Stokes. 

Mr.  Smith.  He  certainly  has  in  all  the  years  I  have  been  on  the 
subcommittee. 

[The  prepared  statement  follows:! 
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FBCUs   AND  MINORITIES  IN  THE  HEALTH  PROFESSIONS 
The  Honorable  Ed  Towns    (D-NY) 
before  the 

Subcommittee    on  Labor-HHS-Education 

May  4,  1994 


I  want  to  thank  the  Subcommittee  Chairman  and  our  distinguished  colleague 
from  Ohio,  Lou  Stokes  for  inviting  me  here  this  afternoon  to  share  some  thoughts  with 
with  you  concerning  historically  Black  colleges  and  universities  and  minorities  in  the 
health  professions.  I  have  included  some  specific  funding  recommendations  in  my 
testimony  but  let  me  make  some  general  comments  for  the  record.  I  believe  these 
facts  will  support  our  call  for  increased  funding  to  HBCUs  and  the  education  of 
minorities  in  the  health  professions. 

A  disproportionately   high  number  of  those  Americans  lacking  adequate  access 
to  basic  health  care  are  Blacks  and  other  minorities.    Historical  data  documents    that 
Blacks  and  other  minority  health  care  professionals   are  more  likely  to  serve  in  minority 
or  otherwise   medically  underserved  communities  in  primary  care  settings.    Despite  the 
fact  that  Blacks  represent  approximately    12%  of  the  U.S.  population,  only  2-3%  of 
our  nation's  physicians,    dentists,    pharmacists    and  veterinarians  are  Black.    In  1992, 
underrepresented    minorities  in  medical  school   reached   10.3%    of  total  enrollment. 
However,  these  groups  represent  over  22%  of  the  U.S.  population,  percentage  which 
is  expected   to  increase  to  25%  by  the  year  2,000. 
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On  the  other  hand,  eleven  historically  Black  health  professions    schools   have 
trained  50%  of  the  nation's   Black  physicians,    60%  of  the  nation's   Black  dentists, 
60%  of  the  nation's  Black  pharmacists   and  75%  of  the  nation's  Black  veterinarians. 
The  historically   Black  health  professions    schools    are  considered   by  many  to  be  a 
national  resource.    These  institutions  have  demonstrated   their  capability,  and  are  the 
best  in  the  country  in  producing  qualified  minority  health  care  professionals. 
Due  to  the  fact  that  these  institutions  have  historically  educated  and  provided  health 
care  to  underserved  and  poor  populations,  they  endure  a  financial  struggle  directly  tied 
to  this  mission.     I  would  urge  the  Subcommittee    to  carefully  consider  the  attached 
funding  recomendations    for  health  professions    education  programs. 

Finally,  Mr.  Chairman  let  me  echo  my  support  for  increased  funding  for 
substance  abuse  treatment  As  a  former  hospital  administrator  for  a  drug 
rehabilitation  clinic,  I  know  that  treatment  does  work.  And  while  we  need  to  make 
every  effort  to  halt  the  trafficking  in  drugs,  we  also  need  to  provide  resources  for  drug 
and  alcohol  abuse.  We  can  not  expect  our  states  and  cities  too  address  this  public 
health  program  without  some  support  from  the  Federal  government 

Thank  you  for  your  consideration  of  my  views  and  I  would  be  happy  to  answer 
any  questions  you  may  have. 
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FY  '95  FUNDING  RECOMMENDAIONS  FOR  HEALTH  PROFESSIONS  PROGRAMS 

o  Hold  NIH    accountable    to  have    HBCU's  play  a  more  participatory    role  in 

research  activities  at  NIH  research  activities,  especially  with  respect  to  clinical 
trials  and  research  training. 

What  is  needed  is  accelerated  support,  by  the  subcommittee,  for  the  Historically 
Black  Health  Professions  Schools  that  have  demonstrated  an  ability  to  produce 
minority  health  care  professionals  that  can  serve  as  models  for  other  training 
programs  around  the  nation: 

o  The  President's    proposal   to  cut  FY  '95    funding   for  the  Health  Professions 

Training  programs  by  $15  million  less  than  FY '94  has  serious  implications  on 
the  effort  to  increase  the  numbers  of  minority  health  professionals  in  this 
country.  Instead,  the  programs  should  be  allowed  a  12%  increase  (at  least)  in 
funding  for  the  Title  VII  and  VIII  accounts  so  that  funding  would  be  increased 
from  $282.7  million  for  FY  '94  to  $316.4  million  for  FY  '95.  This  amount 
commensurate  with  the  pace  of  growth  of  overall  government  spending  on 
public-health  initiatives. 

o         In  addition,    the   proposal    to   consolidate     the   Health   Professions     Training 
programs    into   5    programs    -  primary    care,    minority    and   disadvantaged 
assistance,    loans,    nursing,  and  data  collection  -  is  unwise. 

o  $28   million  for  Research  Centers  at  Minority  Institutions 

These  grants  to  fund  Research  Centers  at  Minority  Institutions  (RCMI)are 
critical  to  the  development  of  research  infrastructures,  training  minority 
professionals  in  research  capabilities,  compete  for  research  dollars  and  most 
importantly  research  health  programs  common  to  Blacks  and  other  minorities. 
Individual  NIH  Institutes   are  encouraged   to  co-fund  RCMI  grants. 

o  $5    million  for  Biomedical   Facility  Construction    at  Institutions  of  Emerging 

Excellence 

In  it's  FY'95  Budget,  the  National  Center  for  Research  Resources  has  requested 
level  funding  of  $  7  million  for  Extramural  Facility  Construction    through  NIH, 
25%  of  these  funds  are  designated   for  Institutions  of  Emerging  Excellence  that 
are  described  as  RCMI  schools,    or  Minority  Centers  of  Excellence. 

This  new  program  was  established  in  recognition  that  minority  schools  tend  to 
lag  behind  majority  schools  in  their  institutional  development,  or  have  faced 
significant       barriers  to  their  development. 

Grants  awarded  through  this  program  can  be  used  by  eligible  institutions  for  the 
acquisition,     construction,     remodeling,    expansion    or  equipping    of  graduate 
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biomedical  research  facilities.  The  purpose  of  this  program  is  to  strengthen 
these  schools  so  they  can  participate  in  clinical  trials  and  become  strong  centers 
for  research  on  diseases   that  disproportionately   affect  minority  populations. 

$344,951      million  for  the  National  Center  for  Research  Resources 

NCRR  develops  and  supports  critical  research  technologies  and  shared 
resources  that  underpin  health  related  research  to  maintain  and  improve  the 
health  of  our  nation's  citizens.  Among  the  programs  that  it  supports,  NCRR  is 
also  working  to  develop  the  research  capacity  for  underrepresented  groups. 
With  NIH,  NCRR  will  help  address  pressing  research  issues  such  as  access  to 
state  of  the  art  technologies;  remedying  the  shortage  of  independent  basic  and 
clinical  investigators    and  the  underrepresentation    of  minority  investigators. 

$32   million  for  Minority  Centers  of  Excellence 

The  Centers  of  Excellence  (COE)program  provides  funding  to  improve  student 
performance   and  recruitment  and  faculty  recruitment,   training,  retention  and 
research  at  predominantly  minority  institutions  which  train  a  disproportionate 
number  of  minority  health  professionals    as  well  as  provide  a  great  deal  of  care 
to  minority  populations.    The  FY'93  reauthorization  of  COEchanges  the  portion 
of  funding  above  the  $12    million  for  the  4  original  Historically  Black  Health 
Professions     Schools    to  60%   for  Hispanic  and  Native  American  COE,  while 
enabling  other  institutions    to  compete    for  40%   of  the  remaining  funds.     In 
addition  it  expands    the  eligibility  of  COE  to  include  schools    of  osteopathic 
medicine,  schools  of  public  health  and  graduate  programs  in  clinical  psychology. 
Increased  funding  for  the  "other"    Centers  of  Excellence  is  very  important. 

$30   million  for  Disadvantaged   Assistance    (H-COP) 

Disadvantaged    Assistance    grants  and  contracts   are  vital  to  the  identification, 
recruitment,  retention,  and  placement  of  minority  and  disadvantaged    students. 
Institutions  rely  heavily  upon  these  grants.     Students   also  rely  on  these  funds 
for  support.      AMHPS  recommends    the  program   be  improved    to  allow  for 
authorization  changes   made.    Also,  HRSAis  encouraged   to  provide  additional 
assistance    to  minority  institutions   in  grant  application  development. 

$16   million  for  Exceptional  Financial  Need  Scholarships 

Exceptional  need  funds  are  allocated  to  health  professions  schools   that  award 

scholarships      to    students      with     exceptional      financial  need.        Increased 

authorization    levels   would    allow   continued    support    for  additional  years    of 
training  to  an  increased      number  of  eligible  students. 
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o  $20    million  for  Scholarship  Grants  for  Disadvantaged    Students 

The  Scholarship  Grants  program  provides  grants  to  schools  of  medicine, 
optometry,  veterinary  medicine,  allied  health,  or  public  health,  or  schools  that 
offer  graduate  programs  in  clinical  psychology  for  the  purpose  of  assisting 
such  schools  in  providing  scholarships  to  individuals  from  disadvantaged 
backgrounds  who  are  enrolled  (or  accepted  for  enrollment)  as  full-time  students 
in  the  schools. 

o  $4  million  for  Loan  Repayment-Faculty    Services 

The  Loan  Repayment-Faculty  Services  program  provides  for  repayment  of 
principal  and  interest  of  any  educational  loans  at  a  rate  of  up  to  $20,000  per 
year  for  eligible  individuals  from  disadvantaged  backgrounds  who  are  health 
professions  students  or  graduates,  and  who  have  agreed  to  serve  for  at  least 
2  years  as  a  faculty  member  of  a  school  of  medicine,  nursing,  osteopathic 
medicine,  dentistry,  pharmacy,  podiatric  medicine,  optometry,  veterinary 
medicine,  or  public  health,  or  a  school  that  offers  a  graduate  program  in 
clinical  psychology. 

o  $110     million  for   Title   III,  Strengthening     Historically    Black  Colleges     and 

Universities 

Title  III,  Strengthening    Historically  Black  Colleges  and  Universities,   requires  a 
level    adequate   to  fund  the  endowment    programs   and  special  postgraduate 
programs  established   by  the  Higher  Education  Act  Reauthorization. 

o  $21     million  for  Title   III,  Part  B,   Section    326,     Postgraduate     Professional 

Institutions 

The  1992  reauthorization  of  the  Higher  Education  Act  added  11  Historically 
Black  Graduate  and  Professional  Schools  to  Part  B,  Section  326  of  Title  III.  This 
program  now  serves  as  a  funding  resource  for  16  graduate  and  professional 
schools  which  enroll  no  undergraduates  and  are  therefor  ineligible  to  receive 
Pell  grants,  and  thus  cannot  receive  regular  Title  III,  Part  B  funding.  Increased 
funding  is  necessary  in  order  for  this  program  to  adequately  assist  the  16 
graduate  HBCUs  in  establishing  and  strengthening  the  important  developmental 
programs  they  have  developed  through  these  grants. 

o  $400,000       for   Historically   Black  College    and   University    Capital  Financing 

Program 

The  new  Historically  Black  Colleges  and  Universities  Capital  Financing  Program 
would  promote  diversity  and  equal  opportunity  in  American  higher  education  by 
providing  a  Federal  guarantee  for  private  sector  bond  financing  for  the  repair 
and  construction    of  facilities  at  HBCUs. 
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Mr.  Smith.  Ms.  Clayton. 

Mrs.  Clayton.  Thank  you,  Mr.  Chairman  and  Members  of  the 
committee  and  to  Mr.  Stokes,  who  is  the  leader  of  our  task  force. 
Thank  you  for  the  opportunity  to  testify,  and  also  I  want  to  add 
my  support  for  the  Community  and  Migrant  Health  Centers.  I  say 
that  because  they  are  very  important  in  my  area.  I  know  this  be- 
cause I  have  been  involved  in  creating  and  establishing  rural  cen- 
ters, particularly  in  my  home  area. 

There  are  nine  federally  funded  Community  and  Migrant  Health 
Centers  in  the  1st  Congressional  District.  There  are  34  statewide. 
There  are,  further,  some  60  networks  of  rural  centers.  If  they  were 
not  there,  more  than  390,000  people  in  North  Carolina  would  not 
have  access  to  rural  health.  It  is  for  that  reason,  for  that  reason 
and  more,  that  we  need  to  continue  the  service  of  the  health  care 
they  provide.  They  represent  the  only  opportunity,  many  times,  in 
rural  areas  to  have  access  to  doctors.  If  they  were  not  there,  they 
would  not  have  an  opportunity. 

It  is  important  to  note  that  the  administration  proposed  no  in- 
crease in  the  fiscal  year  1994  for  the  $603  million  for  Community 
Health  Centers  and  $59  million  for  Migrant  Health  Centers.  I  pro- 
pose, in  light  of  the  increase  in  need  and  use  and  our  commitment 
to  health  care  reform,  that  rather  than  the  $603  million  there 
should  be  $675  million  for  Community  Health  Centers.  And  rather 
than  the  $59  million  for  Migrant  Health  Centers,  there  should  be 
$100  million. 

This  increase  would  enable  existing  Community  Health  Centers 
to  see  more  patients  than  they  are  now.  It  also  would  provide  a 
structure  as  health  care  reform  is  implemented  to  have  that  imple- 
mentation for  primary  care.  I  urge  you  to  support  this  because  you 
know  this  is  preventive  health  care,  and  I  again  thank  you  and 
again  thank  Mr.  Stokes  for  his  leadership  in  inviting  us  here. 

Mr.  Smith.  Thank  you. 

[The  prepared  statement  follows:] 


997 

Statement  of  Congresswoman  Eva  Clayton 
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Mr.  Chairman,  and  members  of  the  Labor,  Health  and  Human 
Services,  and  Education  Appropriations  Subcommittee,  I  am 
delighted  to  have  this  opportunity  to  speak  to  you  today  about 
the  importance  of  Community  and  Migrant  Health  Centers  in  my 
rural  area  of  eastern  North  Carolina. 

I  know  just  how  vital  these  Health  Centers  are  to  rural  counties 
as  I  was  exposed  to  them  from  the  ground  level  -  I  helped  to 
establish  one  in  my  home  county  of  Warren. 

There  are  nine  federally- funded  Community  and  Migrant  Health 
Centers  in  the  1st  District  of  North  Carolina  and  34  statewide. 
In  addition  to  federally  funding  Community  Health  Centers,  the 
State  of  North  Carolina  has  developed  a  network  of  60  community- 
based,  state- initiated  health  centers  that  currently  serve  more 
than  360,000  patients  throughout  rural  and  inner- city  North 
Carolina. 

In  1993,  the  Community  and  Migrant  Health  Centers  in  North 
Carolina  reported  that  there  was  a  four  percent  increase  in  the 
number  of  patients  seen  by  health  center  providers.   They  also 
reported  that  each  of  the  patients  made  more  visits  to  the  center 
than  in  the  past,  thus  illustrating  that  these  patients  have 
greater  health  care  needs  than  the  average  patient. 

As  these  statistics  show,  there  is  an  increasingly  greater 
reliance  on  Community  and  Migrant  Health  Centers  as  individuals 
lose  their  health  insurance.   Such  an  increase  in  the  patient 
population  for  Community  and  Migrant  Health  Centers  makes  a 
compelling  argument  in  favor  of  increasing  their  funding. 

The  Administration  proposes  no  increase  above  the  Fiscal  Year 
1994  levels  of  $603  million  for  Community  Health  Centers  and  $59 
million  for  Migrant  Health  Centers.   I  propose  that  in  light  of 
the  increased  reliance  on  the  Community  Health  Centers,  we  need 
to  provide  for  an  increase  in  funds:   $675  million  for  Community 
Health  Centers  and  $100  million  for  Migrant  Health  Centers. 

These  increased  funds  will  expand  the  existing  Community  Health 
Centers  to  allow  them  to  see  more  patients.   Also,  increased 
funding  will  allow  for  new  starts  of  health  centers  into 
currently  underserved  areas . 

I  recognize  the  extreme  situation  you  face  as  you  try  to  provide 
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adequate  funding  to  so  many  worthy  programs  under  your 
jurisdiction.   However,  I  request  that  you  provide  an  increase 
for  the  Community  and  Migrant  Health  Centers.   I  know  first  hand 
their  importance  to  rural  underserved  communities.   Often,  the 
Community  Health  Centers  are  the  only  health  care  presence  for 
miles.   As  we  continue  to  debate  health  care  reform,  and  we  focus 
so  much  of  our  attention  on  the  positives  of  prevention,  let  us 
remember  that  Community  and  Migrant  Health  Centers  are  the  key  to 
providing  preventive  and  primary  care  to  the  underserved 
communities . 
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Mr.  Smith.  Mr.  Scott. 

Mr.  Scott.  First,  I  want  to  express  my  support  for  the  comments 
made  by  my  colleagues,  and  I  want  to  focus  on  one  particular  area 
and  that  is  one  my  distinguished  friend,  Congressman  Stokes,  has 
been  working  on  for  many  years,  and  that  is  maternal  and  child 
health  and  its  importance  in  reducing  infant  mortality. 

Because  of  programs  that  Mr.  Stokes  and  others  have  cham- 
pioned such  as  the  Maternal  and  Child  Health  Block  Grants  and 
the  WIC  program,  the  infant  mortality  rate  has  continued  to  go 
down.  It  is  important  to  look  at  the  infant  mortality  rates  because 
it  is  a  key  barometer  to  the  quality  of  health  care  services  in  an 
area  and  because  of  the  close  correlation  between  infant  mortality 
and  preventable  mental  retardation  and  preventable  birth  defects. 

Unfortunately,  international  studies  still  rank  the  United  States 
about  20th,  near  the  worst,  amongst  industrialized  nations  in  pre- 
venting infant  mortality.  In  recent  years,  nearly  40,000  American 
children  died  before  their  first  birthday  due  to  preventable  causes 
such  as  low  birth  weight,  lack  of  prenatal  care  and  other  reasons 
which  can  be  addressed  through  adequate  health  care  and  outreach 
services  to  mothers  and  children  during  and  following  pregnancy 
and  birth. 

Forty  thousand  deaths  every  year  represent  more  deaths  than 
those  caused  by  diabetes,  breast  cancer  or  leukemia  and  almost  as 
many  as  died  on  our  Nation's  highways.  In  the  country  as  a  whole 
and  in  almost  every  State  the  infant  mortality  rate  is  almost  twice 
as  bad  in  the  African-American  community  as  in  the  rest  of  the  Na- 
tion. 

In  essence,  there  are  two  strategies  which  reduce  infant  mortal- 
ity: first,  the  quality  prenatal  care  and  supportive  services,  such  as 
WIC;  and,  second,  the  high-technology  neonatal  intensive  care  for 
infants  born  without  prenatal  care  and  services.  The  latter  are  ob- 
viously much  more  expensive.  For  example,  studies  indicate  that 
for  every  dollar  spent  on  programs  such  as  prenatal  care  and  WIC 
before  a  baby  is  born  saves  $3  in  services  after  a  baby  is  born. 

Mr.  Chairman,  the  budget  put  before  you  by  the  President  pro- 
vides important  increases  in  some  areas  such  as  the  WIC  program 
and  the  Healthy  Start  demonstration  program,  which  will  help  to 
address  infant  mortality,  but  the  budget  does  not  go  far  enough. 
Pending  a  universal  health  care  system  which  will  provide  for  more 
effective  redress  of  the  problem,  we  should  more  adequately  fund 
the  Maternal  and  Child  Health  Block  Grant  program  to  a  level  of 
$750  million  for  fiscal  year  1995. 

That  level  of  funding  would  allow  maintenance  of  current  service 
levels  as  well  as  expansions  to  assist  families  to  appropriately  uti- 
lize expanded  services  and  other  areas  such  as  WIC  and  Head 
Start  health  care  services.  This  represents  a  9  percent  increase  in 
the  current  block  grant  as  compared  to  the  21  percent  increase  in 
Head  Start  and  11  percent  increase  in  WIC,  both  of  which  I  ap- 
plaud. 
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Mr.  Chairman,  I  want  to  thank  you  for  your  leadership  and  Con- 
gressman Stokes  and  others  on  this  committee  for  the  leadership 
that  you  have  provided  in  this  area  and  for  providing  me  the  oppor- 
tunity to  address  these  issues. 

Thank  you. 

[The  prepared  statement  follows:] 
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Thank  you  Mr.  Chairman: 

I  want  to  first  thank  my  good  friend,  Congressman  Stokes,  for 
inviting  me  and  to  applaud  his  leadership  in  advocating  for  the 
development  of  significant  health  care  programs  in  the  area  I 
wish  to  address:  maternal  and  child  health  and  its  importance  in 
reducing  infant  mortality.  Through  programs  you  have  championed 
such  as  the  Maternal  and  Child  Health  Block  Grant  and  the  WIC 
nutrition  program,  the  infant  mortality  rate  is  going  down. 

It  is  important  to  look  at  the  infant  mortality  rate  because  it 
is  a  key  barometer  of  the  quality  of  health  care  services  in  an 
area  and  because  of  the  close  correlation  between  the  infant 
mortality  rate  and  preventable  mental  retardation  and  preventable 
birth  defects.  Unfortunately,  international  studies  rank  the  U.S. 
about  20th,  near  the  worse,  among  industrialized  nations  in 
preventing  infant  mortality. 

In  recent  years,  nearly  40,000  children  died  annually  before 
their  first  birthdays  due  to  preventable  causes  such  as  low 
birthweight,  lack  of  prenatal  care  and  other  reasons  which  can  be 
addressed  through  adequate  health  care  and  outreach  services  to 
mothers  and  children  during  and  following  pregnancy  and  birth. 
Forty  thousand  deaths  represent  more  deaths  than  those  caused  by 
diabetes,  breast  cancer  or  leukemia,  and  almost  as  many  as  died 
on  our  nation's  highways. 
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In  the  country  as  a  whole,  and  in  almost  every  state,  the  infant 
mortality  rate  is  more  than  twice  as  high  among  African- Americans 
as  whites. 

In  essence,  there  are  two  strategies  which  reduce  infant 
mortality:  1)  quality  pre-natal  care  and  supportive  services  such 
as  WIC  and  2)  high  technology  neonatal  intensive  care  for  infants 
born  without  such  pre-natal  care  and  supportive  services.  The 
later,  however,  is  much  costlier.  For  example,  studies  have 
indicated  that  every  dollar  spent  on  programs  such  as  prenatal 
care  and  WIC  before  the  baby  is  born  save  over  $3  in  services 
after  the  baby  is  born. 

Mr  Chairman,  the  budget  put  before  you  by  the  President  provides 
important  increases  in  some  areas  such  as  the  WIC  program  and  the 
Healthy  Start  demonstration  program,  which  will  help  to  address 
infant  mortality,  but  does  not  go  far  enough.   Pending  a 
universal  health  care  system  which  will  provide  for  more 
effective  redress  of  the  problem,  we  should  more  adequately  fund 
the  Maternal  and  Child  Health  Block  Grant  Program  to  a  level  of 
$750  million  for  FFY  1995.  That  level  of  funding  would  allow 
maintenance  of  current  service  levels  as  well  as  expansions  to 
assist  families  to  appropriately  utilize  expanded  services  in 
other  areas  such  as  WIC  and  Head  Start  health  care  services. 
This  represents  a  9%  increase  in  the  current  Block  Grant  as 
compared  with  a  21%  increase  proposed  for  Head  Start  and  an  11% 
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increase  in  WIC,  both  of  which  I  applaud. 

Mr.  Chairman,  I  again  thank  you  for  your  leadership  and 
graciousness  in  providing  this  opportunity  to  address  these 
issues . 
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Mr.  Smith.  Mr.  Stokes. 

Mr.  Stokes.  Mr.  Chairman,  I  want  to  thank  you  for  the  invita- 
tion extended  to  my  colleagues  in  the  Congressional  Black  Caucus 
to  testify  here  on  this  very  important  subject  this  afternoon.  Each 
of  them  serves  on  the  Congressional  Black  Caucus  Health  Brain 
Trust,  and  each  of  them,  in  their  respective  capacity,  brings  a  great 
deal  of  expertise  in  the  area  of  health. 

Congressman  Rangel,  a  senior  Member  of  the  Ways  and  Means 
Committee,  also  is  a  leader  in  the  area  of  health  on  the  subcommit- 
tee in  which  he  sits  on  in  the  Ways  and  Means  Committee;  Con- 
gressman Towns,  of  course,  a  senior  Member  on  the  Energy  and 
Commerce  Committee  and  sits  on  the  Health  Committee  there;  and 
Bobby  Scott  and  Ms.  Eva  Clayton  both  have  committees  on  which 
they  will  be  having  a  great  deal  to  do  with  whatever  health  care 
reform  comes  out  of  this  Congress,  and  they  both  came  to  the  Con- 
gress with  a  great  deal  of  expertise  in  the  area  of  health. 

So  I  am  pleased  they  have  taken  the  time  out  of  their  very  busy 
schedules  to  come  and  share  with  you  some  of  this  type  of  concern 
and  expertise,  and  their  testimony  certainly  has  been  very  helpful 
to  the  cause  that  we  try  to  bring  to  this  committee  in  terms  of  the 
desperate  situation  as  it  relates  to  minority  health  in  this  country. 

I  express  my  appreciation  to  each  of  you. 

Mr.  Porter.  Mr.  Chairman. 

Mr.  Smith.  Mr.  Porter. 

Mr.  Porter.  Mr.  Chairman,  I  was  very  interested  in  what  each 
of  the  witnesses  had  to  say,  and  I  think  it  is  at  a  time  when  there 
is  a  lot  of  pressure,  downward  pressure,  on  budgets,  and  we  are  all 
fighting  for  as  much  budget  authority  as  we  can  get  because  we 
know  the  needs  are  very  important. 

We  are  seeing  coming  from  the  administration  a  very  good  sign — 
Representative  Rangel  used  the  word  accountability.  And,  Charlie, 
I  think  that  is  exactly  right.  It  does  not  matter  that  you  spend  the 
money  if  you  do  not  get  the  results  from  what  you  spend. 

We  are  seeing  a  great  emphasis  on  not  only  spending  it  and 
funding  the  programs,  but  seeing  that  the  results  work  out,  that 
a  job  is  there  if  you  spend  money  on  job  training,  that  you  get  a 
person  into  a  job  and  the  person  holds  the  job  and  you  get  a  good 
result. 

And  the  same,  obviously,  is  true  with  drug  treatment  programs. 
You  have  to  get  the  result.  And  spending  the  money  wisely  is  very 
important  as  well  as  making  sure  that  the  resources  are  there  to 
do  the  job  in  the  first  place. 

So  we  very  much  appreciate  your  testimony.  I  think  that  you  are 
on  track  in  your  concerns,  and  we  will  do  our  best  to  provide  the 
resources  that  are  needed. 

Mr.  Rangel.  Mr.  Chairman. 

Mr.  Smith.  Yes. 

Mr.  Rangel.  May  I  respond? 

One  of  the  major  problems  that  we  have  with  the  budget  is  that 
no  matter  how  large  the  savings  are,  savings  are  not  scored.  This 
is  the  same  problem  we  had  with  the  health  bill.  We  know  what 
preventive  care,  having  examinations,  means  in  terms  of  avoiding 
the  heavy  costs  of  hospital  care,  and  that  is  what  we  are  having 
with  drug  rehab.  They  do  not  even  want  to  look  at  it.  They  have 
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not  the  slightest  clue  what  to  do  with  it  except  to  tell  you,  you  will 
have  90  days  in  and  30  days  out  and  a  variety  of  numbers  which 
are  geared  toward  costs. 

What  I  am  suggesting  may  not  take  additional  dollars,  but  we 
will  have  to  say  what  are  we  doing  now  in  education  and  job  train- 
ing? What  are  we  doing  with  the  private  sector?  And  it  takes  more 
creativity  than  having  a  half  dozen  different  committees  try  to 
bring  it  together. 

I  was  able,  to  do  it  with  Enterprise  Zones.  Not  talking  about 
drugs.  All  I  talked  about  was  budget  reduction,  deficit  reduction. 
But  the  truth  of  the  matter  is  you  cannot  deal  with  treating  a  per- 
son for  drugs  unless  you  treat  the  causes. 

To  me,  we  are  throwing  tens  of  billions  of  dollars  into  the  crime 
bill,  and  I  have  not  heard  anyone  give  me  a  profile  as  to  who  is 
in  jail.  They  are  unemployable,  illiterate  people  with  no  hope  that 
they  ever  will  have  an  opportunity  to  be  included  in  society.  And 
if  you  interview  any  of  them,  any  of  us  can  tell  you  they  are  not 
ready  to  come  back  to  society  when  they  are  discharged. 

Mr.  Smith.  Well,  I  want  to  make  a  couple  of  comments,  too.  I 
thank  all  of  you  for  coming.  I  happen  to  have  spent  one  weekend 
in  the  Bedford-Stuyvesant  area  under  the  protection  of  a  gang  lead- 
er who  turned  social  welfare.  It  is  an  eye  opener.  It  really  is. 

Also,  I  was  very  struck  by  an  experience  of  talking  to  a  person 
who  was  in  prison,  because  he  had  asked  that  his  parole  be  re- 
voked because  he  knew  it  was  time  to  get  off  drugs  and  get  some 
training  so  he  went  to  prison  to  do  it.  I  am  also  struck  by  the  fact 
that  we  just  went  through  another — and  this  is  something  that 
comes  under  your  area — period  where  we  appropriated  $14  billion 
for  extended  unemployment  compensation. 

After  the  1983  recession  we  appropriated  $19  billion  for  unem- 
ployment compensation  so  that  we  could  give  people  who  had  been 
lucky  enough  to  have  had  a  job,  what  amounts  to  welfare — it  is 
taxpayers'  money — based  on  the  salary  they  had  earned  before. 
But,  at  the  same  time,  somebody  else  could  be  going  down  to  the 
unemployment  office,  showing  up,  asking  for  a  job,  going  through 
exactly  the  same  kind  of  requirements  that  you  have  to  go  through 
if  you  have  extended  unemployment,  but  there  is  nothing  for  them. 

I  have  talked  to  people  for  10  years  about  this,  but  we  have 
never  gotten  anything  done  about  it.  Now  in  Australia,  for  exam- 
ple, after  a  certain  length  of  time  everybody  unemployed  is  the 
same.  You  have  to  show  up  and  do  whatever  is  required,  take  any 
job  they  want  to  send  you  to,  but  everybody  that  is  unemployed  is 
the  same.  We  do  not  do  that  here.  And  this  is  a  part  of  the  same 
problem. 

Mr.  Rangel.  Exactly. 

Mr.  Smith.  Yes.  Well,  I  thank  all  of  you. 

Mr.  Rangel.  Thank  you,  thank  the  committee  and  the  Chairs. 

Mr.  Towns.  Thank  you. 

Wednesday,  May  4,  1994. 

WITNESS 

HON.   SONNY  CALLAHAN,  A  REPRESENTATIVE  IN  CONGRESS  FROM 
THE  STATE  OF  ALABAMA 
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Mr.  Smith.  Mr.  Callahan. 

Mr.  Callahan.  Thank  you,  Mr.  Chairman. 

I  will  submit  my  written  statement  for  the  record,  but  I  am  here 
for  two  purposes:  one,  to  thank  you  and  the  committee  for  their 
generosity  in  the  past  couple  of  years  with  respect  to  research  mon- 
ies for  RETT  syndrome. 

RETT  syndrome  is  a  unique  disease  that  attacks  only  young 
girls.  A  young  girl,  for  example,  generally  does  not  even  appear  to 
be  disordered  unless  or  until  she  reaches  the  age  of  about  18 
months,  and  suddenly,  those,  we  now  know,  that  develop  RETT 
syndrome  actually  regress.  They  lose  their  ability  to  do  simple 
things  such  as  walk  or  talk,  and  it  is  a  horrible  disease  that  only 
impacts  several  thousand  young  girls. 

But  it  is  a  disease  that  has  received  little  attention  until  this 
committee  afforded  the  necessary  monies  for  some  great  univer- 
sities in  this  country  to  begin  an  in-depth  research  into  the  cause 
of  RETT  syndrome. 

We  feel  like  those  of  us  that  have  become  aware  of  this  disease 
and  this  horrible  affliction  placed  upon  some  young  girls  can  be 
cured.  Now,  since  it  is  limited,  to  the  best  of  our  knowledge,  to  just 
females,  they  now  feel,  the  researchers,  that  we  will  be  able  to  find 
a  cure  for  this  disease  if  we  have  or  are  able  to  continue  the  re- 
searching that  has  been  going  on  for  the  last  couple  of  years  as  a 
result  of  the  generosity  of  this  committee. 

So,  last  year,  you  very  generously  gave  us  $2.5  million.  We  recog- 
nize, serving  on  your  committee,  the  restraints  that  we  have  this 
year  on  monetary  measures  so  we  are  not  going  to  ask  for  an  in- 
crease, but  we  do  hope  that  the  committee  will  be  just  as  generous 
and  just  as  understanding  about  the  need  to  continue  the  research 
on  this  very  important  matter  and  that  you  will  include  the  $2.5 
million  that  we  are  so  requesting. 

So,  Mr.  Chairman,  once  again,  thanks  to  you  and  to  many  Mem- 
bers of  the  committee,  including  Mr.  Hoyer  who  is  not  here  today, 
who  sort  of  led  the  effort.  I  jokingly  talked  with  your  predecessor 
last  year,  Chairman  Natcher,  about  whether  or  not  I  would  vote  for 
your  final  package  because  a  couple  of  years  before  I  voted  the 
wrong  way,  according  to  Chairman  Natcher.  But  let  me  tell  you,  I 
have  seen  the  light  of  day,  and  I  now  understand  the  importance 
of  all  of  the  issues  that  you  people  go  through  in  trying  to  make 
the  decisions  as  to  how  your  allocated  monies  will  be  spent. 

Mr.  Smith.  Well,  we  thank  you,  and  about  every  year  a  few 
Members  asking  us  to  put  an  increase  in,  take  a  little  away  from 
somebody  else  in  order  to  do  it,  and  then  they  vote  for  a  2  percent 
reduction  of  the  whole  package.  We  are  glad  to  know  that  one  of 
you,  at  least,  has  seen  the  light. 

Mr.  Callahan.  I  thank  you,  Mr.  Chairman. 

Mr.  Porter.  Thank  you  for  coming  and  educating  us  on  RETT 
syndrome,  Sonny.  We  have  listened  to  you,  and  we  have  it  in  our 
consciousness  now,  and  we  will  do  our  best  to  help. 

Mr.  Callahan.  Thank  you  John.  Thank  you,  Mr.  Chairman. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  Members  of  the  subcommittee,  I  want  to  thank 
you  for  the  opportunity  to  testify  on  a  matter  of  great  importance. 
I  am  again  interested  in  securing  funding  in  this  year's  NIH 
appropriation  for  continued  research  on  RETT  syndrome.    I  am 
most  grateful  to  the  subcommittee  for  its  support  for  research  of 
this  disease  in  last  year's  bill. 

RETT  syndrome  is  a  devastating  neurological  disorder  which  occurs 
only  in  females.    Girls  with  the  disorder  show  apparent  normal 
development  until  6-18  months  of  life,  then  appear  to  arrest  in 
development  or  regress  in  previously  acquired  skills.    By  three  years 
of  age,  RETT  syndrome  has  left  the  little  girls  physically  and 
mentally  handicapped. 

In  the  early  stages  of  the  disorder,  girls  may  exhibit  the  autistic 
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features  of  withdrawal  and  isolation.  Cognitive  functioning  appears 
to  be  severely  impaired,  but  true  understanding  and  intelligence  are 
difficult  to  measure  due  to  apraxia:  the  desire  and  will  to  move  and 
respond  but  without  the  capability  of  directing  one's  movements. 

This  makes  traditional  testing  methods  inadequate  because  the  child 
cannot  speak  or  gesture.    Girls  lose  purposeful  use  of  their  hands. 
Instead,  they  exhibit  stereotyped  movements  which  include:  hand 
washing,  hand  wringing  or  hand  clapping.    These  movements 
become  almost  constant  while  the  girl  is  awake. 

About  half  the  girls  with  RETT  syndrome  are  able  to  walk 
independently.    Those  who  are  able  to  walk  do  so  in  a  broad  based 
gait,  which  is  often  accompanied  by  shakiness  of  the  limbs  and 
torso.    Other  symptoms  include:  spasticity,  curvature  of  the  spine, 
and  poor  circulation  of  the  legs  causing  loss  of  mobility.    Many  girls 
have  abnormal  breathing  patterns  such  as  hyperventilation  and 
breath  holding. 

RETT  syndrome  has  only  recently  been  recognized  in  the  United 
States.    Presently,  several  thousand  people  have  been  diagnosed  with 
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RETT  syndrome  and  it  is  estimated  that  many  thousands  more  have 
gone  undiagnosed.    The  prevalence  of  RETT  syndrome  is  reported 
to  be  from  one  in  ten  thousand  to  one  in  fifteen  thousand  live  female 
births. 

There  is  currently  no  test  for  RETT  syndrome.    The  girls  must  meet 
certain  clinical  criteria  for  diagnosis.    Extensive  laboratory 
investigations  have  not  revealed  a  cause.    But  there  is  a  suggestion 
that  as  the  syndrome  is  confined  to  girls,  a  genetic  basis  may  be 
indicated.    More  research  is  needed  in  all  areas  to  give  further 
insight  into  RETT  syndrome  in  hopes  of  finding  a  cause,  treatment 
prevention  and  cure. 

It  is  for  this  purpose  that  I  propose  a  funding  level  of  $2.5  million 
for  the  NIH's  important  continued  RETT  syndrome  research.    I  am 
sure  you  will  find  this  amount  to  be  fiscally  responsible,  as  well  as 
adequate  to  provide  the  necessary  funding  for  continued  RETT 
research.    It  is  my  hope  that  in  your  deliberations  on  this  issue,  you 
will  consider  the  impact  extending  this  funding  will  have  on  the 
future  of  those  with  RETT  syndrome  and  their  families. 
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Thank  you  for  your  time  and  consideration.    It  is  always  a  pleasure 
speaking  before  this  subcommittee. 
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Mr.  Smith.  I  guess  that  is  all,  We  will  adjourn  until  tomorrow 
morning. 


Thursday,  May  5,  1994. 

WITNESS 

HON.  STEPHEN  HORN,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  CALIFORNIA 

Mr.  Smith.  First,  we  are  glad  to  have  with  us  our  colleague  Ste- 
phen Horn  from  California.  You  may  proceed. 

Mr.  Horn.  Thank  you  very  much.  Mr.  Chairman.  I  want  to  com- 
mend the  committee  and  the  Secretary  of  Labor  for  considering  the 
Job  Corps  program.  The  Secretary  selected  the  city  I  represent, 
Long  Beach,  as  one  of  the  two  sites  in  California  for  a  Job  Corps 
location  and  one  of  nine  finalists  in  the  Nation. 

I  think,  as  you  know,  the  situation  in  southern  California,  when 
it  comes  to  unemployment,  is  the  most  extreme  of  any  urban  area 
in  the  United  States.  It  has  been  at  10  percent  in  terms  of  adult 
unemployment,  which  means  it  is  much  higher  in  terms  of  minority 
unemployment,  particularly  with  teenage  youth  where  the  rates 
have  been  45  to  50  percent  teenage  youth  unemployment.  So  this 
Job  Corps  site  in  California  is  a  great  opportunity  for  young  people 
to  gain  the  skills,  the  discipline,  the  dedication  that  are  needed  to 
really  compete  in  the  job  market. 

So  I  would  hope  that  since  this  program  deals  with  impoverished, 
unemployed  youth  between  the  ages  of  16  and  24  that  we  could  se- 
cure full  funding.  It  is  estimated  that  the  program  returns  $1.46 
to  the  economy  for  every  Federal  dollar  spent  and  an  increase  in 
social  welfare  costs  that  are  no  longer  spent  on  graduates.  I  think 
this  is  a  good  opportunity  for  Congress  to  invest  in  the  future  of 
America,  and  I  thank  the  Chair  and  would  be  glad  to  support  any- 
thing this  committee  recommends. 

Mr.  Smith.  What  is  this  site? 

Mr.  Horn.  A  surplus  naval  site,  part  of  the  naval  station  of  Long 
Beach  which  was  declared  closed  under  the  1993  round  of  base  clo- 
sures. 

Mr.  Smith.  California  is  willing  to  pay  half? 

Mr.  Horn.  Yes.  The  land  has  been  made  available  under  the 
reuse  commission  by  the  City  of  Long  Beach.  Adjacent  to  the  prop- 
erty is  a  site  for  homeless  individuals  in  Los  Angeles  County.  Par- 
ticularly important  is  the  site  for  the  new  technical-vocational 
training  high  school  on  the  west  side  of  Long  Beach  and  the  fourth 
is  the  California  State  Research  Park  which  will  be  available.  So 
there  is  a  possibility  for  job  opportunities  in  the  area,  linkages  to 
the  Long  Beach  Unified  School  District  educational  system. 

Mr.  Smith.  Thank  you  very  much. 

Mr.  Horn.  Thank  you,  Mr.  Chairman. 

[The  prepared  statement  follows:] 
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REPRESENTATIVE  STEPHEN  HORN 
Before  The  Appropriations  Subcommittee  on  Labor— Health  and  Human  Services- 
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Mr.  Chairman: 

Thank  you  for  the  opportunity  to  give  my  strong  support  to  the  Job  Corps  program.    I 
do  not  want  to  take  too  much  of  the  Committee's  valuable  time;  therefore,  I  will  keep  my 
remarks  brief. 

As  the  Representative  of  California's  38th  Congressional  District,  I  would  like  to 
begin  by  expressing  my  appreciation  to  Secretary  of  Labor  Robert  Reich  for  his  decision  to 
select  the  City  of  Long  Beach  as  one  of  the  new  sites  for  the  expansion  of  the  Job  Corps 
program.    Long  Beach  was  one  of  two  sites  selected  in  California  and  one  of  nine  finalists 
nationwide. 

The  City  of  Long  Beach,  much  like  the  rest  of  California,  has  suffered  in  recent  years 
from  a  depressed  economy,  massive  layoffs,  and  an  increase  in  violent  crime.    According  to 
1993  figures,  Los  Angeles  County  suffered  from  the  highest  percentage  of  unemployment  in 
the  country.    The  result  has  been  tremendous  hardship  for  young  men  and  women  attempting 
to  enter  the  job  market.   This  program  will  give  them  new  opportunities— and  new  hope.   I 
appreciate  the  Department  of  Labor's  commitment  to  addressing  the  needs  of  our  region  and 
our  state. 

The  Job  Corps  program,  which  operates  under  Title  IV,  Part  B  of  the  Job  Training 
Partnership  Act,  is  primarily  designed  to  serve  impoverished  and  unemployed  youth  between 
the  ages  of  16  and  24.   The  Job  Corps  program  will  be  extremely  beneficial  to  the 
disadvantaged  youth  in  my  District  by  preparing  them  for  jobs,  the  military,  and  advanced 
educational  opportunities. 

The  savings  to  the  federal  government  as  a  result  of  the  successes  of  the  Job  Corps 
program  are  immeasurable.  It  is  estimated  that  the  program  returns  $1.46  to  the  economy 
for  every  federal  dollar  spent  due  to  the  increase  in  productivity  and  the  decrease  in  social 
welfare  costs  no  longer  spent  on  its  graduates. 

Congress  has  an  opportunity  here  to  invest  in  a  program  which  returns  a  profit  not 
only  in  dollars  but  in  human  capital.   It  is  time  to  send  a  message  of  empowerment  to  the 
disadvantaged  youth  of  this  country— the  Job  Corps  is  the  answer.   I  respectfully  request  that 
the  Committee  recommend  full  funding  for  this  invaluable  program. 
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Thursday,  May  5,  1994. 
CLOSE  UP  FOUNDATION 

WITNESSES 

STEPHEN  JANGER,  PRESIDENT 

HON.  DOUG  BEREUTER,  A  REPRESENTATP/E  IN  CONGRESS  FROM  THE 

STATE  OF  NEBRASKA 
HON.  BHX  RICHARDSON,  A  REPRESENTATP7E  IN  CONGRESS  FROM 

THE  STATE  OF  NEW  MEXICO 

Mr.  Smith.  Mr.  Richardson. 

Mr.  RICHARDSON.  Mr.  Chairman,  thank  you  for  letting  me  appear 
today.  I  apologize  for  my  absence  yesterday.  In  the  course  of  the 
many  votes  we  had,  I  regrettably  had  to  request  this  reappoint- 
ment, and  I  apologize. 

Mr.  Chairman  first  let  me  state  how  encouraged  I  am  of  your 
role  in  this  subcommittee,  and  I  see  my  good  friend  on  the  Minority 
side  whom  I  have  worked  with  for  many  years. 

I  am  here  to  speak  strongly  for  the  Close  Up  program,  which  I 
think  many  Members  of  Congress  support.  It  benefits  in  my  State 
primarily  Native  American  and  Hispanic  students,  young  men  and 
women  that  otherwise  wouldn't  have  the  great  opportunity  that 
Close  Up  gives  students.  I  hope  that  we  continue  strong  funding  for 
this  program. 

Mr.  Janger,  the  Director  of  Close  Up,  will  be  speaking  to  you 
shortly.  I  am  here  once  again  to  tell  you  how  important  this  pro- 
gram is  to  the  country,  to  students  around  the  country,  to  young 
people;  and  I  hope  you  are  generous. 

Mr.  Chairman,  I  have  a  number  of  small  initiatives,  modest  ini- 
tiatives that  I  have  presented  to  you  and  your  staff,  ranging  from 
requests  that  the  National  Health  Service  Corps,  Community  and 
Migrant  Health  Centers,  the  Hispanic  Centers  of  Excellence,  Im- 
pact Aid  programs,  the  TRIO  programs,  libraries,  National  Youth 
Sports  program,  many  that  are  people-related  that  I  would  hope 
that  you  consider  assisting  and  are  generous. 

Mr.  SMITH.  We  will  insert  your  full  remarks  in  the  record.  Actu- 
ally, we  had  this  as  a  panel  with  Mr.  Janger  and  you  on  at  the 
same  time. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  members  of  the  Subcommittee,  I  am  pleased  to  come  before  you 
this  morning  to  testify  on  behalf  of  the  Allen  J.  Ellender  Fellowship 
Program,  administered  by  the  Close  Up  Foundation.  I  want  to  thank  all  of 
you  for  giving  me  the  opportunity  to  talk  about  an  excellent  program  that  I 
have  experienced  firsthand. 

New  Mexico  high  school  students  began  coming  to  Washington  to  participate  in 
the  Close  Up  program  in  1982.  Since  that  time,  nearly  4,000  students  and 
teachers  from  New  Mexico  have  been  able  to  learn  in  this  classroom  called 
Washington,  DC.  I  have  been  familiar  with  Close  Up  ever  since  my  first  days 
in  Congress.  Over  the  years,  I  have  learned  more  and  more  about  all  of  the 
opportunities  that  Close  Up  makes  available  to  so  many  young  people. 

Each  year,  I  meet  with  the  nearly  150  high  school  students  from  my  district 
who  take  part  in  the  Close  Up  program.  Many  of  the  students  are  American 
Indians  who  attend  Bureau  of  Indian  Affairs  schools.  Others  are  students 
who  go  to  school  because  they  are  required  to  be  there.  Some  of  the 
students  get  very  average  grades  and  are  not  very  interested  in  studying  or 
pursuing  academic  goals.  Many  others  are  excellent  students,  who  work  very 
hard  and  some  of  them  are  from  economically  disadvantaged  families.  Most  of 
these  young  people  would  never  dream  of  being  able  to  travel  to  Washington 
to  see  their  government  in  action.  Close  Up  makes  this  possible  and  in 
many,  many  cases  opens  up  new  avenues  of  opportunity  for  these  young  people. 

Many  of  you  may  know  that  Close  Up  is  strongly  committed  to  reaching 
underserved  and  "at-risk"  constituencies.  These  are  young  people  who, 
because  of  economic  disadvantages,  geographic  isolation,  physical 
impairments,  cultural  differences,  or  low  grades,  all  too  often  have  been 
neglected  by  a  society  focused  on  the  average  and  the  achiever,  the 
mainstreamed  and  the  majority.  Thanks  to  the  Allen  J.  Ellender  Fellowship 
Program,  Close  Up  has  been  able  to  reach  hundreds  of  thousands  of  young 
people  and  bring  them  to  Washington  for  an  up  close  look  at  democracy  in 
action. 

One  of  Close  Up's  most  recent  efforts  has  been  to  provide  opportunities  for 
young  people  who  are  recent  immigrants  to  this  country.  These  so-called 
"new  Americans"  are  a  greatly  underserved  constituency  in  our  schools. 
Students  who  have  just  moved  here  from  Cambodia,  El  Salvador,  Mexico, 
Lithuania,  or  any  of  a  hundred  other  countries,  have  special  needs  as  they 
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try  to  assimilate  Into  a  new  country.  Although  they  share  with  U.S. -born 
teenagers  the  universal  struggles  of  adolescence  and  adjustment,  they  have 
many  additional  challenges.  Their  effort  to  develop  a  personal  identity  is 
compounded  with  the  need  for  identification  with  a  new  community  and  a  new 
and  complex  nation. 

Close  Up's  Program  for  New  Americans  helps  these  young  people  gain  a  solid 
understanding  of  their  role  in  their  own  community,  as  well  as  In  the 
nation.  The  program  Includes  several  components  designed  to  build  each 
student's  teamwork  skills,  confidence,  and  connections  to  the  community. 
The  educational  experience  in  Washington,  DC,  is  just  one  part  of  Close  Up's 
Program  for  New  Americans. 

Our  country  has  a  rich  history  of  providing  a  home  for  people  from  all  over 
the  world.  The  future  of  our  democracy  depends  on  the  ideas  and  energy  of 
future  generations,  including  those  who  are  new  to  America.  Close  Up  is  to 
be  commended  for  recognizing  and  addressing  the  need  to  promote  civic 
education  for  new  Americans.  This  excellent  and  much  needed  program  has 
seen  great  growth  during  its  seven  years  of  existence.  Close  Up  has  been 
able  to  meet  the  increasing  demand  thanks  to  the  availability  of  the  Allen 
J.  Ellender  Fellowships. 

Getting  back  to  my  own  district  for  a  moment,  during  the  last  few  months,  I 
have  enjoyed  meeting  with  many,  many  young  people  from  New  Mexico  when  they 
were  here  with  the  Close  Up  program.  One  of  the  things  I  most  value  as  a 
Member  of  Congress  is  the  opportunity  to  visit  with  my  constituents  when 
they  are  1n  Washington.  I  particularly  value  the  time  with  young  people, 
who  have  so  many  questions  and  viewpoints  to  share.  I  find  the  Close  Up 
students  are  especially  well  prepared  and  have  very  challenging  questions 
for  me. 

Close  Up's  commitment  to  a  "hands-on"  teaching  technique  which  actively 
engages  participants  In  the  Important  Issues  facing  our  country  has  become 
their  trademark  and  the  foundation  of  their  success.  Close  Up  brings  alive 
the  study  of  government  for  students  and  captures  the  Imagination  of  our 
country's  next  generation.  There  can  be  no  more  Important  task  than 
teaching  America's  young  people  about  their  government,  and  their  role 
within  1t. 

I  know  the  Close  Up  program  experience  helps  to  teach  the  students  about  the 
pertinent  Issues  facing  this  country,  but  I  also  know  that  Individual 
teachers  lay  the  ground  work  for  the  students'  Involvement  with  Close  Up. 
Just  this  year,  one  high  school  teacher  1n  my  district  was  very  Innovative 
in  his  teaching  style,  both  In  preparing  the  students  for  Close  Up  and 
during  the  time  he  spent  In  Washington.  Each  day  during  his  week  here, 
Scott  Sparks,  a  teacher  at  Tucumcarl  High  School,  came  to  my  office  and 
spoke  with  a  local  radio  statloo  about  what  his  students  were  doing  In 
Washington  and  learning  from  the  Close  Up  program.  In  addition,  Scott  was 
taking  part  in  Close  Up's  teacher  program  and  had  the  chance  to  share  his 
thoughts  about  that  unique  opportunity  with  radio  listeners  1n  New  Mexico. 
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During  the  students'  day  on  Capitol  Hill,  they  came  to  my  office  and  were 
interviewed  by  the  radio  station  about  their  week  in  Washington  with  the 
Close  Up  program.  Later  that  day,  I  spent  time  with  the  students  and  heard 
about  all  they  had  done  and  how  much  they  had  learned,  thanks  to  Close  Up. 

I  have  seen  for  myself  how  valuable  this  program  is  for  my  constituents  in 
New  Mexico.  Members  of  Congress  can  be  proud  of  how  well  this  relatively 
small  amount  of  money  is  being  spent.   It  gives  so  many  young  people  the 
chance  to  learn  about  the  federal  government  here  in  the  classroom  of 
Washington,  DC.  The  El  lender  Fellowship  Program  demonstrates  the  value  that 
we,  as  Members  of  Congress,  place  on  civic  education  for  young  people. 

Close  Up  is  an  excellent  steward  of  the  El  lender  Fellowship  Program  and  I 
ask  my  colleagues  to  continue  to  support  this  important  work.  Thank  you 
again  for  giving  me  the  opportunity  to  testify  before  you  today. 
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CONGRESSMAN  BILL  RICHARDSON 

MAY  4,  1994 

TESTIMONY  BEFORE  APPROPRIATIONS  SUBCOMMITTEE  ON  LABOR, 

HEALTH  AND  HUMAN  SERVICES  AND  EDUCATION 

Thank  you  Mr.  Chairman  and  distinguished  members  of  this  subcommittee  for 
this  opportunity  to  testify  before  you  on  projects  and  programs  that  are  critical  to  the 
third  district  of  New  Mexico. 

EDUCATION 

Indian  Pueblo  Cultural  Center  Earth  Shuttle  Scholarships 

I  offer  my  strong  support  for  an  initiative  by  the  Indiam  Pueblo  Cultural 
Center  to  facilitate  an  experimental  education  program  for  300  disadvantaged  Native 
American  and  300  Hispanic  Youth.    The  program  which  builds  on  the  curriculum  of 
the  Earth  Shuttle  Foundation  is  designed  to  stimulate  the  interest  of  5th.  6ht  and  7th 
graders  in  science,  math  and  history. 

The  Indian  Pueblo  Cutural  Center  needs  5950,000  to  implement  this  program. 
The  center  has  secured  a  portion  of  this  funding  through  private  sector  sources. 

I  respectfully  request  that  the  Committee  appropriate  $500,000  for 
scholarships  for  the  Indian  Pueblo  Cultural  Center  Earth  Shuttle  Program. 

TRIO  Programs 

I  wish  to  express  my  strong  support  for  the  Special  Programs  for  Students 
from  Disadvantaged  Backgrounds  (TRIO)  and  commend  the  Administration's  request 
for  $398.5  million  for  TRIO,  an  increase  of  $10.5  million  above  the  Fiscal  Year 
(FY)  1994  appropriation  level.    These  important  programs  provide  supportive 
services,  encouragement  and  assistance  to  qualified  individuals  from  low-income 
families,  who  are  first-generation  students  and  who  are  sometimes  physically 
disabled.    Over  half  a  million  students  nationwide  are  served  by  1,700  TRIO  projects 
which  operate  in  over  1,000  higher  education  institutions  and  100  community 
agencies.    In  the  state  of  New  Mexico,  over  10,000  students  benefit  from  these 
important  programs. 

I  respectfully  request  an  additional  $50  million  for  the  funding  of  TRIO 
programs. 

Libraries 

I  also  wish  to  express  my  support  for  Titles  II  and  VI  of  the  Library  Services 
and  Construction  Act  (LSCA).    As  you  know,  although  the  Administration's  request 
includes  an  $11.8  million  increase  for  public  library  services  (Title  I),  no  funding  has 
been  requested  for  the  public  library  construction  program  or  the  library  literacy 
program. 

Without  funding  provided  by  LSCA,  rural  New  Mexicans  would  have  limited 
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access  to  books  or  libraries.    Since  1983,  New  Mexico  has  built,  expanded  or 
remodeled  25  public  libraries  with  public  library  construction  funds.    Many  of  these 
libraries  are  located  in  rural  and  predominantly  minority  communities.    In  addition,  I 
wish  to  add  my  support  for  the  library  literacy  program,  a  program  which  has  been 
invaluable  to  the  state  of  New  Mexico. 

I  respectfully  request  funding  for  Titles  II  and  VI  of  the  Library  Services 
and  Construction  Act  at  no  less  than  FY  1993  levels. 

Impact  Aid 

Impact  Aid  is  an  important  program  that  recognizes  that  a  financial  burden  is 
created  for  local  school  districts  when  property  is  removed  from  the  local  tax  rolls  as 
a  result  of  federal  ownership  of  property .    Impact  Aid  provides  the  opportunity  of 
equal  education  for  approximately  2  million  children  nationwide.    In  New  Mexico, 
46,742  students  benefit  from  Impact  Aid  and  25,526  of  these  students  are  located  in 
my  district  alone. 

Impact  Aid  has  helped  hundreds  of  schools  and  thousands  of  students  across 
the  United  States,  especially  in  New  Mexico  where  a  large  majority  of  land  is 
federally  owned  and  operated,  by  providing  the  financial  base  necessary  to  operate 
the  schools  and  their  programs. 

I  wish  to  express  my  support  for  the  Administration's  increase  for  Impact 
Aid  "a"  payments  which  provide  funds  for  children  whose  parents  live  on  federal 
property. 

National  Youth  Sports  Program 

I  strongly  support  the  National  Youth  Sports  Program  (NYSP).    This  program 
provides  a  unique  opportunity  for  more  than  55,000  economically  disadvantaged 
youngsters  nationwide  to  be  exposed  to  a  college  environment  and  to  receive 
nutritional  and  medical  services.    Additionally,  it  provides  instruction  in  such  areas  as 
substance  abuse  prevention,  health  and  nutrition,  and  sports  skills. 

I  respectfully  request  your  support  of  NYSP  funding  at  no  less  than  the 
FY  1994  level. 

HEALTH  AND  HUMAN  SERVICES 

U.S. -Mexico  Border  Laboratory 

The  Centers  for  Disease  Control  and  Prevention's  chronic  and  environmental 
disease  prevention  program  has  provided  invaluable  help  to  many  parts  of  the  country 
to  support  surveillance,  epidemiology,  and  laboratory  evaluation  of  environmental 
risks  to  health. 

Reauthorizations  of  the  Disadvantaged  Minority  Health  Improvement  Act  in 
both  the  House  and  the  Senate  expands  the  grant  authority  for  CDC  to  provide 
assistance  with  environmental  health  along  the  U.S. -Mexico  border. 
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To  cope  with  existing  and  potential  threats  to  the  environment  and  the  public's 
health  from  the  rapid  acceleration  in  population  growth,  commerce,  and  trade  along 
and  across  the  U.S. -Mexico  border,  the  four  states  along  the  border  are  in  need  of  an 
environmental  laboratory. 

Funds  would  be  used  for  a  stationary  laboratory,  mobile  environmental 
laboratories,  increased  capacity  for  existing  public  health  offices,  and  an  international 
data  system  to  monitor  environmental  health  on  both  sides  of  the  border. 

I  respectfully  request  $15  million  for  the  development  of  a  border  health 
laboratory. 

Child  Abuse 

The  Family  Enrichment  Center  of  Albuquerque,  New  Mexico,  is  certainly  the 
only  program  in  the  state,  and  possibly  the  only  one  in  the  nation,  that  addresses 
child  abuse  prevention  at  all  possible  stages.    The  Center  has  served  8,700  children 
and  families  in  the  last  two  years  with  just  $71,000  in  public  funds.    With  a  greater 
investment  of  government  funds,  the  Center  would  be  able  to  serve  other  families  and 
children  in  an  equally  cost-effective  way. 

I  respectfully  request  $100,000  in  funding  for  the  Family  Enrichment 
Center. 

Since  the  enactment  of  the  Child  Abuse  Prevention  and  Treatment  Act  in  1974, 
there  has  been  continual  tension  between  the  discretion  of  each  state  to  allow  for 
religious  freedom  in  the  provision  of  medical  treatment  for  children  and  the 
determination  of  adequate  medical  care.    There  is  a  need  to  clarify  the  relationship 
between  HHS  regulations  for  the  distribution  of  child  abuse  funds  and  state  laws 
allowing  for  religious  freedom  in  the  determination  of  adequate  medical  care. 

I  respectfully  request  the  inclusion  of  report  language  clarifying  HHS 
regulations  over  the  distribution  of  child  abuse  funds. 

Physician  Assistant 

The  State  of  New  Mexico  has  worked  diligently  to  create  an  Academy  of 
Physician  Assistance  to  boost  the  numbers  of  these  badly  needed  personnel  in  the 
state.    Physician  assistants  currently  help  to  provide  valuable  services  to  many 
underserved  areas  in  my  congressional  district  that  have  great  difficulty  recruiting  and 
retaining  full-time  physicians.    Many  more  important  services  could  be  provided  by 
physician  assistants  if  funding  was  available  to  help  formulate  a  curriculum  for  a 
newly  established  physician-assistant  program. 

I  respectfully  request  $75,000  to  be  appropriated  to  help  with  the 
recruitment  of  a  director  for  a  newly  established  physician-assistant  program. 
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Runaway  and  Homeless  Youth 

Youth  Shelters  and  Family  Services  of  Northern  New  Mexico  serves  nearly 
1 ,000  young  people  and  families  in  crisis  each  year.    Their  programs  have  been  very 
successful  in  preventing  unnecessary  out-of-home  placement  of  young  people, 
reuniting  runaways  with  their  families,  and  providing  independent  living  training  for 
young  people  who  are  not  fortunate  to  have  a  home.    The  success  stories  from  their 
prevention  and  intervention  programs  are  innumerable. 

I  support  the  President's  request  for  a  9%  increase  in  funding  for  the 
Runaway  and  Homeless  Youth  programs. 

Child  Care  and  Development  Block  Grant 

The  YWCA  of  Albuquerque  has  been  one  of  the  strongest  supporters  of  the 
Child  Care  and  Development  Block  Grant  since  the  inception  of  the  grant  in  1990. 
The  personnel  of  the  YWCA  have  directly  observed  the  benefits  to  low-income 
families  from  the  services  provided  through  the  grant  program.    Without  the  funds 
from  this  program,  families  in  my  district  would  not  receive  badly  needed  early 
childhood  development  and  before-  and  after-school  services. 

I  support  the  President's  request  for  a  20%  increase  in  funding  for  the 
Child  Care  and  Development  Block  Grant. 

The  Minority  Health  Initiative 

Minorities  continue  to  suffer  disproportionately  from  a  lack  of  access  to  health 
care  services  due  to  an  overwhelming  lack  of  health  insurance  and  social,  economic, 
and  cultural  barriers.    Closely  linked  to  access  barriers  for  members  of  minority 
populations  is  a  severe  shortage  of  providers  in  minority  communities.    The  result  of 
limited  access  to  primary  and  preventive  care  services  and  shortages  of  health  care 
personnel  has  been  strong  evidence  of  poor  health  for  minorities  as  measured  by 
practically  all  health  indicators.    The  Minority  Health  Initiative  represents  a  small  but 
valuable  step  to  addressing  these  problems. 

I  support  the  President's  request  for  an  18%  increase  in  funding  for  the 
Minority  Health  Initiative. 

Centers  of  Excellence 

The  President's  budget  consolidates  the  Centers  for  Excellence  program  along 
with  25  other  health  professions  programs  into  five  grant  programs.    Currently,  even 
though  Hispanics  represent  9.5%  of  the  population  and  are  projected  to  be  the  largest 
minority  group  by  the  year  2010,  less  than  5%  of  all  physicians  are  Hispanics. 
Likewise,  even  though  Native  Americans  represent  .8%  of  the  U.S.  population,  only 
.1%  of  U.S.  physicians  are  Native  Americans.    Hispanic  and  Native  American 
Centers  of  Excellence  have  started  to  reverse  these  trends  over  the  last  five  years. 
Yet,  we  must  continue  to  support  the  work  of  the  Centers  and  not  attempt  to 
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consolidate  them  with  other  profession  programs. 

I  respectfully  request  that  funding  for  Centers  of  Excellence  be  increased 
by  25%  and  remain  separate  from  funding  for  other  professions  programs. 

National  Health  Service  Corps 

Despite  the  emphasis  on  primary  care  and  enhanced  access  to  health  care  for 
the  uninsured  and  underserved,  the  President's  budget  for  FY  1995  does  not  include 
increased  funding  for  the  National  Health  Service  Corps.    Not  only  do  severe 
shortages  currently  exist  in  my  district  and  many  other  rural  parts  of  the  country,  but 
those  physicians  currently  in  rural  areas  are  significantly  older  than  their  urban 
counterparts.    Increased  funding  for  the  National  Health  Service  Corps  is  needed  both 
now  and  in  the  future.  - 

I  respectfully  request  a  15%  increase  for  the  National  Health  Service 
Corps  over  the  amount  for  FY1995  in  the  President's  budget. 

Community  and  Migrant  Health  Centers 

In  my  Northern  New  Mexico  district,  community  and  migrant  health  centers 
have  provided  excellent  health  care  despite  limited  funding  and  health  care  manpower 
shortages.    The  work  of  these  centers  has  helped  immensely  with  education  and 
prevention  services  and  there  have  been  decreases  in  emergency  room  visits  and 
hospital  admissions.    Despite  this  great  crack  record,  which  is  repeated  in  many  areas 
throughout  the  country,  funding  for  community  and  migrant  health  centers  is  kept  at 
the  same  levels  as  FY1994  in  the  President's  budget. 

I  respectfully  request  a  15%  increase  in  funding  for  migrant  and 
community  health  centers  over  the  amount  for  FY1995  in  the  President's  budget. 

RELATED  AGENCIES 

Corporation  for  Public  Broadcasting 

Public  television  in  New  Mexico  is  a  valuable  community  partner.    Public 
television  responds  to  community  needs  by  cultivating  such  social  imperatives  as 
education  reform,  literacy,  volunteerism,  public-private  partnerships,  freedom  from 
drugs  and  alcohol,  relief  from  the  influence  of  street  gangs,  and  much  more.    As  our 
nation  moves  into  the  information  age  it  is  vital  that  the  entire  society  have  access  to 
advanced  telecommunications  programming  and  services.    The  Corporation  for  Public 
Broadcasting  is  an  important  bridge  to  the  information  superhighway.    I  urge  the 
Committee  to  fulfill  the  Corporation  for  Public  Broadcasting's  funding  needs  for 
FY  1997. 

I  respectfully  request  that  the  Committee  appropriate  $345  million  for  the 
Corporation  for  Public  Broadcasting  for  FY1997. 
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Mr.  Smith.  Do  you  want  to  make  a  short  statement? 

Mr.  Janger.  Yes,  sir. 

Mr.  Chairman,  I  want  to  thank  you  and  Members  of  the  sub- 
committee for  permitting  me  to  say  a  few  words  about  Close  Up 
today.  I  am  very  grateful  to  Congressman  Richardson  for  his  en- 
during support  over  the  years. 

We  are  in  the  process  of  waiting  for  Congressmen  Bereuter  and 
Roemer,  who  also  want  to  testify;  and  Congressman  Livingston  has 
a  markup  at  this  time,  but  is  submitting  testimony  for  the  record. 
I  would  hope  that  that  is  allowed  to  be  part  of  the  record. 

Mr.  Chairman,  over  the  years  we  have  been  so  grateful  for  the 
support  of  this  subcommittee  and  the  Congress,  and  I  thank  you 
for  that  support  and  ask  for  it  again.  The  funding  that  we  are  ask- 
ing for  for  the  Close  Up  Foundation,  the  Allen  J.  Ellender  Fellow- 
ships, tracks  very  closely  to  the  new  reauthorization  that  has  just 
been  passed  in  the  House — has  not  gone  to  the  Senate  yet — H.R. 
6,  which  is  a  five-year  reauthorization  for  the  Ellender  Fellowships 
and  the  Close  Up  Foundation. 

We  are  requesting  a  funding  level  of  $4.4  million,  which  is  in  line 
with  the  new  reauthorization;  and  the  reauthorization  certainly  ad- 
dresses the  issues  raised  by  the  subcommittee  last  year.  What  it 
does  is  take  a  relationship  of  teachers  that  was  higher  than  stu- 
dents and  turns  that  back  so  there  is  a  limitation  placed  on  the 
number  of  teachers  who  participate  in  the  program,  a  20  percent 
limitation.  That  limitation  gives  us  an  opportunity  to  fulfill  the 
plan  date  of  the  Close  Up  program,  because  it  allows  us  to  deal 
with  at-risk  schools. 

And  often  the  most  important  person  in  the  lives  of  young  stu- 
dents is  a  teacher,  and  at-risk  constituents,  if  students  don't  have 
a  teacher  as  a  catalyst,  those  students  have  no  way  of  participating 
in  any  opportunity  beyond  their  own  school.  What  the  teacher  does 
for  this  program  is  act  as  the  catalyst  within  the  school,  allowing 
us  to  make  better  allocations  of  the  fellowships  and  creating  more 
minority  student  participation. 

In  the  last  seven  years,  Mr.  Chairman,  of  the  Ellender  Fellow- 
ships going  to  students,  45  percent  have  been  for  minority  stu- 
dents; that  is,  Native  Americans,  Native  Alaskans,  Hispanics,  mi- 
norities of  every  representation  in  this  country;  and  particularly  a 
large  slice  of  that  program  which  is  part  of  the  mandates  of  Close 
Up  goes  to  underserved  constituents. 

We  are  very,  very  pleased  that,  since  the  inception  virtually  of 
the  foundation,  a  huge  representation  of  hearing  impaired  and  vis- 
ually impaired  and  orthopedically  handicapped  students  continue 
to  participate  in  the  program.  Without  our  focus,  they  would  have 
no  opportunity  to  participate  in  any  program  because  we  have  not 
really  focused  this  program  on  the  academically  elite  or  the  afflu- 
ent; we  have  gone  after  in  23  years  underserved  constituents.  If  we 
don't  have  some  help  with  the  teacher,  at-risk  schools  are  penalized 
because  they  can't  compete  with  schools  that  have  a  more  advan- 
taged constituency. 

From  teachers  that  participated  from  all  over  the  United  States, 
there  is  a  separate  professional  program  for  the  teacher  who  par- 
ticipates in  the  program.  They  come  not  to  chaperone  but  to  en- 
hance their  own  teaching  skills.  If  we  have  4,000  or  5,000  Ellender 
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Fellowships,  we  have  a  constituency  in  the  Washington-based  pro- 
gram of  approximately  28,000.  Several  thousand  minority  students 
who  would  not  be  able  to  participate  are  generated  by  the  teacher 
who  participates  in  the  program.  And  the  75,000  students  who  par- 
ticipate in  State  and  local  Close  Up  programs  are  created  by  the 
teacher  enthusiasm  on  this  program  at  no  cost  to  the  Federal  Gov- 
ernment. 

Mr.  Smith.  Well,  we  understand  the  program  and  as  Mr.  Rich- 
ardson pointed  out,  they  come  from  Iowa,  New  Mexico,  wherever. 
We  see  them  and  we  know  that  they  wouldn't  be  able  to  come  if 
you  didn't  have  a  program  like  this.  It  is  one  of  these  programs 
that  has  been  proposed  for  no  appropriation.  We  are  going  to  have 
to  rearrange  to  do  the  best  we  can  to  try  to  accommodate  these 
kinds  of  things. 

[The  prepared  statement  follows:] 
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TESTIMONY  OF  STEPHEN  A.  JANGER 

SUBMITTED  TO  THE 

U.S.  HOUSE  COMMITTEE  ON  APPROPRIATIONS 

SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES,  EDUCATION 

AND  RELATED  AGENCIES 

MAY  5,  1994 


Mr.  Chairman,  Members  of  this  Subcommittee,  my  name  Is  Stephen  A.  Janger  and 
I  am  President  of  the  Close  Up  Foundation.  I  am  very  pleased  to  be  able  to 
come  before  you  today  as  part  of  this  panel  of  Members  of  Congress  who  are 
strong  supporters  of  the  Allen  J.  Ellender  Fellowship  Program,  administered 
by  the  Close  Up  Foundation.  On  behalf  of  the  tens  of  thousands  of 
participants  who  have  benefited  from  Ellender  Fellowships,  I  want  to 
sincerely  thank  the  Members  of  this  Subcommittee  and  the  Members  of  Congress 
here  with  me  for  all  of  your  past  support. 

For  fiscal  year  1995,  we  respectfully  request  $4.4  million.  This  amount  is 
slightly  higher  than  last  year's  level;  however,  1t  1s  consistent  with  the 
FY  1994  authorization  level  included  1n  H.R.  6,  the  House  Elementary  and 
Secondary  Education  Act  reauthorization. 

As  many  of  you  know,  the  Close  Up  Foundation  is  the  nation's  largest 
nonprofit,  nonpartisan  citizenship  education  organization.  When  you  hear 
the  name  "Close  Up,"  I  am  sure  that  you  think  of  large  groups  of  young 
people  waiting  outside  committee  rooms  and  roaming  the  hallways.  But,  Close 
Up  is  much  more  than  that.  Close  Up  offers  a  variety  of  programs  directed 
at  encouraging  responsible  participation  In  our  democratic  system  of 
government. 

I  want  to  take  just  a  minute  to  give  you  a  very  brief  sense  of  why  Close  Up 
was  started.  The  Close  Up  program  concept  was  developed  as  a  result  of  the 
widespread  student  unrest  prevalent  in  this  country  during  the  late  I960' s . 
These  and  other  events  showed  clearly  a  need  to  go  beyond  the  traditional 
methods  of  educating  young  people  about  government  and  public  affairs.  A 
program  was  conceived  and  developed  to  provide  students  with  a  direct  and 
personal  experience  In  government. 

The  program,  with  its  central  theme  of  understanding  through  involvement  and 
exposure,  is  composed  of  seven  days  of  intensive  seminars,  dialogues,  and 
discussions  with  Senators,  Congressmen,  Supreme  Court  justices,  government 
agency  officials,  lobbyists,  media  personnel  and  many  other  individuals 
active  1n  the  mechanics  and  dynamics  of  federal  government.  The  program  is 
designed  to  demonstrate  to  young  people  that  government  1s  not  an  inflexible 
machine,  but  made  up  of  people  —  and  that  they  can  effectively  and 
constructively  Involve  themselves  In  the  dynamics  of  government.  It  shows 
there  are  many  possibilities  for  constructive  change  within  the  system  if 
you  understand  the  system. 
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That  goal  was  set  out  In  1971,  but  it  certainly  holds  true  today,  as  we  see 
some  young  people  who  come  to  Washington  with  pre-concelved,  negative 
notions  about  government  officials.  We  observe  significant  change  in  many 
of  these  students  as  they  have  an  opportunity  to  see  firsthand  —  beyond  the 
textbook  —  how  our  democratic  system  works.  They  have  the  chance  to 
question  and  to  listen  to  policymakers  and  to  develop  a  more  well-rounded 
and  realistic  view  of  government. 

Close  Up's  "core"  program  Is  the  Washington  High  School  Program.  Most  of 
you  probably  have  had  your  primary  contact  with  Close  Up  during  meetings 
with  students  and  teachers  from  your  districts,  but  the  Foundation's 
program,  curricular  offerings  and  instruction  are  much  more  extensive.  The 
Washington  High  School  Program  has  participants  from  all  50  states,  the 
District  of  Columbia,  the  Commonwealth  of  Puerto  Rico  and  the  United  States' 
Territories.  This  program  mainstreams  and  Includes  many  hearing-Impaired, 
visually-impaired  and  orthopedlcally  challenged  Individuals.  Program 
participants  are  from  inner-city  schools,  rural  schools,  Bureau  of  Indian 
Affairs  schools  and  Association  of  Community  Tribal  (ACT)  schools;  there  are 
students  who  are  recent  immigrants,  children  of  migrant  workers,  the  best 
and  the  brightest  of  student  populations  and  students  who  struggle  to  stay 
in  school.  The  program  1s  designed  to  be  inclusive  and  expansive,  and  we 
believe  it  is  all  of  that  and  more. 

We  take  all  of  these  students  from  all  over  the  country,  from  every  race  and 
ethnicity,  from  the  entire  range  of  the  socio-economic  spectrum  and  we  mix 
them  all  together.  At  the  start  of  the  week,  you  have  students  warily 
eyeing  each  other  and  by  the  end  of  their  week  together  they  are  hugging  and 
crying  their  good-byes  and  promising  to  write  and  stay  friends  forever. 
What  they  have  learned,  in  addition  to  their  curriculum,  is  that  regardless 
of  how  different  they  are,  they  are  all  part  of  the  whole  fabric  of 
America's  great  democracy. 

To  ensure  representation  from  all  of  America,  the  Foundation  made  a 
commitment,  at  Its  inception  in  1971,  to  focus  considerable  effort  toward 
underserved,  neglected  and  at-risk  populations.  It  appeared  to  those  of  us 
in  the  Foundation  that  there  are  very  few  programs  for  those  other  than 
"academic  achievers"  or  student  government  leaders.  Yet,  our  entire 
democratic  system  Is  based  on  the  equal  representation  and  participation  of 
all  of  Its  citizens. 

The  Foundation's  success  in  reaching  these  underserved  populations  1s 
inextricably  linked  to  the  Allen  J.  Ellender  Fellowships.  Since  1971,  more 
than  370,000  students,  educators  and  older  Americans  have  taken  part  1n 
Close  Up's  Washington-based  programs.  The  Ellender  Fellowships,  combined 
with  fellowships  generated  by  Close  Up,  have  provided  more  than  84,000 
participants  with  full  or  partial  fellowships.  (This  information  does  not 
include  the  total  participation  from  the  current  program  year,  which  is 
still  underway.) 
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Although  the  Washington  High  School  Program  remains  the  primary  focus  of  the 
Ellender  Fellowships,  there  are  two  other  constituencies  that  benefit 
tremendously  from  the  financial  assistance.  The  Program  for  New  Americans, 
which  is  designed  for  students  who  have  recently  immigrated  to  the  United 
States,  has  grown  steadily  during  the  past  few  years  due  to  the  need  that 
exists  for  a  program  of  this  kind  and  thanks  to  the  support  of  the  Ellender 
Fellowships.  This  exciting  and  rewarding  program  now  Involves  participants 
from  26  states  and  the  District  of  Columbia.  The  Program  for  New  Americans 
includes  students  from  countries  such  as  Laos,  El  Salvador,  Ethiopia,  China, 
Haiti,  India,  Korea,  Mexico,  Nepal,  Poland  and  Vietnam.  This  program  also 
includes  increasing  numbers  of  migrant  New  American  young  people.  Virtually 
all  of  the  new  American  students  who  participate  in  this  program  receive  the 
help  of  an  Ellender  Fellowship. 

The  third  constituency  that  receives  Ellender  Fellowships  are  the 
participants  in  Close  Up's  Program  for  Older  Americans.  This  program  offers 
a  unique  opportunity  for  Individuals  fifty  years  of  age  and  older  to  explore 
and  learn  about  Washington.  Participants  experience  the  democratic  process 
firsthand  by  talking  with  elected  representatives,  journalists  and  others 
involved  in  government.  The  Program  for  Older  Americans  has  participants 
from  49  states  and  the  District  of  Columbia.  The  Ellender  Fellowships  have 
made  it  possible  for  thousands  of  low-Income  older  Americans,  most  of  them 
on  fixed  Incomes,  to  participate  in  the  program,  to  continue  their  civic 
education  and  to  carry  their  positive  involvement  back  to  their  communities. 

As  these  three  programs,  which  benefit  from  Ellender  Fellowships, 
demonstrate,  there  Is  a  broad  representation  of  America  In  Close  Up's 
programs.  Ensuring  this  representation  remains  one  of  the  great  challenges 
facing  the  Foundation. 

Paralleling  this  challenge,  is  the  task  of  enabling  "at  risk"  schools  to 
continue  to  participate  in  Close  Up's  programs.  As  the  Foundation  Indicated 
1n  Its  response  requested  by  the  House  Appropriations  Committee  last  year, 
the  acceptance  of  the  conditions  placed  on  the  FY  1994  Ellender  Fellowship 
funds  will  have  a  significant  Impact  on  "at  risk"  schools.  Without  teacher 
fellowships,  "at  risk"  schools  (those  In  the  Inner-city,  In  rural  or  remote 
areas),  where  resources  are  already  stretched  and  the  teacher  Is  the  primary 
"catalyst"  for  virtually  every  learning  activity,  are  unlikely  to  be  able  to 
consider  participation  or  to  actually  participate  In  the  Close  Up  program. 

We  estimate  that  more  than  900  of  our  some  3,000  schools  can  be  defined  as 
"at  risk,"  and  essentially  every  one  of  our  schools  has  students  who  are 
economically  disadvantaged.  All  of  these  students,  but  particularly  the 
students  In  the  "at-risk"  schools,  are  exactly  the  students  the  Ellender 
Fellowships  are  designed  to  reach  and  are  the  students  who  have  been  the 
focus  of  Close  Up's  mission  since  Its  Inception.  Since  1987,  a 
conservatively  estimated  45%  of  Ellender  student  fellowship  recipients  have 
been  minority  students.  We  believe  that  many  of  these  students  came  from 
"at  risk"  schools. 
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One  of  the  many  features  that  distinguishes  Close  Up  from  other  civic 
education  organizations  is  its  teacher  program.  The  teacher  plays  an 
integral  role  in  Close  Up's  structure.  The  Foundation  does  not  do  direct 
mail  marketing  to  students;  rather  we  work  with  the  approval  of  the  school 
principal,  the  school  superintendent  or  the  school  board.  With  this 
approval,  Close  Up  works  in  the  school  with  a  teacher  overseeing  student 
fellowship  allocation,  fundraising,  classroom  and  out  of  school  activities 
to  prepare  the  students  academically  for  the  Close  Up  program. 

Close  Up  teachers  are  unique  also  because  they  participate  in  a  teacher 
program  which  is  run  concurrently  but  separately  from  the  student  program. 
That  program  enables  teachers  to  return  to  the  classroom  with  new  knowledge 
and  revived  enthusiasm  to  share  with  all  of  the  students  not  just  those  who 
were  able  to  participate  in  the  Close  Up  program.  The  role  the  teacher 
plays  as  a  mentor  for  the  Close  Up  program,  coupled  with  the  rejuvenation 
they  experience  during  the  teacher  program,  produce  a  corps  of  teachers  who 
expand  the  impact  of  the  El  lender  Fellowships  many  times  over. 

As  an  example,  Close  Up  teachers  make  possible  other  educational 
opportunities  such  as  Close  Up  Local  Programs.  These  community-based  civic 
education  activities  annually  involve  more  than  75,000  students,  teachers 
and  members  of  the  community  1n  approximately  180  Close  Up  Local  Programs. 
Over  the  years,  these  and  other  Close  Up  civic  learning  opportunities  have 
been  provided  to  more  than  three  million  young  Americans  at  no  cost  to  the 
federal  government. 

The  expansive-multiplier  effect  produced  by  these  teachers  and  particularly 
their  unique  importance  in  "at  risk"  schools  are  primary  reasons  that  the 
Foundation  feels  so  strongly  that  there  should  be  some  provision  for 
teachers  in  the  El  lender  Fellowship  Program. 

Responding  to  the  concerns  raised  1n  last  year's  report  language,  the 
Foundation  has  worked  closely  with  Congressional  sponsors  of  an  El  lender 
Fellowship  reauthorization.  H.R.  6,  the  House  Elementary  and  Secondary 
Education  Act  reauthorization  bill,  contains  a  reauthorization  for  the 
El  lender  Fellowship  Program.  The  reauthorization  continues  the  teacher 
portion  of  the  program  providing  that  not  more  than  30%  of  the  fellowship 
funds  available  may  be  used  for  teacher  fellowships.  Although  we  continue 
to  believe  that  the  teacher  program  merits  full  fellowship  funding,  we  are 
cognizant  of  the  very  tight  federal  budgetary  constraints  and  we  understand 
the  views  expressed  with  regard  to  concentrating  the  largest  portion  of  the 
fellowships  on  students. 

During  the  reauthorization  effort,  we  learned  that  there  were  Inaccurate 
statements  included  In  the  FY  1995  budget  regarding  Close  Up  and  the 
Ellender  Fellowships.  Although  we  have  not  seen  the  budget  justification, 
it  is  very  evident  that  our  reauthorization  efforts  have  been  unfairly 
clouded  by  the  distribution  of  seriously  Inaccurate  information  by  the 
Department  of  Education.  We  remain  at  a  loss  to  explain  where  the 
Department's  numbers  originated,  but  we  believe  we  have  the  right  and  the 
responsibility  to  set  the  record  straight. 
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In  an  effort  to  ensure  the  record  1s  correct,  we  would  like  to  include 
information  to  address  those  Inaccuracies.  As  we  understand  it,  the  DED 
claims  that  fellowships  have  "steadily  declined."  The  facts  are  otherwise; 
there  has  been  a  steady  increase  in  fellowships.  In  the  1988-89  school  year 
5,675  fellowships  were  awarded.  That  number  Increased  as  follows:  5,961  in 
1989-90;  6,017  in  1990-91;  6,248  1n  1991-92;  6,569  in  1992-93. 

We  also  understand  that  there  is  an  invalid  comparison  of  Close  Up  to  other 
civic  education  organizations.  Close  Up  1s  distinct  from  other 
organizations  for  many  reasons.  Some  of  the  primary  distinctions  are:  our 
focus  on  underserved  constituencies  rather  than  the  academically  elite 
and/or  affluent  student  populations;  our  teacher  programs;  our  size  (other 
organizations  reach  perhaps  3,000  to  4,000  participants  annually  compared  to 
the  more  than  28,000  In  Close  Up's  programs);  our  fellowship  program  for 
needy  students  Of  there  1s  financial  assistance  available  to  participants 
in  other  organizations,  it  is  provided  to  only  a  very  few  participants  and 
is  limited  to  academic  achievement  or  geographic  location);  our  substantial 
multiplier  effect  through  Close  Up  state  and  local  programs. 

Mr.  Chairman,  we  believe  that  Close  Up  and  the  Ellender  Fellowships  offer 
programs  that  are  a  credit  to  the  Congressional  commitment  of  funds.  With 
the  federal  funds  provided,  the  Foundation  annually  multiplies  the  reach  of 
that  expenditure  to  many  more  thousands  of  Americans.  We  are  very  proud  of 
the  work  we  have  done  over  the  last  twenty-three  years  and  all  of  us  are 
committed  to  striving  to  produce  programs  that  enhance  measurably  education 
for  democracy  and  merit  the  continued  support  of  Congress. 

Finally,  I  want  to  thank  you,  the  members  of  this  Subcommittee  and  all  of 
the  Members  of  Congress  who  have  so  generously  supported  Close  Up  and  the 
Ellender  Fellowships.  I  strongly  urge  the  Subcommittee  to  support  the  FY 
1995  request  for  the  Ellender  Fellowship  Program.  I  will  be  happy  to  answer 
any  questions  that  Members  of  the  Subcommittee  may  have. 
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Mr.  Smith.  Mr.  Bereuter,  you  got  here  just  in  time.  Go  ahead. 

Mr.  Bereuter.  Thank  you  very  much,  Mr.  Chairman,  my  neigh- 
bor, Members  of  the  committee,  I  apologize  for  being  slow.  I  was 
delayed  with  another  meeting  to  speak  at. 

I  want  to  thank  you  for  giving  me  an  opportunity  to  express  my 
strong  support  for  continuing  appropriations  for  the  Close  Up 
Foundation.  As  you  know,  the  Close  Up  Foundation  sponsors  im- 
portant citizenship  education  programs  which  promote  civic  aware- 
ness and  achievement  and  action.  I  think  it  is  particularly  impor- 
tant that  the  Ellender  Fellowships  allow  low-income  people  from 
Indian  reservations  and  from  low-income  urban  and  rural  areas  to 
participate  in  this  program. 

2,400  students  have  come  to  Washington  in  the  eight  or  nine 
years  since  my  State  has  been  involved,  and  they  have  come  from 
low-income  areas  and  Indian  reservations,  as  well  as  from  upper- 
and  middle-income  families.  I  think  it  is  the  outstanding  program 
that  brings  people  to  the  Nation's  Capital 

Mr.  Smith.  Do  you  have  an  Indian  reservation  in  your  district? 

Mr.  Bereuter.  I  have  2.5,  one  overlapping  into  Kansas. 

This  program  gives  young  people  down  to  grade  school,  and  sen- 
ior citizens,  an  exposure  to  our  governmental  system  that  I  think 
pays  long-term  benefits.  They  are  more  likely  to  be  active,  involved 
citizens  throughout  the  rest  of  their  lives  if  they  have  this  expo- 
sure. They  come  back  from  this  experience  invigorated,  more  likely 
to  be  better  students  in  high  school  or  college  or  technical  pro- 
grams, training  programs,  as  a  result  of  this  experience.  I  think  it 
is  important  that  we  keep  an  opportunity  available  for  low-income 
students  to  participate  in  the  program. 

When  we  bring  administrators  and  teachers  to  the  Capital  for 
this  program,  benefits  are  multiplied  because  they  take  those  expe- 
riences and  the  opportunities  and  the  materials  that  they  receive 
and  bring  it  to  classrooms  year  after  year.  I  can  see  the  impact  on 
high  schools  in  my  district  that  are  active  participants  for  eight  or 
nine  years.  It  does  make  a  difference  in  the  whole  community. 

I  think  this  is  a  very  good  investment  and  thank  you  for  the  sup- 
port you  have  given  to  the  program  in  the  past.  I  have  formal  re- 
marks here. 

Mr.  Smith.  They  will  be  part  of  the  record.  Thank  you  all  very 
much. 

[The  prepared  statement  follows:] 
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CLOSE  UP  PANEL  IKHR 

BY  THE  BCMBgMtt  OOOS  HEREUTER 

BEFORE  THE 

IABOR-HENUXH  AND  HUflUtJ  SERVICES-EDUCATION 

AFKOKOAnOKS  SUBCCWOTTEE 

MAX  5,   1994 

Mr.  Chairman,  thank  you  far  giving  me  the  opportunity  today  to  ogress 
my  strong  support  far  continued  appropriations  for  tha  Close  Up  Foundation. 
As  you  know,  the  Close  Up  Foundation  sponsors  Important  citizenship  education 
programs  far  students  which  promote  civic  awareness,  civic  achievsment,  and 
civic  action. 

The  Ellender  Fellowships  allow  low-income  students  to  participate  in  the 
highly  successful  Washington  dose  Up  program.  These  funds  enable  students, 
regardless  of  their  financial  status  or  academic  ability,  to  participate  in 
this  weeklong  study  trip  to  Washington,  D.C.  There  has  been  a  steady  increase 
in  the  number  of  Ellender  fellowships:  from  5,675  during  the  1988-89  school 
year  to  6,569  during  the  1992-93  school  year.  Additionally,  no  other  civic 
education  piugiaiu  makes  acre  financial  assistance  available  to  disadvantaged 
students.  Without  the  Ellender  Fellowships,  the  Close  Up  program  simply  will 
not  reach  many  disadvantaged  students  on  Indian  reservations,  in  low-income 
rural  areas  and  inner-city  "at  risk"  schools  that  currently  participate  in  the 
program. 

Over  the  past  nine  years,  mare  than  2,400  students  from  the  1st 
Congressional  District  of  Nebraska  have  participated  in  the  Close  up  program. 
Nationally,  since  1971  over  370,000  students  and  teachers  have  participated  in 
the  Washington  Close  Up  Program.  More  than  84,000  of  those  participants 
received  full  or  partial  fellowships. 

Mr.  Chairman,  Close  Up  is  the  bast  citizen  education  program  of  the  many 
that  bring  any  age  of  citizen  to  Washington  D.C.  to  study  our  governmental 
system,  it  is  a  successful  program  that  provides  many  students  an  19  close 
and  personal  lock  at  our  government,  it  trains  and  inspires  teachers  to  take 
new  ideas  and  curricula  back  to  their  classrooms  and  communities,  thereby 
multiplying  many  times  the  number  of  students  and  other  citizens  affected  by 
the  program.  I  urge  you  to  support  the  very  meager  continued  appropriations 
far  the  Close  Up  program. 


[Clerk's  note  —Additional  statements  by  Members  of  Congress 
supporting  the  Close  Up  Program  follow:] 
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Testimony  of  Rep.  Tim  Roemer 

before  the 

Subcommittee  on  Labor,  HHS,  and  Education 

May  5.  1994 

Good  morning  Mr.  Chairman  and  Members  of  the  Subcommittee.    I  appreciate  the 
opportunity  to  appear  before  you  today  to  speak  on  behalf  of  the  Allen  J.  Ellender 
Fellowships  and  the  Close  Up  Foundation,  which  uses  the  funding  for  important  civic 
education  programs. 

In  the  current  budget  atmosphere  in  which  Federal  programs  must  prove  their  worth, 
1  can  think  of  no  better  example  of  an  effective,  successful,  and  targeted  Federal  education 
program  than  the  Ellender  Fellowships.   By  making  a  relatively  modest  investment  of  $4.2 
million  in  die  Ellender  program,  the  Federal  government  enables  the  Close  Up  Foundation  to 
leverage  more  than  S30  million  in  private  donations  and  tuition  to  provide  an  educational 
service  that  is  unparalleled  in  its  ability  to  interest  young  American's  in  their  government  and 
its  workings,  both  in  the  Nation's  capital  and  the  classroom. 

One  of  the  primary  reasons  that  Close  Up  is  able  to  reach  nearly  100,000  students 
every  year  is  that  it  places  a  strong  emphasis  on  the  professional  development  of  teachers. 
Since  its  inception,  Close  Up  has  recognized  that  the  best  way  to  educate  students  is  to 
educate  teachers.   This  is  a  central  theme  of  the  recently-passed  reauthorization  of  the 
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Elementary  and  Secondary  Education  Act,  which  places  a  high  priority  on  teacher  training  by 
devoting  significant  resources  to  a  new,  expanded  Eisenhower  professional  development 
program. 

In  the  past,  Close  Up  utilized  a  portion  of  the  Ellender  funding  to  provided  teachers 
with  fellowships.   The  Ellender  Fellowships  made  it  possible  for  teachers  to  lake  part  in  the 
Close  Up  program  and  return  to  the  classroom  rejuvenated  with  new  ideas  to  share  with  all 
their  students,  not  just  those  who  arc  fortunate  enough  to  take  part  in  the  Washington-based 
program. 

During  consideration  of  the  FY  1994  Appropriations  bill,  the  Subcommittee  voiced  its 
concerns  about  the  large  portion  of  Ellender  funding  devoted  to  teacher  fellowships.   In 
response  to  this  concern,  the  Close  Up  Foundation  proposed  and  the  Committee  on  Education 
and  Labor  adopted  a  cap  on  teacher  fellowships  at  30  percent  of  the  total  appropriation. 
H.R.  6,  the  reauthorization  of  the  Elementary  and  Secondary  Education  Act  which  was 
passed  by  the  House  on  March  24th,  contains  this  proposal. 

It  is  my  hope  that  the  Subcommittee  will  recognize  the  importance  of  teacher 
fellowships  to  the  Close  Up  program.  Teachers  are  an  integral  part  of  Close  Up's  goal  of 
serving  at-risk  and  disadvantaged  students.   Teachers  are  best  able  to  identify  students  to 
participate  in  the  program,  oversee  student  fellowships  allocations  and  fundraising  efforts  at 
the  student  level,  and  most  importandy,  bring  fresh  approaches  to  civics  learning  to  engage 
our  Nation's  students  in  the  study  of  their  government. 
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Labor,  Health  and  Human  Services,  Education  and  Related 
Agencies  Subcommittee 
May  5,  1994 
Honorable  Bob  Livingston 

Mr.  Chairman,  members  of  the  Subcommittee,  thank  you  for 
allowing  me  to  submit  written  testimony  in  strong  support  of  the 
Close  Up  Foundation  and  the  Allen  J.  Ellender  Fellowship  Program. 

As  you  will  recall,  the  Close  Up  Foundation  was  created 
twenty- three  years  ago  with  the  intent  of  encouraging  active, 
responsible  participation  in  our  democratic  process  by  young 
people  from  every  sector  of  American  society. 

Unlike  other  organizations,  there  are  no  academic  or  student 
leadership  eligibility  criteria  for  participation  in  Close  Up's 
programs.  As  a  result,  Close  Up's  programs  include  the  best  and 
brightest,  as  well  as  students  who  struggle  to  stay  in  school. 
Many  of  these  struggling  students  never  thought  they  would  be 
able  to  come  to  Washington,  be  exposed  to  policy  makers  from 
every  arena,  or  to  have  the  opportunity  to  ask  Members  of 
Congress  any  questions  they  like.  All  of  these  experiences 
contribute  to  creating  a  feeling  of  empowerment  that  can  even 
turn  the  student  with  a  truancy  problem  into  a  candidate  for 
student  council  or  an  otherwise  involved  member  of  the  student 
population. 

Close  Up's  focus  on  inclusiveness  has  resulted  in  a  program 
with  participants  from  all  over  the  country,  from  very  race  and 
ethnicity,  and  from  the  entire  range  of  the  socio-economic 
spectrum.  When  these  participants  arrive  for  their  program,  Close 
Up  mixes  them  all  together;  and,  they  learn  that  they  are  all 
Americans  and  each  has  a  part  to  play  as  responsible  citizens. 

All  of  this  would  not  be  possible  without  the  help  of  the 
Ellender  Fellowships.  The  relatively  small  Federal  investment  is 
multiplied  many  times  over;  not  only  because  of  the  number  of 
economically  disadvantaged  students  it  reaches,  but  because  it 
involves  teachers  who  reach  many  more  students  than  just  those 
that  come  to  Washington. 

I  understand  that  the  success  Close  Up  has  had  with  the 
diversity  of  its  student  population  has  had  to  do  with  the 
involvement  of  teachers.  Teachers  are  the  ones  best  suited  to 
make  the  necessary  judgements  about  student  fellowship 
allocations,  fundraising  activities,  preparation  for  the  program 
and  follow  up  local  community  activities. 


1036 


-2-  (Mr.  Livingston) 

Close  Up  is  a  program  that  still  works.  Each  year  when  I 
meet  with  the  students  and  teachers  who  come  from  Louisiana  to 
Washington,  I  am  impressed  with  their  interest  and  enthusiasm  to 
learn  about  their  government.  The  students  are  given  the  basics 
in  their  workshops  and  seminars,  and  encouraged  to  go  out  and  get 
a  "close  up"  look  at  how  it  really  works  up  here  and  how  real  the 
people  are  who  make  it  work.  Seeing  how  the  process  actually 
works,  the  students  learn  that  they  can  make  a  difference  and  do 
matter  in  the  process  of  governing  this  country. 

I  ask  for  your  support  for  funding  the  Ellender  Fellowship 
Program  in  Fiscal  Year  1995. 
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Thursday,  May  5,  1994. 

WITNESS 

HON.  GERALD  D.  KLECZKA,  A  REPRESENTATIVE  IN  CONGRESS  FROM 

THE  STATE  OF  WISCONSIN 
MICHAEL  FLAMINGO,  PRESIDENT,  NEUROFIBROMATOSIS,  INC. 

Mr.  Smith.  Mr.  Kleczka. 

Mr.  Kleczka.  Thank  you,  Mr.  Chairman.  Thank  you  for  allowing 
me  this  opportunity  to  testify  briefly  regarding  the  National  Insti- 
tutes of  Health  activities  relating  to  neurofibromatosis,  a  debilitat- 
ing genetic  disease  for  which  there  is  no  known  cure. 

I  asked  to  speak  today  because  I  have  the  rare  occasion  to  stand 
before  you  on  an  appropriations  issue  that  does  not  require  me  to 
ask  for  more  money.  Rather,  a  constituent  of  mine,  Mike  Flamingo, 
has  brought  to  my  attention  what  is  perhaps  an  inefficient  use  of 
funds  that  this  committee  recommended  to  be  utilized  in  fiscal  year 
1993  to  establish  a  committee  at  NIH  to  coordinate  NF  research. 
Unfortunately,  as  you  will  hear,  this  NIH  committee  has  done  a 
shoddy  job  of  complying  with  congressional  intent  on  this  matter. 

For  this  reason,  I  felt  it  was  important  that  Mike  get  the  oppor- 
tunity to  comment  on  the  issue  and  tell  you  more  about  this  dis- 
ease. 

Mr.  Chairman,  Mr.  Mike  Flamingo. 

Mr.  Flamingo.  Thank  you,  Congressman. 

Mr.  Chairman,  Members  of  the  committee,  I  am  Michael  Fla- 
mingo from  Milwaukee,  and  I  want  to  thank  the  subcommittee  and 
my  congressman  for  providing  us  the  opportunity  to  speak  with  you 
today.  We  request  our  testimony  be  inserted  in  the  committee 
record. 

One  of  my  three  children  who  is  now  14  was  born  with 
neurofibromatosis,  spontaneous  mutation.  In  our  family,  and  as  a 
group,  we  call  it  NF  for  short,  so  I  will  refer  to  it  as  NF.  I  am  also 
President  of  Neurofibromatosis  Incorporated,  a  national  voluntary 
organization  headquartered  in  Lanham,  Maryland.  NF  Inc.  pro- 
motes support  services  and  research  to  benefit  the  thousands  af- 
fected by  various  forms  of  NF. 

Dr.  Kenneth  Rosenbaum,  Director  of  the  NF  Clinic  at  Children's 
National  Medical  Center  here  in  Washington  was  supposed  to  have 
accompanied  me  today.  However,  he  had  a  schedule  conflict. 

Neurofibromatosis  is  a  genetic  disorder  which  causes  tumors  to 
grow  anywhere  on  the  nerves,  anywhere  in  the  body  at  any  time. 
It  starts  in  childhood,  is  chronic,  progressive  and  lasts  a  lifetime. 
NF  strikes  one  of  every  2,500  to  3,000  births  of  both  sexes  of  all 
races.  NF  can  cause  physical  deformity,  blindness,  paralysis,  deaf- 
ness, learning  disability  and  cancer.  Half  of  the  known  cases  are 
inherited  from  a  parent.  The  other  half  occur  spontaneously  in  the 
general  population.  There  is  no  known  cure;  there  is  no  effective 
treatment. 

Two  years  ago  a  panel  representing  our  organization  testified  be- 
fore the  subcommittee.  At  that  time  we  requested  that  the  National 
Institutes  of  Health  be  directed  to  coordinate  neurofibromatosis  re- 
search and  that  a  committee  be  formed  to  accomplish  this.  We  were 
pleased  that  our  request  was  recognized  and  that  a  coordinating 
committee  was  named. 
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In  mid-April  1993,  the  National  Institutes  of  Health  issued  the 
NF  Coordinating  Committee  report.  Although  we  were  pleased  that 
the  importance  of  NF  research  was  recognized,  we  were  extremely 
disappointed.  The  report  was  fraught  with  inaccuracies  and  sub- 
stantiated our  point  that  the  millions  of  dollars  being  spent  on  NF 
at  NIH  were  not  being  coordinated.  In  fact,  we  were  appalled  that 
the  writers  of  the  report  failed  to  recognize  much  of  the  active  re- 
search being  conducted.  They  seemed  to  be  totally  unaware  of  some 
of  the  NF  research  activities  going  on  within  the  NIH  Institutes 
and  Centers.  It  was  clear  that  some  of  the  key  researchers  at  NIH 
were  neither  included  on  the  committee  nor  consulted  in  the  prepa- 
ration of  the  report. 

We  continue  to  strongly  believe  that  better  oversight  and  coordi- 
nation of  NF  research  is  necessary.  Duplicative  and  fruitless  re- 
search should  not  continue  to  receive  funding  while  other  worth- 
while and  productive  research  suffer  crippling  funding  reductions 
which  jeopardize  completion. 

Our  organization  is  different  from  some  of  the  other  organiza- 
tions who  have  testified  before  you.  Mr.  Chairman,  we  are  not  ask- 
ing for  more  money  for  neurofibromatosis  research.  We  are  asking 
for  improved  oversight  and  coordination  of  the  continued  funding 
of  neurofibromatosis  research.  We  request  the  coordinating  commit- 
tee established  by  NIH  to  include  appropriate  representation  from 
all  of  the  Institutes  and  Centers  involved  in  NF  research.  We  also 
urge  Congress  to  require  NIH  to  include  informed  consumer  rep- 
resentation on  this  committee. 

One  thing  I  found  with  having  a  child  with  NF  is  that  we,  as 
parents,  become  more  expert  than  some  physicians  in  the  disease. 
Once  a  suitable  committee  is  established,  we  feel  NIH  could  make 
a  sincere  effort  to  coordinate  its  intramural  and  extramural  NF  re- 
search activities.  This  would  include  assuring  that  the  funded  re- 
search continues  to  be  consistent  with  the  recent  scientific  findings, 
that  unnecessary  duplication  is  avoided,  that  research  be  accu- 
rately identified  and  utilized  appropriately,  and  that  the  outcome 
data  be  properly  challenged  and  disseminated  among  all  compo- 
nents of  NIH,  including  the  Office  of  Rare  Disorders,  and  agencies 
outside  the  National  Institutes  of  Health. 

Because  of  the  funding  which  has  been  provided  by  Congress  for 
NF  research  in  the  past  10  years  and  the  genius  of  many  scientists, 
wondrous  results  have  been  accomplished;  the  genes  for  both  NF 
Types  I  and  II  have  been  cloned.  It  would  be  a  tragedy  if  that  mo- 
mentum were  impeded  merely  because  of  administrative  ineptness 
or  lack  of  attention. 

Mr.  Chairman,  thank  you  for  your  time,  your  attention  and  your 
support. 

[The  prepared  statement  follows:] 
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UNITED  STATES  HOUSE  OF  REPRESENTATIVES 

APPROPRIATIONS  COMMITTEE 

Subcommittee  on  Labor,  Health  and  Human  Services,  and  Education 

May  5,  1994 


by 


Michael  Flamingo 

President 

Neurofibromatosis,  Inc. 

8855  Annapolis  Road,  Suite  110 

Lanham,  Maryland  20706 


Thank  you,  Congressman  KJeczka. 

Mr.  Chairman,  Members  of  the  Committee: 

My  name  is  Michael  Flamingo.    I  am  from  Milwaukee,  Wisconsin.    I  want  to  thank 
the  Subcommittee  and  my  congressman,  Mr.  Kleczka,  for  providing  us  the  opportunity  to 
speak  with  you  today.    We  request  that  our  written  testimony  be  inserted  into  the  Committee 
record. 

I  am  the  President  of  Neurofibromatosis,  Inc.,  a  national  voluntary  organization 
headquartered  in  Lanham,  Maryland.    NF,  Inc.  promotes  support  services,  and  research  to 
benefit  the  thousands  affected  by  various  forms  of  neurofibromatosis  (NF).    Dr.  Kenneth 
Rosenbaum,  Director  of  the  NF  Clinic  at  Children's  National  Medical  Center  here  in 
Washington,  D.C.,  intended  to  accompany  us  here  today  to  answer  any  technical  questions 
that  you  might  have.    Unfortunately,  he  had  a  schedule  conflict  and  is  unable  to  be  here. 

Neurofibromatosis  is  a  genetic  disorder  which  causes  tumors  to  grow  on  the  nerves 
anywhere  in  the  body  at  any  time.    NF  strikes  1  of  every  2,500  to  3,000  births  of  both  sexes 
of  all  races.    NF  can  cause  physical  deformity,  blindness,  paralysis,  deafness,  learning 
disability  and  cancer.    Half  of  the  known  cases  are  inherited  from  a  parent.   The  other  half 
occur  spontaneously.   This  means  without  further  activities  to  prevent  NF,  the  number  of 
people  with  NF  grow  with  each  generation.    There  is  no  known  cure. 


NF 


«;nrtfc'  yurp  ■-:  (, 


1040 


Neurofibromatosis  -  2 

Two  years  ago,  a  panel  representing  our  organization  led  by  our  national 
spokesperson,  Actress  Nancy  Stafford,  testified  before  this  Subcommittee.    Dr.  Robert 
Martuza,  a  prominent  neurosurgeon  involved  in  NF  research  at  Georgetown  University  and  a 
member  of  our  1992  panel,  stated  that  NF  is  a  disease  which  affects  every  system  in  the 
body.    He  went  on  to  say  that  research  on  this  disorder  has  major  impact  on  the  treatment  of 
brain  disorders  and  other  tumor  disease.    Most  significant  is  that  the  cure  for  NF  is  probably 
a  cure  for  cancer. 

At  that  time,  we  requested  that  the  National  Institutes  of  Health  be  directed  to  better 
coordinate  neurofibromatosis  research  and  that  a  committee  be  formed  to  accomplish  this. 
We  were  pleased  that  our  request  was  recognized,  and  an  NF  Coordinating  Committee  was 
named. 

In  mid-April  1993  the  National  Institutes  of  Health  issued  the  NF  report  from  the 
Coordinating  Committee.    Although  we  were  pleased  that  the  importance  of  NF  research  was 
recognized,  we  were  extremely  disappointed  in  that  report.    It  was  fraught  with  inaccuracies 
and  merely  substantiated  our  point  that  the  millions  of  dollars  being  spent  on  this  research 
were  not  efficiently  coordinated.    In  fact,  we  were  appalled  that  the  writers  of  the  report 
failed  to  recognize  much  of  the  active  research  being  conducted.    They  seemed  to  be  totally 
unaware  of  some  of  the  activities  in  NIH  Institutes  and  Centers.    It  was  clear  that  some  of  the 
key  NF  researchers  at  NIH  were  neither  included  on  the  committee  nor  consulted  in  the 
preparation  of  the  report. 

We  continue  to  strongly  believe  that  better  oversight  and  coordination  of  NF  research 
is  necessary.    Duplicative  and  fruitless  research  should  not  continue  to  receive  funding  while 
other  worthwhile  and  productive  research  suffer  crippling  funding  reductions  which 
jeopardize  completion. 

Had  the  NIH  Coordinating  Committee  been  more  conscientious  in  its  effort  and  had 
the  Committee  included  informed  consumer  representatives,  the  embarrassment  resulting  from 
that  report  could  have  been  avoided.    Even  more  importantly,  the  waste  in  human  and 
monetary  resources  would  not  persist  and  the  research  community  and  those  affected  by  the 
neurofibromatoses  would  be  better  served. 

Our  organization  is  different  from  some  of  the  other  organizations  who  have  testified 
before  you.    We  are  not  asking  for  more  money  for  the  neurofibromatosis  research  effort. 
We  are  asking  for  improved  oversight  and  coordination  of  the  continued  funding  of  NF 
research.    We  request  the  Coordinating  Committee  established  by  NIH  to  include  appropriate 
representation  from  all  of  the  Institutes  and  Centers  involved  in  NF  related  research.    We  also 
urge  Congress  to  require  NIH  to  include  informed  consumer  representation  on  this 
Committee.   Once  a  suitable  committee  is  established,  we  feel  a  sincere  effort  can  be  made  to 
coordinate  the  extramural  and  intramural  NF  research  activities.   This  would  include  assuring 
that  the  funded  research  continues  to  be  consistent  with  the  recent  scientific  findings;  that 
unnecessary  duplication  is  avoided;  that  research  participants  be  accurately  identified  and 
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utilized  appropriately;  and  that  the  outcome  data  be  properly  challenged  and  disseminated 
among  all  the  components  of  NIH,  including  the  Office  of  Rare  Disorders,  and  agencies  and 
researchers  outside  the  NIH. 

Because  of  the  funding  which  has  been  provided  by  Congress  for  NF  Research  in  the 
past  10  years  and  the  genius  of  many  scientists,  wondrous  results  were  recently  announced  in 
the  cloning  of  the  genes  for  both  NF  Types  I  and  II.    It  would  be  a  tragedy  if  that  momentum 
of  identifying  the  cause  is  impeded  in  its  stride  to  find  effective  non-surgical  treatments,  cures 
and  preventions  merely  because  of  administrative  ineptness  or  lack  of  attention. 

Mr.  Chairman,  we  thank  you  for  your  time,  your  attention,  and  your  support. 
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Mr.  Chairman,  Members  of  the  Committee: 

My  name  is  Dr.  Kenneth  Rosenbaum.  I  am  the  Chairman  of  Medical 
Genetics  at  Children's  National  Medical  Center  in  Washington,  D.C.  and  the 
Director  of  the  Neurofibromatosis  Clinic.  In  that  capacity,  I  have  had  the 
opportunity  over  the  last  17  years  to  see  first-hand,  the  effects  of 
neurofibromatosis  on  children  and  adults.  The  Medical  Genetics 
Department  of  Children's  Hospital  is  one  of  the  largest  providers  of  genetic 
services  in  the  country  and  has  taken  care  of  approximately  800  to  900 
families  with  neurofibromatosis  over  time.  Although  many  of  our  children 
are  well  individuals,  we  have  become  respectful  of  the  potential  disability 
caused  by  the  NF-1  gene. 

In  the  last  few  years,  great  excitement  has  been  generated  as  advances 
have  come  in  our  understanding  of  neurofibromatosis.  An  improved 
knowledge  of  the  natural  history  of  NF-1,  mapping  the  NF-1  gene  to 
chromosome  17,  defining  its  role  in  tumor  suppression  and  having  the 
ability  to  perform  prenatal  diagnosis  for  informative  families  have  been 
important  developments  in  the  NF  story.  It  is  only  a  matter  of  time  before 
we  see  the  first  substantive  steps  in  developing  effective  therapies  for 
treating  patients  with  NF-1 .  I  am  hopeful  that  through  the  efforts  of  insightful 
researchers  that  these  steps  will  be  just  a  short  period  of  time  away.  For 
this  research  to  be  productive,  it  is  necessary  that  coordination  of  NF 
research  and  funding  continue.  I  join  Mr.  Flamingo  and  Neurofibromatosis, 
Inc.  in  requesting  that  a  coordinating  committee  be  established  by  NIH  to 
include  appropriate  representation  from  centers  involved  in  NF  related 
research  and  from  NIH. 


Sincerely, 


Kenneth  N.  "Rosenbaum,  M.D. 
Chairman,  Medical  Genetics 


KNR/twa 

members, Kr 


Department  of  Pediatrics 

The  George  Washington  L'mienity 

Medical  Center 
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Bernadine  Healy,  M.D. 

Director,  National  Institutes  of  Health 

NIH  Building  1,  Room  126 

Bethesda,  Maryland  20892 

Dear  Dr.  Healy, 

Neurofibromatosis,  Inc.  is  a  national  voluntary  organization 
dedicated  to  individuals  and  families  affected  by  the  neurofibro- 
matoses (NF)  and  related  disorders.   NF,  Inc.  services  the  needs 
through  coordinated  educational  support,  clinical,  and  research 
programs  by  promoting  national,  state,  and  local  community 
involvement. 

In  May  1992,  we  testified  before  the  U.S.  House  of 
Representatives  Appropriations  Committee  Health  Subcommittee 
requesting  that  NIH  be  required  to  better  coordinate  NF  research 
conducted  under  Federal  auspices  (a  copy  of  testimony  attached).   We 
welcome  the  Report  on  Neurofibromatosis  dated  January  1993  that  was 
issued  by  you. 

While  we  are  generally  pleased  with  the  report  and 
recommendations,  we  do  have  some  concerns. 

1.  We  strongly  support  the  establishment  of  a  permanent  NF 

Research  Coordinating  Committee  (NRCC).   We  believe  for 
this  Committee  to  be  effective,  it  must  contain 
substantial  consumer  representation.   We  are  disturbed  that 
no  consumers  were  invited  to  participate  in  the  two 
quarterly  meetings  already  held.   It  is  also  critical  that 
the  Public  Health  Service  representation  not  be  solely  based 
on  organizational  components,  but  also  focus  on  including 
scientists  with  specific  knowledge  and  interest  in  NF. 

2.  We  are  aware  of  much  past  and  current  research  conducted 

under  the  sponsorship  of  components  of  NIH  which  are  not 
mentioned  in  the  report.   Of  particular  note  is  the  5-year 
learning  disability  study  funded  by  the  National  Institute 
of  Child  Health  and  Human  Development.   No  mention  is  made 
of  activities  of  the  Human  Genome  Project  or  the  National 
Institute  on  Dental  Research.  The  omission  of  the  former  is 
obvious.   The  latter  is  important,  not  only  because  of  the 
evident  questions  regarding  NF  and  dental  problems,  but 
especially  because  of  the  pain  studies  being  conducted  by 
this  Institute.   A  major  concern  is  that  the  research  which 
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is  reported  contains  substantial  inaccuracies  and  convey 
significant  misconceptions.   We  would  be  happy  to  present 
details  to  your  staff. 

3.  Although  this  report  is  dated  January,  it  was  not  released 

until  sometime  in  April  after  the  announcement  of  the 

identification  of  the  NF-2  gene  and  its  product.  This 
report,  therefore,  is  already  out  of  date. 

4.  The  December  1991  Consensus  Development  Conference  on 

Acoustic  Neuroma  changed  the  nomenclature  to  "vestibular 
schwannoma."   The  NF  report  uses  outdated  terminology. 

5.  On  page  6,  the  report  states  that  3  types  of  NF-2  have  been 

identified.   Although  interesting,  this  finding  is  the 
result  of  only  one  research  paper  and  is  not  yet  definitive. 
There  are  similar  overstatements  throughout  the  document. 

6.  We  continue  to  believe  that  the  National  Institute  for 

Neurological  Disorders  and  Stroke  (NINDS)  and  the  NIH 
Clinical  Center  do  not  have  appropriate  staffing, 
multitude  of  women's  issues  related  to  NF  are  not  recognized 
in  this  report  and  require  specific  attention  and 
coordination. 


A 


Both  NF-l  and  NF-2: 

.  pathogenesis  of  disease,  including  mortality  and  morbidity 

.  influence  of  hormones 

.  naturally  produced  hormones  as  influences  at  puberty, 

pregnancy  and  menopause 
.  influence  of  hormone  therapy,  including  birth  control 
pills,  acne  treatment,  human  growth  factors, 
menopausal  adjustment  therapy 
.  alternative  methodology  for  pregnancy 

NF-l: 

.  link  between  NF-l  and  other  female  cancer,  especially 

breast  cancer 
.  pain  (including  itching  and  headaches)  with  or  without 

present  lesions 
.  learning  disabilities 
.  miscarriages 
.  psychological  aspects  of  disease  as  it  evolves 

appearance  -  childhood,  adolescence,  and  adulthood 

NF-2: 

.  influence  of  maternal  inheritance 

.  genetic  issue  in  the  inheritance  of  the  sex  of  the  fetus 
.  post  intervention  (i.e.  surgery)  rehabilitation,  both 
immediate  and  long  term 
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8.   No  mention  is  made  of  an  NIH  Inter-active  database  of  all 

patients  maintained  on  an  immediate  timeframe  to  include  all 
patients  who  present  themselves  for  NF  research.   This 
database  should  be  available  to  all  components  of  NIH 
to  assure  that  complete,  non-duplicative  information  is 
maintained  to  allow  for  identification  of  patients  for 
various  protocols,  efficient  medical  evaluation,  and 
accurate  profiling. 

The  report  itself  reflects  the  lack  of  attention  to  detail  and 
coordination  which  prompted  our  Congressional  testimony.  The  dedicated 
research  efforts  of  the  professionals  involved  and  the  admirable 
participation  of  those  NF-affected  individuals  who  volunteer  to 
participate  deserve  a  system  that  is  efficient  and  avoids  duplication 
of  effort  which,  not  only  saves  money,  but  assures  timely  progression 
of  the  NF  research  activities. 

We  appreciate  the  enthusiasm  NIH  has  given  to  NF  research.   We 
hope  that  with  mutual  cooperation  and  respect  for  consumer 
organizations,  such  as  NF,  Inc.,  can  not  only  find  treatment  and  cure 
for  these  related  diseases,  but  the  prevention.   Such  efforts,  as  you 
know,  have  much  broader  implications  and  advance  knowledge  of  all 
tumor  diseases. 

Sincerely, 


Paul  D.  Mendelsohn 
President 


Enclosures 
PDM : mw 
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Mr.  Smith.  You  have  raised  a  very  serious  question  and  we  are 
always  glad  to  get  this  kind  of  testimony.  I  think  we  will  take  your 
full  statement  and  ask  the  new  head  of  NIH,  Dr.  Varmus,  to  make 
a  written  response  to  it;  and  we  will  try  to  get  to  the  bottom  of  this. 

Thank  you  very  much. 

Mr.  Kleczka.  Thank  you  for  your  time. 


Thursday,  May  5,  1994. 

WITNESS 

HON.  BERNARD  SANDERS,  A  REPRESENTATIVE  IN  CONGRESS  FROM 
THE  STATE  OF  VERMONT 

Mr.  Smith.  Bernie  Sanders. 

Mr.  SANDERS.  Thank  you  very  much,  Mr.  Chairman,  for  allowing 
me  to  say  a  few  words.  We  have  included  in  the  full  testimony 

Mr.  Smith.  We  will  insert  the  full  testimony. 

Mr.  Sanders.  This  was  an  ad  that  appeared  a  couple  of  years 
ago  in  The  New  York  Times,  talking  about  The  Cancer  Weapon 
America  Needs  Most.  The  article  is  included.  It  talks,  I  think, 
about  the  fact  that,  given  the  epidemic  of  cancer,  there  is  wide- 
spread understanding  that  we  have  to  do  more  to  understand  the 
causes  of  the  problem,  both  in  terms  of  human  suffering  and  the 
extraordinary  amount  of  money  that  we  spend. 

As  you  know,  last  year  the  President's  budget  committed  $10 
million  for  the  National  Cancer  Registries  program,  and  Congress 
provided  close  to  $17  million  for  the  program.  I  want  to  thank  this 
subcommittee  for  its  support.  Last  year's  appropriation  will  allow 
35  to  40  States  to  begin  to  build  or  upgrade  their  cancer  registries. 
However,  I  urge  you  to  fully  fund  the  issue  at  the  authorized  level 
of  $30  million  so  all  our  States  and  territories  will  have  cancer  reg- 
istries. 

The  Act  directs  CDC  to  provide  grants  to  the  States  to  establish 
and/or  upgrade  cancer  registries.  They  collect  demographic  and 
pathological  data  characterizing  the  cancer,  including  cancer  site, 
stage  of  disease,  incidence  and  type  of  treatment. 

The  real  question  that  people  ask  is,  why  has  it  taken  us  so  long 
to  come  up  with  a  national  program  which  gives  us  this  informa- 
tion? It  is  important  to  know  why  in  the  northeast  the  rates  of 
breast  cancer  are  significantly  higher  than  in  other  parts  of  the 
country,  why  California  may  have  problems  that  other  parts  of  the 
country  do  not  have.  Up  to  now,  we  have  not  had  that  comprehen- 
sive data.  So  I  think  within  the  cancer  prevention  field  there  is  tre- 
mendous support  for  the  program,  and  I  believe  that  this  is  the 
type  of  program  that  is  needed  right  now. 

That  is  basically  what  I  wanted  to  say.  We  have  enclosed  the  ex- 
cellent article  on  it.  We  have  had  tremendous  support  from  groups 
throughout  America  who  are  concerned  about  disease  and  cancer 
prevention,  wonderful  support  from  my  colleagues  in  the  Congress 
and  from  this  committee. 

Mr.  Smith.  We  will  put  your  full  statement  in  the  record,  and 
thank  you  for  calling  this  to  our  attention. 

[The  prepared  statement  follows:! 
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Testimony  before  the  Subcommittee  on  Labor-HHS-Education 
Appropriations  on  the  Cancer  Registries  Act  (P.L. 102-515) 

by  Representative  Bernard  Sanders 

Mr.  Chairman, 

Thank  you  for  allowing  me  to  testify  in  support  of  full-funding  for  "The 
Cancer  Registries  Act"  (P.L.  102-515).    As  you  know,  last  year  the  President's 
budget  committed  $10  million  for  the  National  Cancer  Registries  Program  and 
Congress  provided  close  to  $17  million  for  the  program.    I  want  to  thank  this 
subcommittee  for  its  support  of  this  important  program.    Last  year's 
appropriation  will  allow  35  to  40  states  to  begin  to  build  or  upgrade  their 
cancer  registries;    however,  I  urge  you  to  fully  fund  this  initiative  at  its 
authorized  level  of  $30  million  for  FY  1995  so  that  all  our  states  and  territories 
will  have  cancer  registries. 

The  Cancer  Registries  Act  directs  the  CDC  to  provide  grants  to  the  states 
to  establish  and/or  upgrade  their  cancer  registries.    Cancer  registries  collect 
demographic  and  pathological  data;  the  latter  characterizes  the  cancer,  including 
the  cancer  site,  stage  of  disease,  incidence  and  type  of  treatment. 

Mr.  Chairman, 

I  must  honestly  say  that  I  find  it  very  difficult  to  understand  why  we  do 
not  already  have  cancer  registries  in  all  of  our  states  that  gather  such  data.    We 
collect  more  information  on  sports  heros  than  we  do  on  a  disease  that  will  hit 
one  in  three  Americans  in  their  lifetime. 

If  you're  a  public  health  official  or  researcher  in  the  State  of  Vermont 
and  you  are  trying  to  find  out  a  single  statistic  about  the  age,  race,  occupation, 
residence  or  diet  of  a  woman  who  is  diagnosed  with  breast  cancer,  you  are  out 
of  luck. 

That's  what  we  discovered  when  trying  to  uncover  the  possible  reasons 
for  the  astoundingly  high  breast  cancer  mortality  rates  in  the  state  of  Vermont. 
And  the  rates  were  not  only  high  for  breast  cancer,  but  for  colon  and  prostate 
cancers. 

It  was  hard  to  understand  why  Vermont  lacked  a  cancer  registry  that 
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keeps  records  on  who  is  getting  cancer,  at  what  stage  those  patients  are 
diagnosed  and  the  kind  of  treatment  received.    Tragically,  at  the  writing  of  the 
Cancer  Registries  Act,  well  over  one-third  of  the  50  states  lacked  a  statewide, 
population-based  cancer  registry. 

How  could  this  be  when  we  started  the  "War  on  Cancer"  in  the  early 
70s?    Wasn't  this  data  collected  as  a  routine  part  of  medical  practice?    So  on 
what  basis  were  we  fighting  a  war  against  this  disease?    How  could  we  have 
mounted  a  campaign  against  cancer  without  proper  intelligence;  how  could  we 
have  sent  our  commanding  officers  out  into  the  field  without  a  map  or 
compass? 

After  I  received  a  petition  signed  by  over  1 1 ,000  Vermonters  wanting 
answers  or  clues  to  explain  the  high  mortality  rates  of  breast  cancer  in 
Vermont,  I  informed  the  leader  of  that  petition  drive  that  there  was  no  one 
keeping  track  of  patients  with  cancer  in  our  state.    I  explained  to  her  that  it 
would  be  difficult  to  uncover  the  reason  for  the  high  rates  of  breast  cancer  in 
Vermont.    And  her  reply  was  telling... "We  have  one  of  the  highest  breast 
cancer  mortality  rates  in  the  country,  and  yet  the  faces  and  lives  of  those 
women  get  buried  with  them.    We  are  learning  nothing  from  their  battles  lost. 
What  could  they  have  done  differently?    Might  they  still  be  alive  today?" 

We  drafted  the  Cancer  Registries  Act  so  that  we  could  make  it  possible 
for  every  state  to  maintain  a  good  population-based  cancer  registry.    The  least 
important  reason  for  doing  so  was  to  attempt  to  have  a  national  summary  of 
cancer  statistics,  although  that  could  be  one  by-product.    If  a  national  summary 
had  been  the  goal  of  our  legislation,  we  would  have  been  duplicating  the  work 
that  is  now  being  accomplished  by  the  National  Cancer  Institutes'  Surveillance, 
Epidemiology  and  End  Results  Program,  better  known  as  SEER.    As  valuable 
as  the  SEER  program  is  for  giving  us  a  summary  of  national  trends  with  regard 
to  cancers,  the  SEER  Program  does  not  represent  particular  geographic  areas 
outside  the  areas  chosen  for  SEER  collection.    SEER  cannot  tell  us  what  is 
going  on  in  Oregon,  Oklahoma,  Mississippi  or  Vermont  —  some  of  the  states 
without  cancer  registries. 

The  primary  use  of  statewide  population-based  cancer  registries  is  for 
state  and  local  purposes,  not  national  averages.    While  these  data  will  enhance 
and  support  the  work  done  by  the  SEER  program  and  could  contribute  to  better 
national  summaries  —  the  reverse  —  a  national  summary,  will  not  tell  us  about 
regional  cancer  differences  due  to  lifestyle,  the  quality  of  and  access  to  medical 
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care,  the  carcinogenic  effect  of  environmental  contaminants,  or  other  potential 
factors  that  may  be  responsible  for  the  well-documented  differences  in  cancer 
mortalities  in  different  areas. 

National  cancer  statistics  are  about  as  useful  to  a  local  community  in 
Vermont  as  national  crime  statistics;  neither  tell  you  if  you  have  a  problem  in 
that  community  and,  if  so,  whether  it  is  getting  better  or  worse.    And  just  as 
local  crime  statistics  help  officials  target  resources  and  community-based 
intervention  strategies,  so  too  will  local  cancer  statistics  help  us  to  better 
develop  and  target  community-based  intervention  programs.    State  and  local 
cancer  statistics,  will  be  helpful  in  investigating  possible  local  cancer  clusters 
and  directing  and  evaluating  local  programs  of  early  diagnosis  and  prevention  of 
cancer. 

Backed  by  strong  public  health  departments  with  epidemiology  units  that 
are  interested  in  reporting,  interpreting  and  disseminating  cancer  information, 
these  registries  will  help  us  launch  the  war  on  cancer  on  a  new  battlefront~in 
our  communities.    Using  registries  to  assist  in  the  prevention  and  control  of 
cancer,  our  states  will  be  in  a  better  position  to  reach  the  national  health 
objectives  for  the  year  2000.    Registries,  when  coupled  with  other  prevention 
activities,  will  take  this  nation  in  the  often  neglected  and  forgotten  area  of 
disease  control  and  prevention. 


Mr.  Chairman, 

I  would  like  to  submit  for  the  record  an  article  that  appeared  in  Reader's 
Digest.    The  article  was  written  by  the  chief  of  orthopedic  surgery  at  Memorial 
Sloan-Kettering  Cancer  Center,  Dr.  John  Healey,  who  believes  the  Cancer 
Registries  Program  is  "THE  CANCER  WEAPON  AMERCICA  NEEDS 
MOST." 
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It  could  save  thousands  of  lives  and 
billions  of  dollars.  One  of  our  foremost 
authorities  asks  why  we  don't  have  .  .  . 


THE 


L 


CANCER 
WEAPON 

AMERICA 
NEEDS  MOST 

By  John  II.  Healey,  M.D. 


Donald    Austin    was    aston-  of  uterine  cancer  were  climbing 

ished  by  what  he  saw  that  dramatically, 

day  in  1975.  As  chief  of  the  Austin   found   that  since   1969, 

California  cancer  registry,  Austin  uterine  cancer  in  the  Bay  Area  had 

directed  one  of  the  largest  store-  risen    by   50   percent.   Worse,   the 

houses  of  local  cancer  statistics  in  the  incidence  among  women  age  50  and 

world,   and    researchers    frequently  over   from   affluent   Marin   County 

consulted  him  about  the  incidence  of  had  doubled.  Why  were  these  wcll- 

thc  disease  in  the  San  Francisco  area.  off  women  at  greater  risk? 

On   this  afternoon,  Austin  had  It  didn't  take  long  to  finger  a 

been  asked  for  a  tally  of  all  cases  of  possible  culprit.  Between  1965  and 

breast,  uterine  and  ovarian  cancer.  1975,  prescriptions  of  estrogen — the 

As  his  eyes  skimmed  the  computer  hormone  used  to  treat  symptoms  of 

printout,  he  was  startled  by  a  dis-  menopause— had  tripled  nationwide, 

turbing  trend:  year  by  year,  cases  Large  doses  (far  larger  than  arc  prc- 

— ; -r-r. . .  ^   . — , .  ,  r — ; jr  scribed    today)    were    being    given, 

John  1 1.  I  Ieali-y,  M.D.,  is  chief  of  orthopedic  ,                   >'                              b     b 

...rgery    at    Memorial    Sloan-Kettering   Cancer  mostly  tO  affluent  WOmcn  over  50. 

Center  in  New  York  City.  Many  in  the  medical  profession 
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doubted  the  link.  To  them,  estro-  gerously  high  levels  of  an  industrial 

gen  was  a  wonder  drug.  But  to  be  solvent.  Then  Harvard  professors 

safe,  the  Food  and  Drug  Adminis-  Marvin  Zelen  and  Steve  Lagakos 

tration  advised  that  women  receive  found  that,  on  average,  the  children 

only  the  smallest  possible  dose  and  with  leukemia  had  consumed  twice 

that  doctors  balance  its  effects  with  as   much   contaminated    water   as 

the  hormone  progesterone.  Within  other  Woburn  youngsters  had. 

three  years,  the  rate  of  uterine  can-  Jimmy  Anderson  died  in  1981, 

ccr  returned  to  normal.  Thanks  to  a  but  his  mother  was  determined  to 

good  cancer  registry,  at  least  3000  help  other  kids.  That's  when  she 

women  a  year— in  California  alone—  and  Bruce  Young  helped  persuade 

are  spared.  the  Massachusetts  legislature  to  cre- 
ate a  cancer  registry.  Clusters  of  the 
With  no  cancer  registry  at  their-  •  disease  are  now  detected  long  be- 

disposal,  Massachusetts  health  ofri-  fore  they  become  as  widespread  as 

cials  were  baffled  by  a  sudden  cpi-  the  tragic  Woburn  cases, 
demic  of  cancer  in  Woburn,  a  Boston 

suburb.  Only  days  after  Anne  An-  These  two_*b*ttles   in    the   war 

dcrson's  3'/2-ycar-oId   son,  Jimmy,  against  cancer  illustrate  how  vital 

was  found   to  have  leukemia,  she  statistics  can  be.  Ideally,  researchers 

learned  that  two  other  neighborhood  should  be  able  to  gather  intelligence 

children  also  had  the  disease.  Then  on  all  forms  of  cancer,  not  only 

a    fourth    case   cropped    up.    And  because  the  disease  is  so  widespread 

when  Anderson  brought  Jimmy  to  (one  in  three  Americans  are  cxpect- 

Boston's    Massachusetts    General  ed  to  contract  some  type  of  it  in 

Hospital    for   treatment,   she   was  their  lifetime)  but  also  because  it  is 

amazed  to  see  a  number  of  familiar  infinitely  complicated.  It  comes  in 

Woburn  faces  in  the  waiting  room,  dozens  of  different  forms,  and  each 

Could  there  be  something  in  Woburn  cancer    can    have    many    causes— 

that's  giving  leukemia  to  our  chil-  some  inborn,  others  environmen- 

dren?  she  wondered.  tal.  There  arc  also  dozens  of  ways  to 

By  October  1979,  Anderson  and  treat  the  disease.  To  battle  such  a 

her    pastor,    the    Rev.    Bruce    A.  beast,    researchers    need    an   exact 

Young,  had  tracked  down  12  leu-  statistical  profile, 

kemia    cases    in    Woburn — double  But  many  parts  of  the  United 

the  normal  incidence.  That  same  States  lack  such  information.  .Ten 

year,  state  environmental  engineer  states    have    no    cancer    registries. 

Richard  Chalpin  suspected  that  toxic  Most  of  the  others  do  not  record  all 

chemicals  illegally  clumped  in  Wo-  cases   within    their   borders.   And 

burn  had  made  their  way  into  the  more  than  a  third  fail  to  record  how 

water  supply.  He  checked  two  mu-  patients  are  treated  or  whether  they 

nicipal  wells  and  discovered  dan-  nave  been  cured. 

7° 
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Back  in  the  1930s  and  1940s, 
many  states  passed  laws  requiring 
health  officials  to  keep  track  of 
cancer.  I3ut  in  almost  every  case, 
these  laws  went  unfunded.  (The 
notable  exception  was  Connecticut, 
which  has  operated  a  model  regis- 
try since  1935.) 

Then,  in  the  early  1970s,  the 
National  Cancer  Institute  began 
keeping  accurate  records  for  cancer 
patients  in  five  states  (Hawaii, 
Utah,  New  Mexico,  Iowa  and  Con- 
necticut) and  four  metropolitan  ar- 
eas (Detroit,  Atlanta,  San  Francisco 
and  Seattle).  These  SEER  (Surveil- 
lance, Epidemiology  and  End  Re- 
sults) registries  cover  roughly  ten 
percent  of  the  nation's  population. 
They  arc  useful  for  making  broad 
estimates  of  cancer  rates.  But  be- 
cause the  registries  ignore  90  per- 
cent of  the  population,  they  miss 
smaller  trends  such  as  the  leukemia 
outbreak  in  Woburn. 

Three  years  ago,  the  American 
College  of  Surgeons,  with  the  help 
of  the  American  Cancer  Society, 
started  a  second  national  registry, 
the  National  Cancer  Data  Base,  to 
track  how  well  different  treatments 
work.  The  data  base  covers  only  30 
percent  of  all  cancer  patients  and 
misses  victims  cared  for  outside 
hospitals  or  in  hospitals  without 
registries. 

Gilbert  H.  Friedell,  director  of 
Kentucky's  state  registry,  uncov- 
ered exactly  the  kind  of  problem 
that  neither  SEER  nor  the  National 
Cancer  Data  Base  would  have 
picked  up.  While  reviewing  state 


Cancer  Data   Base   kept  track  of 
more  cancer  patients,  tlicy  arc  not 


AMERICA  NEEDS  MOST 

statistics,  he  noticed  that  women  in 
Kentucky's  poverty-stricken  Appa- 
lachian areas  were  dying  of  cervical 
cancer  at  twice  the  national  rate. 
Friedell  found  that'  many  women 
there  were  unaware  of  the  impor- 
tance of  regular  pap  smears,  which 
can  detect  cervical  cancer  when  it  is 
still  curable.  Kentucky  officials  have 
established  a  community  outreach 
program  to  correct  the  problem. 
Even  if  SEER  and  the  National 
Base  kept  tra 
atients,  tlicy  a 
geared  to  spot  local  trends.  By  con- 
trast, a  good  state  registry  can  iden- 
tify dozens  of  cancer  clusters  every 
year.  Even  when  a  cluster  cannot  be 
linked  to  some  special  circum- 
stance, it  is  important  that  the  pub- 
lic understand  the  situation. 

Consider  the  1990  scare  in  Tay- 
lorvillc,  111.,  where  neuroblastoma, 
a  rare  cancer  of  the  nervous  system, 
had  stricken  three  infants.  Such  a 
rate  was  several  times  the  expected 
incidence,  and  parents  suspected 
the  children  had  been  harmed  be- 
fore birth  by  contaminants  their 
mothers  inhaled  from  a  toxic-waste 
site.  After  extensive  interviews, 
however,  the  Illinois  State  Cancer 
Registry  determined  none  of  the 
mothers  had  been  at  the  site,  and 
careful  monitoring  showed  that  no 
contaminants  had  made  their  way 
to  the  outside  air.  The  town  of 
Taylorvillc  heaved  a  sigh  of  relief. 

As  important  as  the  need  for  good 
registries  is  the  need  for  uniform 
statistics.  Unless  data  from  all  50 

7' 
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states  can  be  tallied,  we  cannot  get      makers  have  always  assumed  that 


detailed  pictures  of  rare  cancers. 

Consider  osteogenic  sarcoma,  or 
bone  cancer.  Even  at  major  facili- 
ties like  New  York  City's  Memorial 
Sioan-Kcttcring  Cancer  Center,  we 


money  is  best  spent  on  research  and 
patient  care.  Record-keeping  pays 
off  only  well  into  the  future,  after 
data  have  been  collected  long  enough 
to  reveal  trends.  Thus  we  tend  to 


cannot  collect  enough  data  to  detect  gamble  it  won't  be  necessary, 
broad  trends  in  the  disease.  But  in  Treating  an  advanced  case  of 
Sweden,  which  operates  an  excel-  breast  cancer,  for  example,  may 
lent  cancer  data  base,  orthopedists  cost  $60,000  more  than  treating  a 
recently  discovered  that  the  mean  case  detected  early.  Good  registries 
age  of  people  afflicted  with  bone  could  save  these  costs  by  pinpoint- 
cancer — generally  considered  a  dis-  ing  areas  where  women   arc   not 


case  of  growing  bones — has  gradu 
ally  been  increasing.  Perhaps,  then, 
we  should  be  watching  for  a  second 
variety  of  osteogenic  sarcoma, 
caused  by  different  genetic  mecha- 
nisms thanin  the  younger  person's 
form  of  the  disease.  If  we  could 
track  the  cancer's  path  through  the 
entire  U.S.  population,  who  knows 
what  we  might  learn? 

It  would  also  be  useful  to  track 
the  rare  side  effects  people  experi- 


gctting  mammograms  or  perform- 
ing- self-examinations. 

Although  not  as  glamorous,  can- 
cer tabulation  can  be  more  impor- 
tant in  the  fight  against  cancer  than 
performing  an  intricate  operation 
or  an  elegant  experiment.  A  net- 
work of  cancer  registries  can  be  our 
most  potent  new  weapon  against 
the  disease. 

The  Cancer  Registries  Amend- 
ment Act  of  1992  could  solve  this 


ence  from  cancer  therapies.  Some      problem  by  enabling  each  state  to 

.  •  I  .1  •  I  •  •.  -•  I  • 


reactions,  such  as  the  minor  brain 
damage  that  can  develop  in  leukemia 
patients  who  have  received  whole- 
Drain  radiation,  occur  many  years 
after  a  patient  is  treated.  So  unless 
all  cancer  victims  arc  followed  for 
their  entire  lives,  we  cannot  study 
these  debilitating  side  effects  and 
develop  alternative  therapies. 


have  a  registry  operating  under  uni- 
form standards.  Cost  to  federal  tax- 
payers would  run  about  $30  million. 
The  Cancer  Registries  Act— and 
funding  to  support  it— is  needed 
now.  Please  write  your  Senators 
and  your  Representative  to  urge 
creation  of  uniform  registries. 


People  do  not  naturally  rally 
round  a  cause  like  cancer  rccord- 
Why  does  the  United  States  lag  keeping  because  no  one  can  point  to 
behind  many  other  Western  na-  victims  who  will  suffer  without  it. 
tions  in  gathering  cancer  data  that  Rather,  it  is  our  larger  undcrstand- 
could  save  thousands  of  lives  and  ing  of  cancer  that  suffers.  And  thus, 
billions  of  dollars?  Perhaps  policy      we  are  all  victims. 

Reprints  of  this  article  are  available.  See  page  234. 
71 
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Thursday,  May  5,  1994. 

witnesses 

hon.  corrine  brown,  a  representative  in  congress  from  the 
state  of  florida 

OSWALD  P.  BRONSON,  PRESIDENT,  BETHUNE-COOKMAN  COLLEGE 

Mr.  Smith.  Corrine  Brown. 

Ms.  BROWN  of  Florida.  Mr.  Chairman,  Congresswoman  Meek  is 
joining  me. 

(rood  morning,  Mr.  Chairman,  and  Members  of  the  committee.  I 
am  Congresswoman  Corrine  Brown  from  the  Third  Congressional 
District  of  Florida,  and  I  want  to  thank  you  for  the  opportunity  to 
testify  today  on  behalf  of  the  Mary  McLeod  Bethune  Memorial  Fine 
Arts/Hospitality  Training  Center  on  the  campus  of  Bethune 
Cookman  College  in  Daytona  Beach,  Florida,  a  part  of  my  district. 

I  am  honored  to  be  joined  today  by,  hopefully  very  soon,  Con- 
gresswoman Meek  and  by  the  President  of  the  college,  Dr.  Oswald 
P.  Bronson.  I  ask  that  my  complete  statement  be  included  in  the 
record. 

Mr.  Smith.  We  will  put  the  complete  statement  in  the  record. 

Ms.  Brown  of  Florida.  In  1992,  Congress  authorized  and  the 
President  signed  into  law  Public  Law  102-43  for  the  construction 
and  maintenance  of  Phase  II  of  the  Mary  McLeod  Bethune  Memo- 
rial Fine  Arts/Hospitality  Management  Training  Center.  This  legis- 
lation was  enacted  because  of  the  worthiness  of  this  project  and  the 
importance  of  completing  work  begun  in  1986  with  an  appropria- 
tion in  the  Higher  Education  Act.  Phase  I  consisted  of  the  purchase 
of  prime  land  and  the  construction  of  one  of  the  intended  build- 
ings— classrooms. 

Unfortunately,  Phase  II  remains  incomplete  because  we  did  not 
appropriate  the  funds  authorized  in  1992  to  complete  the  project. 
I  am  here  today  to  tell  you  why  it  is  so  important  to  complete  this 
project  by  appropriating  the  $15.7  million  authorized  in  1992. 

Phase  II  will  build  on  the  initial  Federal  investment  by  complet- 
ing a  much-needed  facility  which  will  provide  real  job  training  for 
minority  students.  Phase  II  consists  of  a  complex  which  will  pro- 
vide hands-on  hospitality  management  training  for  careers  in  the 
hotel,  restaurant,  tourism,  business  travel,  conference  and  conven- 
tion industry.  This  is  more  important  than  you  may  realize  since 
tourism,  hospitality  and  entertainment  are  the  top  industries  in 
Florida  and  some  of  the  country's  fastest  growing  industries. 

The  Fine  Arts/Hospitality  Management  Training  Center  will  be 
ideally  located  in  north  central  Florida  within  150  miles  of  Walt 
Disney  World,  Sea  World,  EPCOT,  Busch  Gardens,  St.  Augustine, 
Orlando  and  the  NASA  Space  Center.  These  areas  are  principal  va- 
cation and  business  destinations  for  global  travelers,  and  a  center 
of  training  and  employment  for  the  tourism  industry. 

We  need  a  major  training  facility  in  the  southeast,  one  that  is 
suited  to  train  minorities.  Unfortunately,  for  as  long  as  tourism  has 
been  a  major  employment  in  Florida,  minorities  have  not  reaped 
their  share  of  benefits  from  this  industry.  Minority  students  have 
not  had  fair  access  to  meaningful  opportunities  to  train  for  man- 
agement positions  in  the  hospitality  industry.  Historically,  minori- 
ties have  frequently  been  limited  to  menial  positions  as  waiters, 
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dishwashers  and  maids  because  there  is  no  hands-on  professional 
or  management  training  facility. 

Dr.  Bronson,  do  you  want  to  take  over  here? 

Mr.  Bronson.  Thank  you. 

In  the  first  place,  this  project  memorializes  one  of  America's 
greatest  educators  and  champions  of  harmony,  and  Mary  McLeod 
Bethune's  contributions  and  rise  to  national  prominence  are  her- 
alded in  numerous  publications  too  lengthy  for  these  remarks.  Her 
accomplishments,  however,  include  but  are  not  limited  to  her  cre- 
ative work  as  a  founder  of  Bethune  College.  With  a  dollar  and  a 
half,  five  little  girls  and  faith  in  God,  Mary  McLeod  Bethune  real- 
ized her  dream  of  creating  a  school  which  would  educate  the  Negro 
children  of  railroad  laborers,  some  of  the  earliest  employees  of  Flor- 
ida's tourism  and  travel  industry.  Even  when  the  Klan  came  to  run 
her  away,  she  had  her  students  sing  to  them,  and  for  the  first  time 
the  Klan  would  not  do  what  they  came  to  do. 

She  was  a  founder  and  participant  in  the  establishment  of  the 
U.N.,  she  was  an  advisor  to  four  United  States  Presidents,  and  she 
was  honored  as  one  of  the  50  most  influential  women  in  1935. 

This  Center,  Mr.  Chairman,  is  designed  to  serve  as  a  center  for 
national  and  regional  conferences  to  bring  together  people  of  all 
races,  religions  and  ethnic  backgrounds  for  an  exchange  of  ideas 
and  cultures  to  develop  strategies  and  policies  which  impact  on  na- 
tional issues  in  American  society.  By  funding  this  Center,  the  Con- 
gress will  send  a  message  and  declare  that  honoring  the  legacy  of 
one  of  our  Nation's  most  outstanding  African-Americans  is  an  im- 
portant and  worthy  national  priority. 

The  Center  will  provide  not  only  an  educational  facility  for  our 
students  but  also  a  center  that  would  be  designed  for  reconciliation 
among  all  of  God's  people. 

Thank  you. 

Mr.  Smith.  Are  you  going  to  train 

Ms.  Brown  of  Florida.  Yes,  sir.  Train  at  the  center,  yes. 

Mr.  Smith.  It  is  a  training  center? 

Mr.  Bronson.  It  is  a  training  center,  number  one.  It  is  an  edu- 
cational center.  It  is  a  fine  arts  center.  But  it  is  also  a  center  de- 
signed where  parts  of  the  training  would  be  to  engage  in  dialogue. 

Mr.  Smith.  Are  you  training  students  now? 

Mr.  Bronson.  Bethune  is  a  four-year  college,  fully  accredited, 
and  has  gone  from  five  students  to  nearly  2,400. 

Ms.  Brown  of  Florida.  We  are  training  students  now,  to  answer 
your  question.  We  just  don't  have  the  facilities  available. 

Mr.  Smith.  What  percentage  of  them  are  getting  gainful  employ- 
ment? 

Mr.  Bronson.  I  would  say  anywhere  from  95  to  98  percent  are 
employed. 

Mr.  Smith.  I  am  a  little  puzzled 

Ms.  Brown  of  Florida.  The  Center  is  now  being  run  out  of  a  mo- 
bile home. 

Mr.  Smith.  I  am  a  little  puzzled  because  last  year  the  adminis- 
tration had  a  request  in,  and  this  year  they  didn't  request  money, 
and  that  puzzles  me  a  little  bit.  We  will  find  out  about  that, 
though. 
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But  the  other  thing  about  it  is,  ordinarily  on  a  construction 
project  you  have  some  planning  and  so  forth  prior  to  construction. 
Has  any  of  this  planning  been  done? 

Mr.  Bronson.  Yes,  and  we  can  make  it  available  to  you. 

Mr.  Smith.  Make  available  to  the  committee  where  you  are  in 
this  process. 

Ms.  Brown  of  Florida.  Phase  I  was  completed,  so  we  are  talking 
about  Phase  II.  All  the  planning  has  been  done  and  they  are  ready 
to  go  to  construction. 

I  want  to  thank  you  very  much  for  the  opportunity  to  present  the 
project  before  the  committee,  and  I  am  looking  forward  to  working 
with  the  committee  and  making  sure  that  this  project  is  funded, 
hopefully. 

Mr.  Smith.  Thank  you  very  much. 

[The  prepared  statements  follow:] 
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Testimony  of 

Congresswoman  Conine  Brown 

Before  the 

Subcommittee  on  Labor-Health  &  Human  Services-Education 

In  Support  of  the 
Mary  McLeod  Bethune  Memorial  Fine  Arts/Hospitality  Training  Center 

May  5,  1994 


Mr.  Chairman,  and  Committee  Members,  I  am  Congresswoman  Corrine 
Brown  from  the  Third  Congressional  District  of  Florida  and  I  want  to  thank  you 
for  the  opportunity  to  testify  today  on  behalf  of  the  Mary  McLeod  Bethune  Fine 
Arts  and  Hospitality  Management  Training  Center  on  the  campus  of  Bethune 
Cookman  College,  a  Historically  Black  College  in  Daytona  Beach,  Florida,  a  part 
of  my  District.  I  would  also  like  to  introduce  Dr.  Oswald  P.  Bronson,  president 
of  the  College  who  has  joined  me  today. 

I  ask  that  my  complete  statement  be  included  for  the  record. 

In  1992  Congress  authorized,  and  the  President  signed  into  law,  Public  Law 
102-243,  for  the  construction  and  maintenance  of  Phase  II  of  the  Mary  McLeod 
Bethune  Memorial  Fine  Arts/Hospitality  Management  Training  Center.  This 
legislation  was  enacted  because  of  the  worthiness  of  this  project  and  the 
importance  of  completing  work  begun  in  1986  with  an  appropriation  in  the  Higher 
Education  Act.  Phase  I  consisted  of  the  purchase  of  prime  land  and  the 
construction  of  one  of  the  intended  buildings  —  classrooms. 

Unfortunately,  Phase  II  remains  incomplete  because  we  have  not 
appropriated  the  funds  authorized  in  1992  to  complete  this  important  project.  I 
am  here  today  to  tell  you  about  why  it  is  so  important  to  complete  this  project  by 
appropriating  the  funds  ($15.7  million)  authorized  in  1992. 

Phase  II  will  build  on  the  initial  federal  investment  by  completing  a  much 
needed  facility  which  will  provide  real  job  training  for  minority  students.  Phase 
II  consists  of  a  complex  which  will  provide  hands-on  hospitality  management 
training  for  careers  in  the  hotel,  restaurant,  tourism,  business  travel,  conference 
and  convention  industries.  This  is  more  important  than  you  may  realize  since 
tourism,  hospitality  and  entertainment  are  the  top  industries  in  Florida  and  some 
of  the  country's  fastest  growing  industries.  The  Fine  Arts/Hospitality 
Management  Training  Center  will  be  ideally  located  in  north  central  Florida, 
within  150  miles  of  Walt  Disney  World,  Sea  World,  EPCOT,  Bush  Gardens,  St. 
Augustine,  Orlando,  and  the  NASA  Space  Center.  These  areas  are  principle 
vacation  and  business  destinations  for  global  travelers,  and  a  center  of  training  and 
employment  for  the  world's  tourism  industry. 
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We  need  a  major  training  facility  in  the  Southeast,  one  that  is  specially 
suited  to  train  minorities.  Unfortunately,  for  as  long  as  tourism  has  been  a  major 
employer  in  Florida,  minorities  have  not  reaped  their  share  of  benefits  from  this 
industry.  Minority  students  have  not  had  fair  access  to  meaningful  opportunities 
to  train  for  management  positions  in  the  hospitality  industry.  Historically, 
minorities  have  frequently  been  limited  to  menial  positions  as  waiters,  dishwashers 
and  maids  because  there  was  no  hands-on  professional  or  management  training 
facility  available  to  them. 

The  Center  will  not  only  benefit  Florida,  but  also  the  entire  Southeastern 
United  States  since  there  are  no  other  similar  hospitality  training  centers.  The 
College's  Hospitality  Management  Training  Program  is  the  only  Black  College 
program  of  its  kind  in  the  United  States  to  be  accredited  by  the  Commission  for 
Programs  in  Hospitality  Administration  of  the  Council  on  Hotel,  Restaurant  and 
Institutional  Education.  Unfortunately,  instead  of  growing  to  fill  national  human 
resource  needs  in  the  world-wide  hospitality  industry,  this  special  program  is 
presently  being  run  out  of  a  mobile  home  on  the  College's  campus.  The  need  for 
completion  of  this  project  is  without  question. 

Let  me  close  today  by  saying  a  few  words  about  the  remarkable  woman  this 
project  is  named  for  and  in  whose  memory  its  work  is  dedicated.  Mary  McLeod 
Bethune  founded  the  school  in  1904  by  renting  a  small  two-story  building  to  serve 
the  needs  of  the  Negro  community  in  Florida.  With  five  female  students,  $1.50 
in  cash,  and  her  faith  in  God,  Mary  McLeod  Bethune  realized  her  dream  of 
creating  a  school  which  would  educate  the  Negro  children  of  railroad  laborers, 
some  of  the  earliest  employees  of  Florida's  tourism  and  travel  industry.  The 
school  has  grown  over  the  years  to  2,400  students.  Bethune  Cookman  College 
is  the  dream  of  a  woman  born  the  15th  child  of  former  slaves  who  grew  to  advise 
American  Presidents.  Since  the  legislative  intent  of  the  Center  is  to  recognize  the 
many  contributions  of  Dr.  Mary  McLeod  Bethune,  failure  of  Congress  to 
complete  this  project  now  would  send  a  disheartening  message  that  fulfilling  the 
legacy  of  one  of  die  nation's  most  outstanding  African- Americans  is  not  a  national 
priority.  The  Mary  McLeod  Bethune  Memorial  Fine  Arts  Center  and  Hospitality 
Management  Training  Center  will  not  be  just  a  complex  of  classrooms  and 
training  facilities  —  it  will  be  a  tribute  to  one  of  America's  foremost  champions 
of  civil  rights  and  public  education  for  African- Americans. 

I  urge  the  Committee  to  appropriate  the  authorized  funds  to  complete  this 
project  and  I  thank  the  Chairman  for  allowing  me  to  testify  today. 
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REMARKS  OF 

DR.  OSWALD  BRONSON.  SR. 

PRESIDENT.  BETHUNE-COOKMAN  COLLEGE 

BEFORE  THE  HOUSE  LABOR /HHS  APPROPRIATIONS  SUBCOMMITTEE 


The  United  States  Congress,  in  the  102d  Session,  authorized  $15.7  million 
to  fund  the  Mary  McLeod  Bethune  Fine  Arts  Center.    President  Clinton 
included  this  project  in  his  1994  budget  request,  but  the  appropriation  has 
been  delayed. 

This  project  memorializes  one  of  America's  greatest  educators  and 
champions  of  racial  harmony  and  reconciliation.    The  daughter  of  slave 
parents.  Dr.  Bethune's  contributions  and  rise  to  national  prominence  are 
heralded  in  numerous  publications  too  lengthy  for  these  remarks.    Her 
accomplishment,  however,  include  and  are  not  nearly  limited  to  her  creative 
work  as  founder  of  Bethune-Cookman  College  ,  a  fully-accredited,  four-year 
institution  located  in  Daytona  Beach,  Florida.    She  is  also  the  founder  of  the 
National  Council  of  Negro  Women,  Inc.  which  has  approximately  five  million 
members,  a  participant  in  the  establishment  of  the  United  Nations,  an 
advisor  to  four  US  presidents,  and  was  honored  as  one  of  the  fifty  most 
influential  women  in  America  in  1935. 

The  Mary  McLeod  Bethune  Fine  Arts  Center,  as  designed,  will  provide 
classrooms,  studios  and  an  auditorium  for  fine  arts,  business  and  hospitality 
management  majors.    In  addition,  the  Center  will  contain  offices  and 
computer  science  laboratories  for  the  arts,  humanities  and 
telecommunications  disciplines.    The  facility  will  also  serve  as  a  center  for 
national  and  regional  conferences  to  bring  together  people  of  all  races, 
religions  and  ethnic  backgrounds  for  an  exchange  of  ideas  and  cultures  to 
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develop  strategies  and  policies  of  impact  on  national  issues  and  American 
society. 

The  value  of  the  Fine  Arts  Center  will  go  far  beyond  its  role  as  a  memorial  to 
the  accomplishments  of  Mary  McLeod  Bethune.    The  Center  will  serve  to 
continue  her  message  and  example  of  leadership  by  providing  a  first-rate 
educational  facility  to  further  the  dreams  of  today's  generation  of  African- 
American  youth  and  students  of  all  races  enrolled  at  Bethune-Cookman 
College.    Like  Mary  McLeod  Bethune's  work,  the  benefits  of  the  Center  will 
inure  to  the  student  body,  the  local  area  and  society  as  a  whole. 

By  funding  the  Center,  the  US  Congress  will  send  a  message  and  declare 
that  honoring  the  legacy  of  one  of  our  nation's  most  outstanding  African- 
Americans  is  an  important  and  worthy  national  priority.    The  Bethune- 
Cookman  family  and  all  supporters  of  the  Center  pray  that  this  project  will 
be  fully  funded  in  the  amount  authorized  so  that  the  project  can,  at  long  last, 
be  completed. 

We  hope  that  we  have  this  committee's  support  in  that  effort.    Thank  you  for 
your  attention  to  this  matter.    I  will  be  happy  to  answer  any  questions  the 
committee  might  have. 
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The  Project 

The  Mary  McLeod  Bethune 

Fine  Arts  Center 

& 

Hospitality  Management 

Training  Facility 


Daytona  Beach,  Florida 
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Phase  One 


■  $6.2  million  appropriated  in  the  Higher  Education  Act  of  1986  for  land 
purchase  and  construction  of  Phase  One 

■  Three-story  building  completed  in  1989,  which  consists  of  classroom  and 
laboratory  facilities  for:  mass  communication  -  telecommunication  - 
journalism  -  broadcasting  -  modern  languages  and  two  fine  arts  galleries 

What  the  federal  investment  has  done: 

■  Enabled  Bethune-Cookman  College  to  increase  student  enrollment 
in  mass  communication  majors 

■  Provided  much  needed  classroom  space 

■  Provided  state-of-the-art  equipment  and  facilities 
to  keep  pace  with  technology  in  the  industry 

■  Increased  graduates  in  top  priority  employment  fields 


Phase  TWO  (not  yet  completed) 


■HM1 


The  project  included  a  facility  which  would  provide  for  hands-on  hospitality 
management  training  and  a  community  auditorium 

$15.7  million  was  authorized  by  the  102nd  Congress  to  construct  Phase  Two 

Appropriation  has  not  yet  been  made 


The  Next  Steps: 

■  Need  the  appropriation  of  $15.7  million  authorized  by  PL.  102-243 

in  FY  95 

■  Construction  of  the  Hospitality  Management  Training  Facility  and 
construction  of  the  3000-seat  community  auditorium 
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Phase  TWO  (continued. 


»*.  ■ 


Phase  Two  consists  of  a  complex  which  provides: 

■  Hands-on  management  training  in  hotel,  restaurant,  tourism  and  travel  in 
the  hospitality  industry 

■  Training  in  the  business  travel  industry  including  conference  center  training 

■  A  Telecommunications  Center 

■  Facilities  for  Journalism/Radio/Television  (Mass  Communication) 

■  A  Computer  Center  relative  to  the  hospitality/business  industry 

What  it  will  provide: 

■  A  major  training  facility  in  the  southeast  for  the  country's  fastest  growing 
industry  -  hospitality  management 

The  Center's  Florida  location  is  key  to  fostering  global  business  ami 
educational  relationships  for  the  College. 

■  A  training  ground  for  a  skilled  workforce  to  meet  the  hospitality  and  high- 
tech  employment  demands  of  a  growing  international  business  community, 
and  new  business  opportunities  (in  light  of  the  NAFTA  agreement.  Summit 
of  the  America's  in  Florida) 

■  An  entre  to  managerial  positions  for  minorities  who  have  historically  had 
access  only  to  entry-level  positions  in  the  hospitality  industry 

■  A  facility  (site)  in  the  community  for  meetings,  conferences,  and 
performances 

If  we  fail  to  act: 

■  Bethune-Cookman  College  will  lose  a  $500,000  matching  grant  from  the 
Lily  Foundation  if  a  hands-on  training  facility  for  Hospitality  Management 
Training  in  not  constructed 

■  Since  the  legislative  intent  of  the  origin  of  the  Center  is  to  recognize  the 
contributions  of  Dr.  Mary  McLeod  Bethune,  failure  to  complete  this  project 
now  would  send  a  disheartening  message  that  fulfilling  the  legacy  of  one  of 
the  nation's  most  outstanding  African-Americans  is  not  a  national  priority 
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6ne  Hundred  Second  ConjgrcsB  of  the  Baited  States  of  America 

AT  THE  SECOND  SESSION 

llcgun  mid  held  at  the  Cily  of  Watttutgton  on  Friday,  the  third  day  of  January, 
one  tltoutand  nine  hundred  and  ninety~tu>o 


an  act 

To  auUmritc  finnncinl  auinUincc  Tor  tlio  contLruclion  and  mniiitc nance  of  Uio  Mary 
McLcod  OcUiune  Memorial  Fine  ArU  Center. 

He  it  enacted  by  the  Senate  and  House  of  Representatives  of 
tlic  United  States  of  America  in  Congress  assembled, 

SECTION  1.  MAIIY  MCLEOD  UETI1UNE  MEMOKIAL  FINE  AltTS  CENTER. 

In  recognition  of  Uic  remarkable  enrcer  of  Mary  McLcod 
BcUuinc,  founder  and  president  of  Uclhunc-Cookman  College, 
((Hinder  and  first  president  of  the  National  Council  of  Negro  Women, 
and  confidant  and  advisor  lo  Presidents  of  the  United  Slates,  and 
in  order  to  enhance  Uic  ability  of  Uclhunc-Cookmnn  College  to 
enrry  on  tlic  unique  quality  of  service  to  the  community  and  to 
the  Nation  that  characterizes  tlic  life  of  Mary  McLcod  Dctliunc, 
the  Secretary  of  Education  shall,  in  accordance  with  Uic  provisions 
of  this  section,  provide  financial  assistance  to  Uic  Uclhuno-Cookman 
College  in  Volusia  County,  Florida,  lo  enable  the  Bcthunc-Cookman 
College  lo  establish  the  Mary  McLcod  Uclhunc  Memorial  fine 
Arts  Center. 

SEC.  X  AJ'PUCATI  ON. 

No  financial  assistance  may  bo  mode  under  this  Act  except 
upon  on  application  at  such  lime,  in  such  manner,  and  containing 
or  accompanied  by  such  information  as  Iho  Secretary  of  Education 
may  reasonably  require 

SEC  X  USK  OF  FUNDS. 

The  financial  assistance  made  available  pursuant  lo  Uiis  Act 
shall  bo  used  for  the  construction,  maintenance,  and  endowment 
of  the  Mary  McLcod  DeUiunc  Memorial  Fine  Arts  Center;  Uic 
acquisition  of  necessary  equipment;  and  Uic  acquisition  of  necessary 
real  properly  for  Uic  establishment  of  Uie  Center. 


S.  3007— 2 

SEC  4.  AUTl  10 IUZAT1  ON  OF  APIMlOPftlATlONS. 

There  are  authorized  to  bo  appropriated  such  sums,  not  lo 
exceed  $16,700,000,  aj  may  be  necessary  to  carry  out  the  provisions 
of  Uiis  Act  Funds  appropriated  pursuant  to  Uus  Act  shall  remain 
available  unUl  expended. 


APPROVED 

OCT  1  6  892 


Speakerff-tiu  Ilotut  of Representatives. 

President  of  the  Senate/^  T~ 


•JM*. 
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Enter  to  Learn,  Depart  to  Serve 


With  five  female  students,  SI. 50  in  cash  and  her 
faith  in  God.  Mary  McLeod  Bethune  set  about  realiz- 
ing her  dream  of  creating  a  school  which  would  edu- 
cate the  children  of  black  railroad  laborers.  Since  its 
founding  in  1904.  Bethune-Cookman  College,  built 
on  a  strong  foundation  of  Christian  ethics  and  teach- 
ings, has  become  an  internationally  known  and 
respected  institution  of  higher  education. 

The  dream  of  a  woman  born  the  1 5th  child  to  freed 
slaves  has  grown  from  a  small  wooden  building  near 
the  railroad  tracks  in  Daytona  Beach.  Florida  to  a 
complex  of  41  buildings  spanning  over  52  acres  of 
land  in  the  heart  of  one  of  America's  premier  coastal 
cities.  Although  Mary  McLeod  Bethune  died  in  1955. 
her  dream  lives  on  at  Bethune-Cookman  College  and 
throughout  the  world. 

Today  Bethune-Cookman  College  is  a  well-respected 
liberal  arts  institution  with  an  enrollment  of  nearly 
2.300.  It  is  among  this  nation's  leading  historically 
black  institutions  of  higher  education,  which  have 
an  important  role  in  preparing  young  men  and 
women  in  a  moral  and  ethical  environment  to 
become  future  leaders  and  tax-paying  citizens  in 
tomorrow's  world.  A  United  Methodist  Church-relat- 
ed college.  Bethune-Cookman  offers  the  baccalaure- 
ate degrees  in  35  major  areas  through  5  academic 
divisions. 
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The  Mary  McLeod  Bethune  Memorial  Fine  Arts  Center  and 
Hospitality  Management  Training  Facility  -  Phase  One 


The  vision  of  a  national  pioneering  educator,  civil 
rights  leader,  and  advisor  to  five  United  States 
Presidents  comes  alive  in  the  Mary  McLeod 
Bethune  Memorial  Fine  Arts  Center  and  Hospital- 
ity Training  Facility. 

Authorized  in  the  Higher  Education  Act  of  1986 
$6.2  million  was  appropriated  for  Bethune-Cook- 
man  College  to  purchase  land  and  construct 
Phase  One.  Completed  in  1989  at  a  total  cost  of 
over  $6  million,  this  modern,  three-story  facility 
consists  of  classrooms  and  laboratory  facilities 
which  advance  training  and  instruction  in  mass 
communication,  journalism  and  broadcasting, 
telecommunications  and  modern  languages.  In 
addition,  two  exemplary  fine  arts  galleries  con- 
tain notable  collections  of  African  artifacts  and 
treasured  art. 

The  addition  of  Phase  One  has  enabled  the  Col- 
lege to  increase  its  student  enrollment  in  the 
Mass  Communication  majors,  while  keeping  pace 
with  advances  in  industry  and  technology  so 
graduates  can  compete  in  the  nation's  workplace. 


•■ 
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The  Mary  McLeod  Bethune  Fine  Arts  Center  and  Hospitality 
Management  Training  Facility  -  Phase  Two 


Bethune-Cookman  College  is  ideally  located  in  central  Florida,  to  be  more  precise 
Daytona  Beach,  within  1 50  miles  of  Walt  Disney  World,  Sea  World.  EPCOT.  Splendid 
China.  Busch  Gardens.  St.  Augustine,  the  City  of  Orlando,  and  the  NASA  Space  Cen- 
ter —  principal  vacation  and  business  destinations  for  global  travelers,  as  well  as 
training  and  employment  centers  for  the  world's  fastest  growing  industry  -  tourism. 

Traditionally  the  hospitality  industry  has  been  a  limited  field  for  meaningful  job 
opportunities  in  management  for  minorities.  Phase  Two  of  the  Mary  McLeod 
Bethune  Memorial  Fine  Arts  Center  and  Hospitality  Training  Facility  will  enable  the 
College  to  expand  its  hospitality  program  to  train  increasing  numbers  of  -  -  previ- 
ously unrecruited  -  -  students  to  meet  managerial  career  demands. 

More  than  a  fine  arts  center.  Phase  Two  will  contain  contemporary  classrooms  and 
conference  facilities  where  students  will  receive  hands-on  hotel,  motel,  restaurant, 
and  club  management  training.  The  only  black  college  program  of  its  kind  in  the 
United  States  to  be  accredited  by  the  Commission  for  Programs  in  Hospitality 


Administration  of  the  Council  on  Hotel.  Restaurant  and  Institutional 
Education,  B-CC's  Hospitality  Management  program  will  grow  in  its 
new  facility  to  further  national  recognition  as  a  quality  human 
resource  development  center  for  the  world-wide  industry  of  hospitality 

A  Meeting  Place  for  the  Nation 


During  the  segregated  days  of  the  South.  Bethune-Cookman  College  provided  a  place 
for  interracial  gatherings  which  promoted  harmony  and  improved  the  quality  of  com- 
munity life.  Recognizing  the  College's  historical  and  present  day  leadership,  the 
I02nd  Congress  of  the  United  States  of  America  authorized  $15.7  million  to  provide 
financial  assistance  for  the  construction  and  maintenance  of  the  Mary  McLeod 
Bethune  Memorial  Fine  Arts  Center  and  Hospitality  Management  Training  Facility. 

A  focal  point  of  Phase  Two  of  the  Mary  McLeod  Bethune  Memorial  Fine  Arts  Center 
and  Hospitality  Management  Training  Facility  will  be  a  3,000  seat  auditorium. 
Designed  to  be  a  center  for  national  and  regional  conferences,  as  well  as  for  the  per- 
formance of  the  fine  arts,  the  complex  will  bring  together  people  of  all  races,  religions 
and  ethnic  backgrounds  in  an  exchange  of  ideas  and  cultures  as  they  develop  strate- 
gies and  policies  related  to  national  issues  which  impact  the  quality  of  life. 
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Mary  McLeod  Bethune 
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•  A  determination  to  read  was  the  motivating  force  behind 
Mary  )ane  McLeod's  quest  for  education.  Born  in  1875  to 
former  slaves  living  in  Mayesville,  South  Carolina,  young 
Mary  received  her  early  education  near  her  home  at  a  white 
missionary  school,  where  she  learned  to  add,  subtract,  write 
and  read. 

1  At  the  age  of  1 9  she  traveled  to  Chicago  to  do  missionary 
work  and  study  at  the  Moody  Bible  Institute. 

•  In  her  early  twenties,  she  returned  to  the  South  to  teach 
rudimentary  education  and  Christian  values  and  ethics  to 
black  children. 

1  Aspiring  to  educate  the  children  of  black  railroad  laborers, 
and  fulfilling  a  dream  of  her  own,  she  opened  the  Daytona 
Normal  and  Industrial  School  for  Girls  in  Daytona  Beach, 
with  5  girls  aged  8  to  12  as  the  only  pupils:  the  year  was 
1904. 

Overcoming  obstacles  of  racism  and  segregation  she  raised 
enough  money  to  move  her  school  from  along  side  the  rail- 
road tracks  to  its  present  location;  then  it  was  one  building, 
today  there  are  4 1  buildings. 
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•  Philanthropists  shared  Mary  McLcod  Bethunes  "vision":  Thomas  E.  White,  of  White  Sewing 
Machine  Company,  gave  her  money  to  build  White  Hall;  James  Gamble,  of  Proctor  &  Gamble  Compa- 
ny, became  the  schools'  first  chairman  of  the  Board  of  Trustees;  and  John  D.  Rockefeller,  gave  her  a 
sizable  grant  from  the  General  Education  Board,  a  foundation  the  Rockefeller  family  established  in 
1902  to  support  black  education. 

•  In  1914  she  was  invited  by  United  States  Vice  President  Thomas  Marshall  to  Washington,  D.C.  to 
discuss  the  issue  of  segregation  in  the  Red  Cross.  As  a  result,  she  was  asked  to  tour  several  states 
to  promote  the  need  for  blacks  to  serve  in  the  Red  Cross. 

•  She  was  elected  as  president  of  the  National  Association  of  Colored  Women. 

•  Mary'  McLeod  Bethune  was  befriended  by  such  influential  leaders  as  Nancy  Astor,  the  first  woman 
to  be  in  British  Parliament,  and  Eleanor  Roosevelt,  to  whom  she  became  a  close  friend  and  advisor. 

•  She  founded  the  National  Council  for  Negro  Woman,  which  presently  has  a  membership  of  over  4 
million. 

•  In  1935  several  major  newspapers  named  her  one  of  the  50  most  influential  women  in  America, 
and  she  was  given  the  prestigious  NAACP  Spingarn  medal. 

•  She  was  appointed  by  President  Roosevelt's  administration  to  a  post  in  the  National  Youth  Adminis- 
tration, and  later  appointed  by  Roosevelt  as  Director  of  the  Office  of  Minority  Affairs,  a  newly  creat- 
ed department  within  the  National  Youth  Administration  programs. 

•  She  was  the  first  black  woman  to  serve  as  head  of  a  federal  agency. 

•  During  the  New  Deal  era  she  served  as  special  advisor  on  black  affairs,  forming  an  informal  adviso- 
ry board  to  the  President  known  as  "The  Black  Cabinet."  which  served  as  a  crucial  link  between 
Black  America  and  the  United  States  government. 

•  In  1940  Mary  McLeod  Bethune  became  vice  president  of  the  National  Association  for  the  Advance- 
ment of  Colored  People. 

•  In  1941  she  worked  diligently  supporting  her  country  by  urging  blacks  to  join  the  war  effort  despite 
overt  discrimination  and  segregation  in  the  armed  forces  and  defense  industry. 

•  She  was  instrumental  in  establishing  a  civil  training  program  at  Tuskeegee  Institute  which  graduat- 
ed black  aviators  who  fought  in  World  War  II. 

•  She  was  appointed  to  the  Board  of  Directors  of  the  Woman's  Voluntary  Services,  whose  activities 
ranged  from  selling  war  bonds  to  sponsoring  blood  donation  campaigns. 

•  Mary  McLeod  Bethune  was  Commissioned  a  General  in  the  Women's  Army  for  National  Defense, 
another  service  organization. 

•  In  1945  she  was  invited  as  a  representative  of  the  National  Council  for  Negro  Women  and  the 
National  Association  for  the  Advancement  of  Colored  People  to  be  a  delegate  to  the  50  Nations  Con- 
ference, the  embryo  of  the  United  Nations. 

•  In  1 95 1  President  Harry'  S.  Truman  appointed  her  as  a  member  of  the  Committee  of  Twelve  for 
National  Defense. 

•  One  year  before  her  death  in  1955,  the  Supreme  Court  ruled  in  the  case  of  Brown  vs  the  Board  of 
Education  of  Topeka  that  segregation  in  public  schools  was  unconstitutional. 

•  In  the  same  year  of  Mary  McLeod  Bethunes  death.  Rosa  Parks  refused  to  give  up  her  seat  at  the 
back  of  the  bus  in  Selma.  Alabama. 

•  In  1985  Mary  McLeod  Bethune  was  commemorated  in  the  United  States  Postal  Service  series 
of  "Black  Achievers." 

The  Mary  McLeod  Bethune  Memorial  Fine  Arts  Center  and  Hospitality  Management  Train- 
ing Center  will  not  be  just  a  complex  of  educational  classrooms,  training  facilities,  confer- 
ence rooms  and  an  auditorium,  it  will  he  a  tribute  to  one  of  America's  foremost  champions 
of  civil  rights  and  public  education  for  blacks. 
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An  Expert  Faculty 
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Small  classes  —  the  average  is  16  students  —  and  dedicated,  caring 
faculty  contribute  to  Bethune-Cookman's  unique  learning  environ- 
ment. B-CC  is  an  independent  college  of  liberal  arts  and  sciences, 
where  teaching  is  the  focus. 

From  corporate  executives  and  lifelong  educators  to  physicists  and 
practicing  accountants.  B-CC's  212  full-time  and  part-time  faculty 
possess  impressive  credentials  in  their  fields  and  insights  that  go 
beyond  textbooks. 

Since  the  1960s  the  College  has  maintained  two  national  accredita- 
tions: The  Commission  on  Colleges  of  the  Southern  Association  of 
Colleges  and  Schools  and  The  University  Senate  of  the  United 
Methodist  Church. 

It  has  also  earned  accreditations  from: 

•  Florida  State  Department  of  Education  for  Special  Programs 

•  American   Medical  Association  Committee  on  Allied   Health 
Education  and  Accreditation 

•  Florida  State  Board  of  Nursing  Approved 

•  National  Council  for  Accreditation  of  Teacher  Education 

•  Accreditation  Commission  for  Programs  in  Hospitality  Administra- 
tion (Council  on  Hotel.  Restaurant  and  Institutional  Education) 


FULL-TIME  TEACHING  FACULTY  BY  RACE 
FALL  1993 


A  Diverse  Student  Body 


BY  DEGREES 


male  doctohates 
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The  Mission  of  Bethune-Cookman  College  ...  to 

serve  in  the  Christian  tradition  the  educational,  social,  and 
cultural  needs  of  its  students  and  to  develop  in  them  the 
desire  and  capacity  for  continuous  intellectual  and  profes- 
sional growth,  leadership  and  service  to  others  and  the  coun- 
try as  well. 

Bethune-Cookman  enrolls  nearly 
2,300  students  who  come  from 
throughout  the  nation  and  around 
the  world.  A  growing  number  of 
international  students  are  making 
life  on  campus  an  increasingly 
diverse  and  enriching  experience. 
Students  chose  Bethune-Cookman 
for  a  variety  of  reasons,  including 
its  rich  heritage,  international  rep- 
utation and  wide  range  of  academic  programs. 

Bethune-Cookman  students  get  involved.  A  legacy  of  commu- 
nity service  fostered  by  Mary  McLeod  Bethune  lives  on  in 
today's  student  body.  Many  of  the  students  go  beyond  their 
academic  life  to  volunteer  numerous  hours  and  their  talents 
in  neighborhood  agencies  and  educational  centers,  making  a 
difference  in  the  lives  of  the  next  generation. 


■Black 

4% 
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The  Alumni,  an  Impressive  Cadre  of  over  10,000 


Bethune-Cookman  College  grad- 
uates can  be  found  around  the 
world,  pursuing  careers  in  the 
corporate  world,  education,  law. 
medicine,  nursing,  in  church 
and  Christian  ministries,  and 
state  and  federal  government. 

Many  graduates  have  pursued 
advanced  degrees  at  America's 
most  highly  selective  institu- 
tions. 

Loretta  B.  Christie,  Alaska;  Educator, 
Alaska  Public  School  System  and 
State  Representative  to  the  National 
Education  Association. 

Dr.  George  A.  lackson,  Iowa;  Assis- 
tant Vice  President  for  Student 
Affairs/Assistant  Dean  of  Graduate 
College.  Iowa  State  University. 

Dr  Annette  Goins-Shakir.  Mississippi; 
Professor  of  Education  and  First  Lady 
of  TOugaloo  College 

Dr  Ulysses  R.  Winn.  Gibsonia.  Penn- 
sylvania; Psychologist.  United  States 
Army 

lohn  Chancy.  Philadelphia,  Pennsyl- 
vania; Head  Basketball  Coach.  Temple 
University. 

Carver  A.  Portlock,  Philadelphia. 
Pennsylvania;  Retired  Smith-Kline  & 
Beckman  Executive. 

Eugene  McCray.  Ft.  Worth.  Texas: 
Retired  Executive  Atlanta  Life  Insur- 
ance Co.;  former  City  Councilman  for 
City  of  Ft  Worth. 

Ted  Lawe.  Dallas.  Texas;  businessman, 
entrepreneur/consultant,  investor. 

Rev.  lerry  W.  Dailey.  San  Antonio. 
Texas;   Minister.  Macedonia  Baptist 
Church,  president  of  Baptist  Union  of 
San  Antonio;  former  City  Zoning 
Commissioner. 

Larry  Little.  Head  Football  Coach. 
Central  State  University.  North  Car- 
olina. 

William  Turner,  Miami,  Florida; 
Florida  State  Senator. 

Mathew  Meadows,  Ft   Lauderdale 
Florida;  Florida  State  Senator. 

lames  Bush,  III,  Miami,  Florida; 
Florida  State  Representative 

Sadye  G.  Martin.  Florida; 
Mayor  of  Plant  City 


Edward  R.  Carwise.  District  of 
Columbia:  Colonel  United  States  Air 
Force,  Chief  of  Staff 

Robert  H  Bryant,  Florida;  Superin- 
tendent of  Schools.  School  Board  of 
Gadsden  County 

Dr.  Henry  Lyons.  Florida;  President. 
Florida  Baptist  Convention 

Dr.  Irene  Brown.  Georgia:  Associated 
Professor  of  Biology 

Rev  Richard  Chappelle.  South  Africa; 
Bishop  -  18  District 

Dr.  Lemuel  B.  Clark.  Maryland:  Chief 
Education  &  Training-Division  of 
Clinical  Research.  National  Institute 
for  Mental  Health 

A.  Ray  Brinson.  Florida;  Small  Claims 
Manager.  Prudential  Insurance  Co. 

Dr.  Astrid  K.  Mack.  Florida;  Associate 
Dean  for  Minority  Affairs.  University 
of  Miami  School  of  Medicine 

Lonnie  Blocker,  Florida;  Program 
Specialist-NASA  Space  Ctr 

Dr.  Theodore  R.  Nicholson.  )r.  Geor- 
gia; Emergency  Medicine  Specialist. 
TANA  Center 

Dr.  Hubert  L.  Hemsley.  California; 
Director.  Obstetrics  &  Gynecology- 
Bethune  Medical  Center 

Dr  lohn  L.  Hamilton,  New  York; 
Dentist.  Private  Practice 

Dr.  Prince  B.  Oliver.  )r.,  Illinois: 
Chief  Anesthesiologist.  Good  Samari- 
tan Hosiptal 

Dr  Horace  C.  Boyer.  Massachusetts: 
Professor  of  Music  Theory'  and  Afro- 
American  Music 

Dr.  William  Kornegay.  Michigan; 
Director  of  Personnel-General  Motors 

Mboniswa  Sikhakane.  South  Africa: 
Direcor.  Edendale  Lay  Ecumenical 
Center 

Dr.  Roger  P.  Fairs.  )r  .  Texas;  Internal 
Medicine  Associate.  Diplomats  of  the 
American  Board  of  Internal  Medicine 

Dr.  Yolanda  L.  Hamilton,  Augustus, 
District  of  Columbia;  Resident- 
Department  of  Medicine,  Washington 
Hospital  Center 

Ms.  Bettye  Hardeman,  New  York; 
Assistant  Superintendent  for  Instruc- 
tion, Public  School  System. 
Tarry  town.  New  York 


Oswald  P.  Bronson,  Sr. 
President 


Recognized  as  a  national 
leader  in  black  higher  educa- 
tion Dr.  Oswald  P.  Bronson. 
Sr.  recently  celebrated  his 
26th  year  as  a  college  presi- 
dent. He  has  been  president 
of  Bethune-Cookman  since 
1975.  having  served  as  pres- 
ident of  the  Interdemonina- 
tional  Theological  Center  in 
Atlanta  for  six  years. 

A  1950  graduate  of  Bethune- 
Cookman.  he  received  his 
master's  degree  from  Gam- 
mon Theological  Seminary 
(now  known  as  Interdenomi- 
national Theological  Center) 
and  his  doctorate  from 
Northwestern  University. 

Dr.  Bronson  has  received  the 
honorary  Doctor  of  Divinity 
degree  from  St.  Paul's  Col- 
lege in  Lawrenceville.  Vir- 
ginia, and  the  honorary 
Doctor  of  Laws  degrees  from 
both  Stetson  University  in 
DeLand.  Florida,  and  Albion 
College  in  Albion.  Michigan. 

He  is  past  president  of  the 
Council  of  Presidents  of  the 
United  Negro  College  Fund 
and  the  National  Association 
for  Equal  Opportunity  in 
Higher  Education. 
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The  Alumni 


continued  from  previous  page 


Dr.  Ezekiel  W.  Bryant,  Florida;  Vice 
President  of  Community  Service, 
Florida  Community  College 

Wendy  Thompson,  Tennessee;  Attor- 
ney, Middle-Tennessee  State  College 

Samuel  Sharper.  )r.,  District  of 
Columbia;  Attorney  at  Law 

lohnny  L.  McCray,  )r..  Florida; 
Attorney  at  Law 

Reginald  E.  Moore,  Florida; 
Attorney  at  Law 

Elijah  Holmes.  Jr.,  Maryland; 
Attorney  at  Law 

Theodore  C.  Miller,  District  of 
Columbia;  Attorney  at  Law 

Dr.  Richard  Campbell,  Florida; 
Associate  Dean.  Graduate  Studies. 
Professor,  Science  Education.  Florida 
International  University 

Dr.  Bruce  Miles.  Florida;  Dentist 

Donzell  Floyd.  Florida;  Pharmacist. 
Eckerd  Drugs 

Dr.  Robert  Simmons.  Georgia; 
Dentist 

Dr.  Edith  Kay  Woody.  California; 
Family  Health  Plan,  Inc. 

Dr.  Izell  Blunt,  Florida: 
Neurosurgeon-University  Hospital 

William  C.  Rogers,  California; 
Medical  Doctor 

Emmitt  Kirksey,  California:  Dentist 

David  L.  Moore.  Charlotte.  North 
Carolina;  Medical  Doctor 


Barbara  Simmons  Van  Blake.  District 
of  Columbia:  Director  American  Fed- 
eration Teachers 

Dr.  Ronald  Taylor.  Connecticut; 
History  Professor.  University  of 
Connecticut 

Dr  Shelia  Lewis  Long.  Florida; 
Professor-Education,  Miami  Dade 
Community  College 

Dr.  Margaret  Larkins.  Florida; 
Professor-Phychology,  Miami  Dade 
Community  College 

Eleanor  R.  Gittens.  New  York; 
Associate  Professor,  La  Guardia 
Community  College 

Danny  ).  Washington.  New  York; 

Dean.  Academic  Affairs. 

Passaic  County  Community  College 

Harold  Clark.  Florida;  Assistant 
Superintendent.  Hillsborough  County 
Schools 

lohnnie  M.  Scott.  New  Mexico.  Prin- 
cipal, North  Elementary  School 

Dr.  lames  B.  Boyer,  Kansas; 
Professor-University  of  Kansas 

Dr.  Alfonso  Dandy.  Georgia; 
Opthomologist 

Dr.  Lisa  Browning.  Florida;  Dentist 

Patricia  Noble  McGowan,  Florida; 
Director-Small  Business  Develop- 
ment Center 

Dr  John  M.  Browne,  Georgia: 
Professor-Biology 

Dr.  Chester  Henderson.  Maryland: 
Chairman-Division  of  Mathematics 


Everette  Maord.  Alabama; 
Attorney  at  Law 

Guizelous  O.  Molock.  )r..  District  of 
Columbia;  Chief  Nominations  Coun- 
sel-US Senate 

lames  V  Pierce.  Florida: 
Attorney  at  Law 

William  "Bill"  Wynn.  Miami.  Florida: 
Business  Owner 

Nathaniel  Davis,  lacksonvilJe.  Florida: 
Principal.  Duval  Public  School  Sys- 
tem 

Charles  Munnings.  West  Palm  Beach. 

Florida;  Retired  Principal, 

Palm  Beach  Public  School  System 

Brenda  Hawkes.  Miami.  Florida; 
Educator/Principal.  Dade  County 
Public  School  System 

Dr  Robert  Williams.  Daytona  Beach, 
Florida:  Professor  of  Music. 
Bethune-Cookman  College 

Dr  Alice  Moore.  West  Palm  Beach. 

Florida:  Retired  Educator. 

Palm  Beach  Public  School  System 

Dr  lohn  Frink.  Atlanta.  Georgia: 
Vice  President.  Atlanta  Life  Insurance 

Rev.  Canon  Nelson  Pinder.  D.D., 
Orlando.  Florida;  Episcopal  Church 
of  St.  lohn  the  Baptist 

Merrill  Lloyd.  Daytona  Beach.  Florida: 
President,  Lloyd  Electric  Company 


Steady  Growth  and  Stable  Progress 
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TOTAL  REVENUES  AND  EXPENDITURES 
1988-89  -  1992-93 


FISCAL  YEARS 
:NUES       EO  EXPENDITURES 


In  the  last  seventeen  years.  Bethune-Cookman  College  has 
more  than  doubled  its  enrollment  to  nearly  2,300,  increased 
its  community  economic  impact  to  $168  million,  increased  its 
endowment  from  $1.2  to  $14  million,  increased  its  operating 
budget  from  $6  to  $30  million,  and  completed  over  $3  million 
in  renovations  to  administrative,  classroom  and  dormitory 
buildings  and  nearly  $17  million  in  new  construction. 

With  a  time  tested  track  record  in  quality,  academic  excellence 
and  stable  growth,  Bethune-Cookman  College  continues  to  be 
of  service  to  the  nation  in  the  preparation  of  future  leaders  in 
all  segments  of  endeavor. 

The  completion  of  Phase  Two  of  the  Mary  McLeod  Bethune 
Fine  Arts  Center  and  Hospitality  Management  Training  Facility 
will  amplify  the  College's  honored  place  among  leading  higher 
education  institutions  and  continue  the  legacy  of  Mary  McLeod 
Bethune's  dream  of  harmonious  relations  in  America. 
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Thursday,  May  5,  1994. 

WITNESS 

HON.  LYNN  WOOLSEY,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  CALIFORNIA 

Mr.  Smith.  Congresswoman  Lynn  Woolsey. 

Ms.  Woolsey.  I  want  to  thank  you  for  the  opportunity  to  testify 
today.  I  am  here  to  testify  to  the  urgent  need  for  funds  for  edu- 
cation, and  I  am  glad  to  be  doing  so  before  such  a  good  friend  of 
education  as  yourself.  I  know  of  your  staunch  support  for  the  Per- 
kins Loan  program,  which  gives  institutions  of  higher  education 
the  flexibility  they  need  to  package  student  aid  awards  to  meet  the 
individual  needs  of  their  students. 

Mr.  Chairman,  when  H.R.  6,  the  reauthorization  of  the  Elemen- 
tary and  Secondary  Education  Act  passed  the  House  last  month,  it 
contained  my  amendment  expressing  a  sense  of  the  Congress  that 
Federal  spending  on  education  should  increase  by  at  least  1  per- 
cent each  year,  until  it  reaches  10  percent  of  the  total  Federal 
budget.  This  sense-of-the-Congress  resolution  has  now  passed  both 
the  House  and  the  Senate,  and  I  think  it  sends  a  strong  message 
that  Members  know  how  important  it  is  to  make  this  kind  of  in- 
vestment in  the  future  of  our  children  and  our  Nation. 

I  am  a  Member  of  the  House  Budget  Committee,  and  I  promise 
you  that  I  will  be  fighting  in  the  Budget  Committee  to  make  this 
resolution  a  reality.  I  want  to  increase  funds  for  the  work  of  this 
subcommittee,  which  I  consider  to  be  the  most  important  work  of 
this  Congress. 

While  I  support  increased  funding  for  education  in  general,  this 
morning  I  want  to  speak  about  the  importance  of  full  funding  for 
the  programs  authorized  by  H.R.  6,  and  three  programs  in  particu- 
lar. I  am  particularly  proud  that,  building  on  Congresswoman 
Lowey's  leadership  in  the  last  Congress  on  the  Link-up  for  Learn- 
ing Act,  I  was  successful  at  adding  a  new  title  to  H.R.  6  which  al- 
lows schools  to  use  up  to  5  percent  of  their  Federal  education  funds 
to  start  to  expand  coordinated  services. 

With  coordinated  services,  schools  join  with  community  organiza- 
tions to  make  the  health  and  social  services  their  students  need 
available  at  or  near  the  school  sites.  These  services  form  the  foun- 
dation for  all  of  our  children  and  our  education  reforms,  because 
they  help  students  enter  the  classroom  ready  to  learn,  and  let 
teachers  spend  their  time  teaching. 

We  must  appropriate  sufficient  funds  to  allow  as  many  schools 
as  possible  to  provide  coordinated  services  for  their  students.  That 
means  we  need  full  funding  at  the  levels  authorized  in  H.R.  6  for 
all  the  essential  elementary  and  secondary  programs,  including  co- 
ordinated services. 

The  second  program  I  want  to  mention  is  Chapter  1.  I  urge  you 
to  fund  Chapter  1  at  the  level  requested  by  President  Clinton  and 
authorized  in  H.R.  6.  These  funds  will  allow  schools  that  are  cur- 
rently helping  educationally  disadvantaged  students  to  keep  up 
their  good  work,  and  make  funds  available  to  schools  and  students 
who  need  them  the  most. 

I  also  want  to  acknowledge  Congressman  Porter's  leadership  on 
funding  for  Impact  Aid,  and  join  him  in  urging  the  subcommittee 
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to  restore  funding  for  Impact  Aid.  With  the  emphasis  in  Goals  2000 
and  H.R.  6  on  school  reform,  we  can't  fail  communities  that  rely 
on  Impact  Aid  funds  to  improve  their  schools. 

Thank  you  for  this  opportunity  to  work  with  you  and  make 
America's  schools  truly  the  best  in  the  world. 

[The  prepared  statement  follows:] 
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REP.  LYNN  WOOLSEY 

TESTIMONY 

before 

LABOR/HHS/ EDUCATION  SUBCOMMITTEE 

HOUSE  APPROPRIATIONS  COMMITTEE 

MR.  CHAIRMAN,  I  WANT  TO  THANK  YOU  FOR  THE  OPPORTUNITY  TO  TESTIFY 
TODAY . 

I  AM  HERE  TO  TESTIFY  TO  THE  URGENT  NEED  FOR  FUNDS  FOR  EDUCATION, 
AND  I  AM  GLAD  TO  BE  DOING  SO  BEFORE  SUCH  A  GOOD  FRIEND  TO  THE 
EDUCATION  COMMUNITY.   I  KNOW  OF  YOUR  STAUNCH  SUPPORT  FOR  THE 
PERKINS  LOAN  PROGRAM,  WHICH  GIVES  INSTITUTIONS  OF  HIGHER 
EDUCATION  THE  FLEXIBILITY  THEY  NEED  TO  PACKAGE  STUDENT  AID  AWARDS 
TO  MEET  THE  INDIVIDUAL  NEEDS  OF  THEIR  STUDENTS. 

I  AM  ALSO  PLEASED  TO  SEE  CONGRESSWOMAN  NITA  LOWEY .   I  OFTEN  THINK 
OF  MYSELF  AS  HAVING  INHERITED  NITA'S  SEAT  ON  THE  EDUCATION  AND 
LABOR  COMMITTEE,  AND  I  HAVE  WORKED  TO  CARRY  ON  NITA'S  CAMPAIGN  TO 
LINK-UP  COORDINATED  SERVICES  TO  MAKE  SURE  THAT  EVERY  AMERICAN 
STUDENT  COMES  TO  SCHOOL  READY  TO  LEARN. 

MR.  CHAIRMAN,  WHEN  H.R.  6,  THE  REAUTHORIZATION  OF  THE  ELEMENTARY 
AND  SECONDARY  EDUCATION  ACT,  PASSED  THE  HOUSE  LAST  MONTH,  IT 
CONTAINED  MY  AMENDMENT  EXPRESSING  A  SENSE  OF  THE  CONGRESS  THAT 
FEDERAL  SPENDING  ON  EDUCATION  SHOULD  INCREASE  BY  AT  LEAST  ONE 
PERCENT  EACH  YEAR,  UNTIL  IT  REACHES  TEN  PERCENT  OF  THE  TOTAL 
FEDERAL  BUDGET. 

THIS  SENSE  OF  THE  CONGRESS  RESOLUTION  HAS  NOW  PASSED  BOTH  THE 
HOUSE  AND  THE  SENATE,  AND  I  THINK  IT  SENDS  A  STRONG  MESSAGE  THAT 
MEMBERS   KNOW  HOW  IMPORTANT  IT  IS  TO  MAKE  THIS  KIND  OF  INVESTMENT 
IN  THE  FUTURE  OF  OUR  CHILDREN,  AND  OUR  NATION. 

AS  YOU  MAY  KNOW,  MR.  CHAIRMAN,  I  AM  A  MEMBER  OF  THE  HOUSE  BUDGET 
COMMITTEE,  AND  I  PROMISE  YOU  THAT  I  WILL  BE  FIGHTING  IN  THE 
BUDGET  COMMITTEE  TO  MAKE  THIS  RESOLUTION  A  REALITY.   I  WANT  TO 
INCREASE  FUNDS  FOR  THE  WORK  OF  THIS  SUBCOMMITTEE,  WHICH  I 
CONSIDER  TO  BE  THE  MOST  IMPORTANT  WORK  OF  CONGRESS. 

WHILE  I  SUPPORT  INCREASED  FUNDING  FOR  EDUCATION  IN  GENERAL,  THIS 
MORNING  I  WANT  TO  SPEAK  ABOUT  THE  IMPORTANCE  OF  FULL  FUNDING  FOR 
THE  PROGRAMS  AUTHORIZED  BY  H . R .  6,  AND  THREE  PROGRAMS  IN 
PARTICULAR. 

1)  I  AM  PARTICULARLY  PROUD  THAT,  BUILDING  ON   CONGRESWOMAN 
LOWEY' S  LEADERSHIP  IN  THE  LAST  CONGRESS  ON  THE  LINK-UP  FOR 
LEARNING  ACT,  I  WAS  SUCCESSFUL  AT  ADDING  A  NEW  TITLE  TO  H . R .  6 
WHICH  ALLOWS  SCHOOLS  TO  USE  UP  TO  FIVE  PERCENT  OF  THEIR  FEDERAL 
EDUCATION  FUNDS  TO  START  OR  EXPAND  COORDINATED  SERVICES. 

WITH  COORDINATED  SERVICES,  SCHOOLS  JOIN  WITH  COMMUNITY 
ORGANIZATIONS  TO  MAKE  THE  HEALTH  AND  SOCIAL  SERVICES  THEIR 
STUDENTS  NEED  AVAILABLE  AT  OR  NEAR  THE  SCHOOL  SITE.   THESE 
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SERVICES  FORM  THE  FOUNDATION  FOR  ALL  OF  OUR  EDUCATION  REFORMS, 
BECAUSE  THEY  HELP  STUDENTS  ENTER  THE  CLASSROOM  READY  TO  LEARN  AND 
LET  TEACHERS  SPEND  THEIR  TIME  TEACHING. 

WE  MUST  APPROPRIATE  SUFFICIENT  FUNDS  TO  ALLOW  AS  MANY  SCHOOLS  AS 
POSSIBLE  TO  PROVIDE  COORDINATED  SERVICES  FOR  THEIR  STUDENTS. 
THAT  MEANS  THAT  WE  NEED  FULL  FUNDING  AT  THE  LEVELS  AUTHORIZED  IN 
H.R.  6  FOR  ALL  OF  THE  ESSENTIAL  ELEMENTARY  AND  SECONDARY 
PROGRAMS,  INCLUDING  COORDINATED  SERVICES. 

2)  THE  SECOND  PROGRAM  I  WANT  TO  MENTION  IS  CHAPTER  ONE.   I  URGE 
YOU  TO  FUND  CHAPTER  ONE  AT  THE  LEVEL  REQUESTED  BY  PRESIDENT 
CLINTON,  AND  AUTHORIZED  IN  H.R.  6.  THESE  FUNDS  WILL  ALLOW  SCHOOLS 
THAT  ARE  CURRENTLY  HELPING  EDUCATIONALLY  DISADVANTAGED  STUDENTS 
TO  KEEP  UP  THEIR  GOOD  WORK,  AND  MAKE  ADDITIONAL  FUNDS  AVAILABLE 
TO  THE  SCHOOLS  AND  STUDENTS  WHO  NEED  THEM  THE  MOST. 

3)  I  ALSO  WANT  TO  ACKNOWLEDGE  CONGRESSMAN  PORTER'S  LEADERSHIP  ON 
FUNDING  FOR  IMPACT  AID,  AND  JOIN  HIM  IN  URGING  THE  SUBCOMMITTEE 
TO  RESTORE  FUNDING  FOR  IMPACT  AID.   WITH  THE  EMPHASIS  IN  GOALS 
2000  AND  H.R.  6  ON  SCHOOL  REFORM,  WE  CAN'T  FAIL  THE  COMMUNITIES 
THAT  RELY  ON  THESE  FUNDS  TO  IMPROVE  THEIR  SCHOOLS. 

MR.  CHAIRMAN,  AND  MEMBERS  OF  THE  SUBCOMMITTEE,  THANK  YOU  FOR  THIS 
OPPORTUNITY  TO  WORK  WITH  YOU  TO  MAKE  AMERICA'S  SCHOOLS  TRULY  THE 
BEST  IN  THE  WORLD. 
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Mr.  Smith.  How  many  dollars  is  1  percent;  do  you  know,  off- 
hand? 

Ms.  Woolsey.  It  is  1  percent  every  year,  and  it  depends  on  what 
the  budget  is  every  year. 

Mr.  Smith.  Thank  you  very  much. 


Thursday,  May  5,  1994. 

WITNESSES 

HON.   DICK  SWETT,  A  REPRESENTATIVE   IN   CONGRESS  FROM  THE 

STATE  OF  NEW  HAMPSHIRE 
HON.  PHILIP  R.  SHARP,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 

STATE  OF  INDIANA 

Mr.  Smith.  Dick  Swett. 

Mr.  Swett.  Good  morning,  Mr.  Chairman.  Thank  you  for  the  op- 
portunity to  come  and  speak  before  you  and  Members  of  the  sub- 
committee. I  would  first  ask  unanimous  consent  to  enter  my  writ- 
ten statement  in  the  record. 

Mr.  Smith.  Without  objection. 

Mr.  Swett.  I  am  here  to  talk  to  you  about  the  critical  need  for 
the  LIHEAP  program  in  the  State  of  New  Hampshire  and  in  States 
in  the  northern  climes  that  have  to  endure  severe,  long,  cold  win- 
ters. 

The  program  is  being  reduced  by  50  percent.  I  am  here  to  urge 
you  to  ensure  that  that  reduction  either  is  in  Federal  administra- 
tion levels  where  there  is  waste  and  unneeded  additional  manage- 
ment, or  that  it  be  reduced  from  the  States  that  don't  need  this 
kind  of  support,  who  do  not  suffer  the  severe  cold  and  long  winters 
like  the  States  of  New  Hampshire,  Wisconsin,  Minnesota  and  other 
States  that  currently,  over  the  last  two  years,  have  demonstrated 
a  need  for  this  program. 

The  people  in  my  State,  as  in  other  States,  are  typically  160  per- 
cent of  the  poverty  level  or  below  and  most  typically  are  elderly 
couples  or  individuals  who  have  a  great  need  for  this  kind  of  assist- 
ance. I  would  urge  you  to  look  very  carefully  to  make  sure  that  if 
a  reduction  is  incurred,  that  it  not  impact  those  folks,  that  it  be 
taken  out  of  Federal  coffers  in  management  in  D.C.  or  taken  away 
from  States  that  receive  a  portion  of  this  money  even  though  they 
are  in  conditions  not  nearly  so  cold. 

If  that  is  not  possible,  I  urge  you  retain  full  funding  so  folks  in 
the  cold  States  do  not  suffer  consequences  of  reduced  funding. 

Thank  you  very  much.  For  the  sake  of  brevity,  I  wanted  to  make 
my  points,  and  I  thank  you  for  the  opportunity. 

[The  prepared  statement  follows:] 
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STATEMENT  OF  THE  HONORABLE  DICK  SWETT 

BEFORE  THE  APPROPRIATIONS  COMMITTEE 

LABOR/HHS /EDUCATION  SUBCOMMITTEE 

MAY  5,  1994 

Mr.  Chairman,  I  appreciate  the  opportunity  to  appear  before  your 
Subcommittee  this  morning. 

I  am  here  to  urge  support  for  a  program  which  I  feel  is  vital  for 
New  Hampshire  -  -  the  Low  Income  Home  Energy  Assistance  Program 
(LIHEAP) . 

As  you  know,  this  year's  budget  request  called  for  a  50%  cut  in 
LIHEAP  funding  -  -  a  cut  which  would  decimate  the  program  and  have 
a  devastating  effect  upon  families  that  depend  upon  on  LIHEAP. 

LIHEAP  has  proven  to  be  essential  in  regions  with  harsh  climates 
such  as  New  Hampshire,  which  is  a  mostly  rural  state  which  faces 
long,  cold  winters. 

New  Hampshire's  LIHEAP  program  serves  residents  with  incomes  at 
160%  of  poverty  or  below,  so  it  is  clear  that  it  is  desperately 
needed.   The  typical  qualifying  household  is  issued  a  voucher 
(not  cash)  through  a  fuel  supplier,  so  it  is  also  very  clear  how 
LIHEAP  funds  are  being  spent.   Last  year,  New  Hampshire's  LIHEAP 
program  provided  benefits  to  24,270  households,  which  is  almost 
6%  of  the  state's  population. 

I  especially  would  like  to  underscore  the  importance  of  LIHEAP  to 
the  elderly,  who  make  up  nearly  a  third  of  New  Hampshire's  LIHEAP 
recipients.   These  people  live  almost  exclusively  from  Social 
Security,  and  the  amount  of  money  they  receive  is  simply  not 
enough  to  afford  food,  shelter  and  energy. 

In  the  middle  of  winter,  families  should  not  have  to  choose 
between  surviving  sub-zero  temperatures  or  going  hungry.  LIHEAP 
is  about  helping  people  to  meet  one  of  humanity's  most  basic 
needs  -  -  I  hope  you  will  be  able  to  restore  funding  for  it . 
Finally,  Mr.  Chairman  I  would  like  to  bring  to  your  attention 
concerns  involving  funding  for  the  "Natural  Supports 
Demonstration"  projects. 

The  Natural  Supports  Demonstration  projects  is  an  important 
initiative  undertaken  several  years  ago  through  a  joint  effort  by 
the  Employment  and  Training  Administration  within  the  Department 
of  Labor  and  the  Office  of  Assistant  Secretary  for  Planning  and 
Evaluation  within  the  Department  of  Health  and  Human  Services. 
The  program  consists  of  six  separate  demonstration  projects  which 
were  awarded  competitively  in  1991. 

The  Institute  on  Disability  at  the  University  of  New  "Hampshire 
has  been  one  of  the  six  projects  funded  under  the  program.   They 
have  done  a  remarkable  job  in  working  with  the  businesses  and 
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schools  in  the  community  to  maximize  employment  opportunities  for 
persons  with  disabilities.   Their  work  is  critical  to  our  efforts 
to  shatter  the  barriers  that  prevent  people  with  disabilities 
from  achieving  their  full  potential. 

Originally,  the  program  was  intended  to  last  for  five  years  under 
the  Transition  to  Work  Demonstration  Project  Using  a  Natural 
Support  Model.   Unfortunately,  ongoing  funding  for  the  program 
has  been  threatened  in  recent  years . 

I  strongly  support  this  program  and  its  goal  of  helping  persons 
with  disabilities  reach  their  full  potential.   Over  the  past  four 
years,  these  six  projects  have  made  tremendous  progress  in 
building  a  model  for  serving  the  needs  of  persons  with 
disabilities.   Their  model  emphasizes: 

o  education  preparation  that  provides  marketable  skills 
for  persons  with  disabilities  to  successfully  live  in 
the  community 

o    cost -savings  in  the  delivery  of  social  services 

o    collaboration  among  governmental  agencies  for  more 
efficient  expenditure  of  monies 

o    assistance  to  businesses  in  increasing  their 

productivity,  employing  a  diverse  workforce,  and 
meeting  the  mandates  of  the  Americans  With  Disabilities 
Act 

o    increased  inclusion  with  schools  and  the  community 

o    development  of  cost-effective  methods  to  address  the  85 
percent  unemployment  rate  among  persons  with 
disabilities,  thereby  helping  reduce  SSI  and  Medicaid 
expenditures 

Each  of  the  projects  provides  a  25  percent  match  and  has  worked 
to  secure  local  systems  changes  to  assure  continuation  of  the 
strategies  that  foster  these  critical  goals. 

Mr.  Chairman,  I  urge  the  Subcommittee  to  include  language  in  its 
Fiscal  Year  1995  bill  that  would  continue  the  Natural  Supports 
Demonstration  protects  at  a  funding  level  of  $1.5  million  ($1 
million  within  the  Office  of  Assistant  Secretary  for  Employment 
and  Training  and  $500,000  within  the  Office  of  Assistant 
Secretary  for  Planning  and  Evaluation) .   It  is  critical  that  this 
funding  be  continued  so  that  the  promise  of  Natural  Supports 
Demonstration  can  be  fully  achieved. 
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Mr.  Smith.  Thank  you  for  your  statement,  but  I  don't  think  it  is 
practical  to  take  it  away  from  some,  because  more  people  have  died 
being  in  a  climate  without  air-conditioning,  than  they  have  where 
they  froze  to  death.  We  have  energy  problems  in  both  places. 

Mr.  Porter.  Mr.  Chairman,  I  don't  think  we  have  authority  to 
do  that. 

Mr.  Smith.  My  other  question  related  to  this.  It  seems  to  me  that 
SSI  ought  to  make  allowances  for  the  difference  in  energy  costs  be- 
tween beneficiaries.  Does  New  Hampshire  make  any  attempt  to  do 
that? 

Mr.  SwETT.  They  at  this  point  do  try  to  reconcile  those  dif- 
ferences, but  they  are  still  very  dependent  upon  the  amounts  of 
funding  that  come  from  the  LIHEAP  program  itself;  and  that 
makes  up  the  bulk  of  the  compensation. 

Mr.  SMITH.  I  think  that  is  the  case  in  most  States.  We  have 
talked  to  them  about  this.  It  seems  to  me  they  ought  to  consider 
a  special  SSI  category  for  energy  costs  and  separate  that  out,  be- 
cause some  people  get  it  as  a  part  of  their  rent  and  some  don't. 

Mr.  Swett.  There  are  variations  across  the  board  from  State  to 
State,  and  that  is  something  that  could  stand  more  uniformity. 

I  understand  the  restrictions  which  constrain  you  from  being 
able  to  do  some  of  the  things  I  said,  but  I  think  the  system  cur- 
rently is  not  addressing  some  of  the  real  problems,  and  that  is  that 
the  objective  is  to  get  the  money  into  the  end  users'  hands  for  pro- 
tection. We  can  probably  do  that  more  efficiently.  I  would  encour- 
age any  work  that  you  are  able  to  do  toward  that  end  and  hope 
that  we  can  at  some  later  date  accomplish  that  goal. 

Thank  you. 

Mr.  Smith.  Thank  you. 

Mr.  Sharp. 

Mr.  Sharp.  Thank  you  very  much,  Mr.  Chairman.  I  appreciate 
the  very  difficult  position  your  committee  is  in  in  trying  to  fund 
some  extremely  important  programs  for  the  American  people  and, 
at  the  same  time,  meet  the  deficit  reduction  goals  of  the  country; 
and  I  am  here  to  add  to  your  problems  by  asking  you  to  make  some 
even  tougher  allocations.  I  will  address  the  LIHEAP  question  and 
hope  my  full  statement  will  be  part  of  the  record. 

Mr.  Smith.  Without  objection. 

Mr.  Sharp.  The  reality  is,  the  administration  has  chosen  very 
unexpected  cuts  for  most  of  us  that  deal  with  these  issues — even 
more  so  than  the  past  two  administrations  on  this  program.  This 
program  has  gone  down  in  expenditures,  down  in  the  numbers  of 
people  served  by  it,  but  most  people  agree — and  there  has  been  a 
serious  challenge  to  the  administration  on  data  they  used — most 
agree  that  the  average  cost  for  home  energy  consumption  in  the 
country  is  clearly  higher  than  in  the  past,  before  the  energy  crisis, 
and  the  numbers  in  need  are  higher. 

I  might  say  at  this  very  minute  the  conference  on  the  authoriza- 
tion bill  is  meeting,  so  there  may  be  some  twists  and  turns. 

Mr.  Smith.  You  are  Chairman  of  the  subcommittee  that  deals 
with  energy.  Tell  me,  we  keep  getting  these  statements  that  oil 
prices  are  cheaper,  so  why  are  energy  prices  higher? 
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Mr.  Sharp.  Energy  prices  are  a  mix  of  things.  They  are  about  a 
dollar  higher  this  year,  but  only  a  dollar  higher  than  in  1979  for 
the  average  energy  price  in  home  energy.  It  fluctuates. 

Mr.  Porter.  That  is  not  real  dollars;  that  is  nominal  dollars,  ad- 
justed for  inflation.  It  is  below  1974  levels. 

Mr.  Sharp.  The  average  price  of  energy,  for  gasoline  and  main 
commodities  is  down 

Mr.  Porter.  If  you  use  home  heating  oil,  natural  gas  and  elec- 
tricity, all  of  them  are  below  1980  levels  in  real  terms  and  two  of 
them,  excepting  electricity,  are  below  1974  levels,  the  first  energy 
crisis. 

Mr.  Sharp.  That  is  true,  but  the  needs  of  people  out  there  are 
still  very  great.  Nonetheless,  only  23  percent  of  the  people  being 
served  would  be  eligible  to  begin  with,  so  even  though  life  should 
be  getting  easier,  it  doesn't  seem  to  be  for  a  lot  of  people  and  insti- 
tutions. 

What  is  changing  in  terms  of  the  program  is  the  States  are  rede- 
signing, this  is  an  essentially  block  program  with  certain  restric- 
tions, and  we  have  incentives  which  we  have  been  hoping  to  accel- 
erate in  this  authorization  to  engage  the  private  sector  in  leveraged 
funds  so  that  a  State  will  get  a  reward  in  this  program  that  is  able 
to  enlist  its  utility  in  a  more  aggressive  program  plus  engage  in  a 
program  of  education — utilities  are  sometimes  best  at  doing  this — 
they  can  make  a  difference  in  these  people's  lives  in  terms  of  being 
able  to  manage  how  the  energy  is  used. 

We  are  trying  to  coordinate  the  rules  between  the  funding 
sources  in  this  legislation  that  can  make  that  more  effective,  so  we 
get  more  bang  for  our  buck  out  of  this.  We  hope  you  could  return 
to  something  near  the  levels  of  last  year;  we  don't  expect  it  to  in- 
crease over  last  year,  but  would  hope  you  wouldn't  have  to  go  with 
the  50  percent  cut  the  administration  advocated. 

Mr.  Smith.  We  are  glad  to  have  your  testimony.  This  is  a  multi- 
hundred-million-dollar  problem;  when  they  didn't  include  it  and 
they  include  other  things  that  we  want  to  fund,  too,  it  makes  it 
very  difficult. 

Mr.  Sharp.  You  are  under  severe  caps  and  a  severe  sense  of  re- 
sponsibility to  allocate  these  funds. 

Mr.  Porter.  This  is  the  time  when  the  program  ought  to  be  rede- 
signed. It  is  supposedly  a  temporary  program  that  now  has  been 
in  for  more  than  a  dozen  years.  The  costs  in  real  terms  are  below 
where  they  were  when  the  crisis  occurred,  in  all  forms  of  home 
heating.  It  seems  to  me  that  it  ought  to  be  better  targeted  and  that 
looking  at  this  year's  budget  and  the  likelihoods  of  future  budgets, 
there  is  going  to  be  tremendous  downward  pressure  on  the  amount 
of  money  available.  It  is  a  fact  of  life.  We  have  to  decide  to  target 
it  toward  people  that  really  need  it. 

Mr.  Sharp.  We  would  like  to  have  a  separate  allocation  formula, 
as  well,  but  that  is  a  result  of  compromise.  In  fact,  it  is  easier  for 
us  in  colder  States  to  argue  it  is  a  cold  weather  problem.  But  it  is 
not  if  electricity  goes  out  and  you  can't  run  a  pump  or  refrigerator 
or  fan  in  a  hot  area;  this  can  be  a  significant  problem. 

Mr.  Porter.  Federal  mandates  with  no  funds,  this  is  almost  the 
opposite. 
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Is  there  a  way  to  shift  to  the  local  utilities  responsibility  of  pro- 
viding for  people  who  can't  provide  for  themselves  and  spreading 
the  costs  back  that  way,  putting  these  funds  into  weatherization 
programs  that  will  bring  the  long-term  costs  down? 

Mr.  Sharp.  It  already  happens  to  some  extent  in  virtually  every 
system  in  the  country.  Many  States  have  rules  about  cutoff,  so  it 
is  elaborate  before  you  can  cut  somebody  off.  The  other  customers 
invariably  subsidize  that,  so  there  is  in  virtually  every  system  sub- 
sidy in  there. 

In  every  system  they  are  probably  subsidizing  to  some  level  peo- 
ple that  are  not  paying  their  bills  who  are  being  kept  on  a  system 
in  an  emergency  situation.  And  to  some  degree,  other  ratepayers 
are  having  to  subsidize,  they  are  lifted  by  what  we  do  on  Federal 
dollars  by  the  way  some  of  these  programs  are  getting  more  effec- 
tive in  Ohio  and  New  York.  So  in  dealing  with  this  customer,  they 
are  able  to  get  them  into  a  much  better  paying  position  and  become 
a  paying  customer. 

I  don't  know  if  you  pay  PEPCO  bills,  but  on  your  bill  you  may 
voluntarily  add  money  to  go  into  their  fund  to  help,  and  they  use 
collateral  for  the  District  of  Columbia,  their  LIHEAP  program,  they 
voluntarily  solicit  from  other  ratepayers'  money  to  help  do  this. 

There  is  what  amounts  to  a  mandatory  subsidy.  There  is  this 
program  and  some  voluntary  efforts,  and  some  States  are  matching 
or  duplicating  what  we  do. 

Mr.  Smith.  I  remember  a  few  years  ago — you  probably  remember 
better  than  I — 10  years  or  so  ago  there  was  a  drive  on  in  the  Ap- 
propriations Committee  to  limit  this  to  heating;  and  about  that 
time,  my  memory  is  that  in  Dallas,  Texas,  40  or  50  people  died  be- 
cause they  couldn't  escape  the  heat.  That  kind  of  killed  the  drive. 
It  is  a  problem  not  only  for  cold  but  also  for  heat. 

Mr.  SHARP.  There  is  a  shifting  of  this,  and  we  would  expand  au- 
thorization for  what  is  called  the  "contingency  funds"  within  this 
program,  of  recognizing  that  as  this  gets  squeezed,  more  will  be 
used  on  an  emergency  basis.  In  other  words,  when  we  have  severe 
sudden  situations  that  it  is  hard  for  everybody  to  get  on  the  adjust- 
ment. 

Thank  you,  Mr.  Chairman. 

[The  prepared  statement  follows:] 
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I  wish  to  thank  the  Subcommittee  for  the  opportunity  to 
testify  today  on  what  I  think  is  a  very  important  program  and  one 
that  seems  to  be  in  some  trouble.   I  look  forward  to  working  with 
you  Mr.  Chairman  and  with  Mr.  Porter  to  see  that  the  Low  Income 
Home  Energy  Assistance  Program  receives  the  funding  it  needs. 

I  am  a  cosponsor,  along  with  over  one  hundred  other  members 
of  the  House,  of  House  Concurrent  Resolution  202,  which  calls  for 
funding  this  vital  program  at  or  above  current  funding  levels, 
which  would  require  an  appropriation  of  $1,475  billion  for  FY 
1996.   The  Administration  has  proposed  deep  cuts  in  this  program, 
but  both  the  House  and  Senate  budget  resolutions  request 
restoring  all,  or  almost  all  of  the  funding  to  this  program. 

It  is  surprising  that  this  program,  of  all  programs,  should 
be  subject  to  a  proposed  budget  cut.   The  Congress  and  the 
Administration  are  beginning  to  address  the  difficult  subject  of 
welfare  reform  and  discuss  new  principles  for  public  assistance 
programs.   It  seems  to  me  that  LIHEAP  is  a  model  program  for  the 
new  way  of  doing  things. 

The  program  encourages  more  responsible  behavior  on  the  part 
of  recipients,  encouraging  them  to  pay  more,  not  less,  of  their 
energy  bills.   It  leverages  private  and  other  resources.   It 
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helps  low  income  citizens  gain  control  of  their  energy  bills 
through  weatherization,  energy  efficiency  and  energy  education. 
It  seems  to  be  what  we  should  be  doing  more  of  and  not  less  of. 
LIHEAP  is  welfare  already  reformed. 

If  there  were  fewer  among  us  who  were  in  need- -if  the  cost 
of  home  energy  use  were  declining--if  winters  were  warmer- -if 
summers  were  cooler- -if  the  old,  the  disabled,  the  needy  children 
were  less  vulnerable- -if  all  of  those  who  need  this  program  had 
been  helped  and  now  no  longer  needed  it,  then  perhaps  this  cut 
could  be  justified.   None  of  these  things  is  the  case. 

From  a  high  of  over  $2.1  billion  in  1985  LIHEAP  funding  has 
dwindled  to  less  than  $1.5  billion  last  year,  and  yet: 

o    More  Americans  live  below  the  poverty  line  now  than  at  any 
time  since  the  early  sixties. 

o    LIHEAP  recipients  are  among  the  poorest  Americans.   Last 

year  over  two  thirds  of  recipients  had  incomes  below  $8000. 

o    The  cost  of  residential  energy  use  has  increased  steadily 

and  is  projected  by  the  Department  of  Energy  to  continue  to 
increase.   In  1973  the  average  price  for  home  energy  was 
$7.88/mmbtu.  In  1979  it  was  $11.46.   In  1992  it  was 
$12.33. 

o    Last  year  this  program  reached  only  23%  of  those  who  were 
eligible . 

o    As  a  result  of  previous  cuts  in  the  program  fewer  and  fewer 
recipients  are  receiving  smaller  and  smaller  benefits.   In 
1985,  6.8  million  households  received  an  average  benefit  of 
$242.   In  1993,  5.2  million  households  received  an  average 
benefit  of  $215. 

The  need  for  this  program  is  greater  now  than  it  has  ever 
been. 

To  those  who  would  say  that  we  can  decrease  the  need  for  the 
program  by  concentrating  resources  on  such  approaches  as 
weatherization,  efficiency  improvements  and  energy  education  I 
would  say,  "I  agree."   But  those  are  long  range  strategies  and 
may  not  be  of  much  comfort  in  the  face  of  the  pressing  need  of 
people  who  are  having  to  make  choices  between  food  or  heat.   In 
fact  I  am  afraid  that  the  funding  cut  in  the  administration 
budget  would  have  the  opposite  effect  from  that  intended. 

If  states  are  forced  to  make  choices  between  direct 
assistance  needs  and  more  long-range  program  elements  like 
weatherization,  I  am  afraid  they  will  be  forced  to  eliminate  the 
long-range  programs. 
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The  cut  envisioned  in  the  budget  also  has  the  perverse 
effect  of  reducing  the  amount  of  money  available  for 
weatherization .   The  Weatherization  Assistance  Program  is  given 
an  increase  in  the  DOE  budget  request  of  about  $30  million. 
About  10%  of  LIHEAP  funding  goes  to  weatherization,  the  cut  from 
$1,475  billion  to  $730  million  would  result  in  a  cut  in 
weatherization  funding  that  is  at  least  $40  million  greater  than 
the  increase  in  the  direct  budget  for  the  Weatherization 
Assistance  Program. 

Some  would  say  that  we  can  cut  this  program  and  make  special 
allocations  in  the  event  of  an  emergency.   This  would 
fundamentally  alter  the  nature  of  this  program.   LIHEAP  is  not  a 
"heating  assistance"  program  but  it  does  more  -  it  is  a  home 
energy  assistance  program. 

Loss  of  electric  service  to  a  rural  low  income   household 
often  means  loss  of  water,  since  many  rural  people  pump  water 
from  wells  with  electricity.   This  loss  of  water  and  the  basic 
sanitation  that  goes  with  it  is  just  as  much  an  emergency  as  a 
cold  wave.   Loss  of  refrigeration  in  hot  weather  is  a  health 
emergency. 

A  contingency  fund  for  emergencies  is  a  good  idea,  but  it 
must  not  come  at  the  cost  of  the  basic  program.   Congress  should 
help  people  in  emergencies,  but  for  the  people  dependent  on  this 
program,  the  emergency  is  current,  pressing  and  daily. 

I  support  the  efforts  to  redirect  the  program  and  make  it 
more  effective  which  are  contained  in  H.R.  4250: 

o    Targeting  benefits  towards  those  with  higher  energy 
burden ; 

o    Conforming  weatherization  regulations  to  DOE 
weatherization  rules; 

o    Creation  of  a  permanent  contingency  fund; 

o    Creating  a  separate  account  for  leveraging  funds; 
o    Allowing  use  of  funds  for  purposes  of  reducing  home  energy 
bills. 

I  have  just  come  from  the  House-Senate  on  reauthorization  of 
LIHEAP.   In  that  process  we  are  making  this  program  more  like  a 
self-help  program  and  not  as  much  a  direct  assistance  program. 
This  is  already  a  good  program.   We  are  trying  to  make  it  a 
better  one. 

I  would  urge  the  Subcommittee  to  provide  funding  at  or  above 
the  level  contained  in  the  FY  1995  appropriation. 
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Thursday,  May  5,  1994. 

WITNESSES 

HON.  HAROLD  FORD,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 

STATE  OF  TENNESSEE 
HENRY  W.  FOSTER,  JR.,  M.D.,  ACTING  PRESIDENT,  MEHARRY  MEDICAL 

COLLEGE 

Mr.  Smith.  We  are  pleased  to  have  with  us  Harold  Ford. 

Mr.  FORD.  Thank  you,  Mr.  Chairman.  I  am  delighted  to  join  with 
you  and  Mr.  Porter  before  the  committee,  and  also  to  introduce  to 
the  committee  Dr.  Henry  Foster,  who  is  the  acting  President  of 
Meharry  Medical  College.  Meharry  Medical  College  is  a  118-year- 
old  medical  school  out  of  Nashville,  Tennessee,  which  is  the  middle 
part  of  the  State  of  Tennessee,  which  is  an  institution  that  all  citi- 
zens in  the  State  have  unique  respect  for. 

Mr.  Smith.  Is  this  one  of  the  11  in  the  historically  black 
medical 

Dr.  Foster.  It  is  not  a  member. 

Mr.  Ford.  We  come  today  with  a  unique  problem.  Meharry  Medi- 
cal College,  along  with  the  hospital  for  the  medical  school,  has  re- 
cently merged  with  the  general  hospital  in  Nashville,  Tennessee. 
We  have  had  the  Governor  of  our  State  to  take  the  medicaid  pro- 
gram and  turn  it  into  a  managed  care  operation  in  the  State,  and 
now  we  have  about  six  or  seven  managed  groups  that  really  fulfill 
all  of  the  requirements,  I  guess,  under  managed  care  for  the  medic- 
aid compilation,  in  which  we  have  gone  outside  of  the  medicaid 
population  and  we  have  offered  employers  with  no  health  insurance 
and  people  who  are  not  on  SSI,  AFDC,  without  any  type  of  health 
coverage  that  they  can  buy  into  the  program. 

Urban  general  hospitals  have  been  a  drain  on  the  health  care 
profession  in  recent  years,  and  Meharry  Medical  College  has  taken 
on  the  awesome  responsibility  of  merging  and  rendering  a  health 
care  service  to  the  underserved  in  the  Nashville  area,  as  well  as 
surrounding  rural  areas  of  the  vicinity. 

I,  Mr.  Chairman,  would  like  to  introduce  the  acting  President  of 
Meharry  Medical  College  and  let  him  make  his  own  case.  I,  too, 
agree  with  my  colleague  who  just  testified  before  the  committee;  I 
certainly  appreciate  and  know  the  budget  constraints  that  all  of  us 
are  working  under  in  this  Congress,  and  it  is  not  good  for  a  Mem- 
ber to  come  here  and  seek  additional  grants  of  funds  from  the  Ap- 
propriations subcommittee,  knowing  that  you  are  working  under 
such  severe  budget  constraints.  But  we  think  that  there  is  a  critical 
need  here  for  the  survival  and  for  the  reaching  out  to  continue  to 
serve  the  underserved  by  the  health  profession. 

I  would  like  to  introduce  the  acting  President,  Dr.  Henry  Foster. 

[The  prepared  statement  follows:] 


1087 


The  Honorable  Harold  Ford 

Introduction  of  Dr.  Henry  Foster 

Acting  President  of  Meharry  Medical  College 

before  the  Committee  on  Appropriations 
Subcommittee  on  Labor  -  HHS  -  Education 


May  5,  1994 


Thank  you  Mr.  Smith  and  members  of  the  Subcommittee  on 
Labor  -  Health  and  Human  Services  -  Education  for  allowing  me  to 
appear  before  you  today. 

Before,  I  introduce  Dr.  Foster,  the  Acting  President  of  Meharry 
Medical  College,  I  would  like  to  say  a  few  words  about  Meharry 
Medical  College  and  the  college's  needs  for  funds. 

Since  its  founding  in  1876,  Meharry  Medical  College  has  fulfilled 
a  unique  role  in  American  medical  education.   Meharry  holds  a  rich 
tradition  of  training  primarily  minority  health  professional  and 
providing  care  to  the  poor  and  undeserved. 

As  the  nation  reevaluates  and  reform  the  way  it  provides  medical 
care  for  its  citizens  and  as  the  medical  profession  responds  to  these 
changes.   Meharry  Medical  College  is  well  on  its  ways  to  being  a 
nation  model  for  managing  health  care  in  the  1990s  and  beyond. 

I  am  pleased  to  have  Dr.  Foster  here  today,  representing 
Meharry  Medical  College.   Dr.  Foster  is  a  long-time  physician  and 
veteran  of  the  medical  profession.   Last  year,  Dr.  Foster  was  named 
acting  president  by  the  board  of  trustees.   Prior  to  his  appointment, 
Dr.  Foster  was  responsible  for  the  successful  recruitment  of  the 
physicians  needed  to  implement  the  historic  merger  of 
Merharry/Hubbard  and  Nashville  General  Hospitals  by  July,  1993.   I 
urge  you  to  strongly  consider  Dr.  Foster's  request. 

Thank  you. 
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Dr.  Foster.  Thank  you,  Congressman  Ford.  Chairman  Smith, 
Mr.  Porter  and  other  committee  Members,  I  am  Henry  Foster.  I  am 
an  obstetrician/gynecologist,  professor  of  obstetrics  and  gynecology, 
acting  President  of  Meharry.  I  am  also  a  member  of  the  Institute 
of  Medicine  and  serve  on  its  governing  council.  On  behalf  of 
Meharry  Medical  College  I  am  grateful  and  proud  to  represent  and 
speak  for  a  very  special  institution  which,  for  nearly  118  years,  has 
fulfilled  a  very  special  role  in  this  Nation. 

Meharry  Medical  College  has  been  a  national  leader  in  the  train- 
ing of  physicians,  dentists  and  other  health  professionals  to  meet 
the  needs  of  those  at  greatest  risk  in  both  urban  and  rural  settings. 
By  the  1980s,  Meharry  had  graduated  40  percent  of  all  of  this  Na- 
tion's African-American  physicians  and  dentists.  Further,  three  out 
of  four  of  our  graduates  return  to  underserved  inner-city  or  rural 
communities,  compared  to  just  one  in  four  of  majority  populations. 

Our  role  in  training  minorities  for  the  health  professions  has 
long  been  recognized  by  Congress.  We  appreciate  this  recognition 
and  are  ready  to  continue  in  our  mission,  but  we  need  your  help. 
Meharry  has  a  unique  opportunity  and  challenge  as  the  result  of 
the  historic  merger  of  Nashville's  city  hospital  and  Meharry's  Hub- 
bard Hospital.  The  merger  is  not  only  consistent  with  national 
health  care  reform — in  all  the  ways  it  has  been  proposed  in  Con- 
gress— but  also  in  the  key  role  we  are  poised  to  play  in  making 
health  care  reform  a  reality. 

The  fundamental  goal  of  the  hospital  merger  in  Nashville  is  to 
provide  quality  health  care  delivery,  especially  for  the  poor  and  un- 
derserved, and  to  contain  costs.  In  implementing  this  merger  of  two 
hospitals,  Meharry  has  successfully  met  all  of  the  stringent  recruit- 
ment requirements  or  benchmarks.  This  included  recruitment  of  56 
full-time-equivalent  physicians  who  are  Board-certified  physicians 
in  less  than  two  years. 

This  particular  requirement  generated  an  immediate  cost  that 
must  be  paid.  About  half  of  this  additional  cost  for  these  physicians 
is  not  covered  by  our  contract  with  the  city.  Therefore,  our  most 
immediate  need  relates  to  covering  the  difference  in  the  compensa- 
tion of  costs  for  these  more  qualified  professionals  that  we  have  re- 
cruited. 

The  commitment  of  Meharry  Medical  College  and  the  City  of 
Nashville  to  ensure  that  this  venture  is  successful  is  consistent 
with  President  Clinton's  national  health  care  reform  agenda,  other 
proposals  now  before  Congress,  and  with  the  Governor's  reforms  of 
the  medicaid  system  within  our  own  State  of  Tennessee. 

The  recruitment  of  strong  clinicians,  teachers  and  researchers 
has  already  begun  to  strengthen  our  undergraduate  medical  edu- 
cation program.  The  inpatient  and  outpatient  bases  are  expanding, 
which  will  help  ensure  the  reaccreditation  of  Meharry's  residency 
programs,  bringing  it  from  three  to  eight. 

Meharry's  medical  students  and  residents,  as  a  consequence  of 
the  merger,  will  benefit  from  increased  exposure  to  health  care 
challenges.  This  exposure  will  better  equip  them  to  serve  patients 
in  your  districts  as  they  go  on  to  practice  medicine,  dentistry  and 
other  health  professions  across  our  country,  which  currently  is  42 
of  the  50  States  where  our  graduates  practice.  The  merged  hospital 
facility  in  Nashville  therefore  is  an  important  national  initiative. 
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And  yet,  Meharry  cannot  accomplish  this  and  maintain  this  mis- 
sion alone,  without  your  help. 

We  respectfully  ask  therefore  that  you  join  us  in  this  vital  initia- 
tive to  help  make  us  successful.  Our  request  is  for  interim  assist- 
ance of  $6  million  in  fiscal  year  1995  and  a  like  amount  for  the 
three  following  fiscal  years. 

This  assistance  is  essential  to  Meharry  as  we  strengthen  our  fi- 
nancial stability  through  development  of  private  practice  and  re- 
search opportunities  that  can  meet  our  financial  deficit.  A  period 
of  three  to  five  years  will  be  required  to  put  these  essential  ele- 
ments in  place,  and  to  place  Meharry  and  the  city  hospital  on  a 
much  firmer  financial  footing  for  the  long  term. 

We  believe  this  funding  would  constitute  a  modest,  short-term  in- 
vestment in  our  country  in  an  institution  that  has  contributed  so 
uniquely  to  American  medical  education  for  almost  118  years.  Re- 
ceiving this  support  will  allow  Meharry  to  continue  to  train  health 
professionals  and  serve  those  Americans  who  are  in  greatest  need 
and  who  might  otherwise  not  be  served. 

We  appreciate  your  consideration  of  our  request.  I  am  providing 
a  copy  of  this  testimony  and  the  full  statement  for  inclusion  in  your 
record.  Mr.  Chairman,  I  thank  you  for  allowing  me  to  make  this 
statement  on  behalf  of  our  university. 

[Additional  information  follows:] 
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THE  MERGER  OF  MEHARRY/HUBBARD  AND  NASHVILLE  GENERAL  HOSPITALS 

An  Historic  Opportunity  for  Fundamental 

Academic  and  Economic  Change 


Executive  Summary 

Meharry  Medical  College  seeks  the  support  of  the  United  States 
Government  in  implementing  a  major  initiative  designed  to  enhance  and 
promote  national  health  care  reform. 

For  nearly  118  years,  Meharry  Medical  College  has  been  one  of  the 
preeminent  leaders  in  training  physicians,  dentists  and  other  health 
professionals  to  meet  the  needs  of  the  poor  and  underserved,  and  in 
affording  cost-effective  care  to  those  at  greatest  risk  in  both  urban 
and  rural  settings. 

Meharry  Medical  College  stands  ready  and  is  eager  to  continue  its 
historic  mission,  and  now  has  the  opportunity  and  challenge  of  doing  so 
most  effectively,  as  a  result  of  the  historic  merger  of  Nashville 
General  Hospital  and  Meharry/Hubbard  Hospital.   Such  an  opportunity  is 
consonant  with  all  efforts  in  national  health  care  reform,  and  thus 
Meharry  seeks  federal  support  to  assure  the  success  of  the  merger. 

The  proposed  merger  of  Meharry/Hubbard  Hospital  and  Nashville  General 
Hospital  may  be,  arguably,  the  most  significant  event  in  Meharry 's 
118-year  history.   Successful  completion  of  the  merger  will  result  in 
unprecedented  academic  and  economic  change  for  Meharry,  transforming 
historic  financial  liabilities  into  strong  assets  for  the  future. 

Meharry 's  major  investment  and  most  immediate  need  relates  to  covering 
the  compensation  (salary  and  benefits)  differential  between  Meharry 's 
cost  and  what  is  provided  through  the  professional  services  contract 
with  the  City  of  Nashville.   Some  of  the  new  faculty  will  provide 
patient  care  full-time.   Others  will  provide  patient  care  and  teach; 
still  others  will  add  research  to  teaching  and  patient  care. 

In  order  to  meet  the  merger  contract  requirements,  Meharry  agreed  to 
staff  General  Hospital  using  primarily  board  certified  and  board 
eligible  physicians,  a  commitment  and  cost  which  goes  well  beyond  any 
previous  staffing  requirements  that  existed  between  General  Hospital 
and  Vanderbilt  University.   It  is  apparent  that  the  contract  with  the 
city  will  provide  no  more  than  50%  of  the  compensation  required  by  the 
new  faculty.   The  remaining  50%  must  be  provided  by  Meharry. 

Meharry  has  already  met  stringent  demands  to  recruit  56  full-time- 
equivalent  (FTE)  Board  Certified  and  Board  Eligible  physicians,  but  in 
order  to  do  so  had  to  pay  competitive  salaries.   Meharry  is  slated  to 
receive  the  same  level  of  reimbursement  as  Vanderbilt  received,  a 
reimbursement  level  that  covers  little  more  than  half  of  the  full  cost 
of  merger  salaries  for  attending  physicians. 

The  development  of  private  practice  and/or  research  bases  will  take  a 
minimum  of  three  to  five  years.   In  the  interim,  Meharry  must  be  pre- 
pared to  cover  the  transition  costs,  estimated  to  be  $6.0  million  for 
FY94,  and  an  additional  $18.0  million  over  the  next  three  years  cover- 
ing FY95  through  FY97.   This  amount  would  be  expected  to  begin  to 
decrease  toward  the  end  of  the  fourth  year  as  practice  and  research 
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development  begin  to  build.   The  total  amount  of  compensation  to  be 
covered  during  the  next  four  transition  years  is  estimated  to  be 
approximately  $24.0  million. 

Meharry  cannot  defray  these  costs  from  the  bottom  line.   Investment 
capital  to  provide  the  necessary  financial  transition  support  for 
faculty  must  be  obtained  from  other  sources,  until  such  time  as 
practice  income  and  grants  activity  can  cover  the  non-reimbursed 
portions  of  physicians'  salaries. 

The  importance  of  the  historic  opportunity  and  challenge  facing  Meharry 
Medical  College  cannot  be  understated.   The  commitment  of  Meharry  and 
the  City  of  Nashville  to  ensure  that  this  venture  is  successful  is 
consistent  with  President  Clinton's  national  health  care  reform  agenda, 
and  with  Governor  McWherter's  reform  of  Tennessee's  Medicaid  program. 
Accessible  primary  health  care  services  must  be  available  to  everyone. 
Meharry  has  always  been  guided  by  this  belief,  and  remains  committed  to 
educating  and  training  health  professionals  to  provide  this  care. 

The  initial  challenge  Meharry  faced  in  meeting  the  conditions  associ- 
ated with  continuing  the  merger  process  was  the  recruitment  of  56  (FTE) 
Board  Certified  or  Board  Eligible  clinical  faculty  in  the  disciplines 
of  internal  medicine,  surgery,  obstetrics,  gynecology,  and  pediatrics 
for  the  medical  staff  at  General  Hospital.   Meharry  met  all  three  re- 
cruitment benchmarks:   the  July  1,  1992  requirement  to  have  one-third, 
the  December  1,  1992  requirement  to  have  two-thirds  of  the  needed 
physicians,  and  the  July  1,  1993  requirement  to  have  all  physicians  on 
board.   This  last  requirement  was  met  six  weeks  ahead  of  schedule! 

Through  the  Faculty  Enhancement  Initiative  of  the  September,  1991  Joint 
Memorandum  of  Understanding  (JMOU)  between  Meharry  and  the  U.S.  Public 
Health  Service,  Meharry  has  the  capacity  to  recruit  10  PHS  physicians 
for  a  three-year  period,  sponsored  by  the  U.S.  PHS.   A  desirable 
outcome  of  this  process  will  be  an  increased  interest  in  academic 
medical  careers  among  PHS  physicians,  with  the  likelihood  of  some  or 
most  becoming  permanent  members  of  Meharry  faculty. 

The  recruitment  of  strong  clinicians,  teachers,  and  researchers  to  be 
part  of  General  Hospital's  medical  staff  will  strengthen  the  undergrad- 
uate medical  education  program.   The  inpatient  and  outpatient  bases 
will  be  expanded,  which  will  help  ensure  accreditation  (or  in  the  case 
of  surgery,  pediatrics  and  obstetrics,  the  redevelopment  and 
reaccreditation)  of  Meharry's  residency  programs. 

Meharry 's  medical  students  and  residents  will  benefit  from  increased 
exposure  to  health  challenges  faced  particularly  by  the  poor  and 
underserved  in  an  urban  setting,  exposure  that  will  better  equip  them 
to  serve  such  patients  in  their  future  practices  across  the  country. 

Meharry  Medical  College  requests  that  the  federal  government  provide 
the  resources  that  are  urgently  needed  to  complete  the  physician 
staffing  plan  for  the  merger.   $6.0  million  is  needed  in  FY94  (By  June 
1994),  and  an  additional  $18.0  million  over  three  years  is  needed  for 
FY95  through  FY97. 
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The  Historic  Price  of  Success 

Meharry  Medical  College's  commitment  to  the  poor  and  underserved  of  the 
nation  and  the  world  has  been  its  major  strength  and  major  weakness. 
The  price  of  success  has  been  high  and  continues  to  rise.   Although 
meeting  community  needs  has  always  prevailed  in  the  face  of  scarce 
resources,  it  has  required  unremitting  institutional  and  individual 
struggle  and  sacrifice.   This  has  been  the  case  in  both  health  care  and 
health  sciences  education. 

Recent  reports  in  the  New  England  Journal  of  Medicine  indicate  that  the 
percentage  of  medical  school  graduates  choosing  primary  care  dropped 
from  36.1%  in  1982  to  14.6%  in  1992,  and  that  soon  less  than  20%  of 
U.S.  doctors  will  be  generalists.   Given  Meharry's  history  of 
graduating  physicians  who  pursue  primary  care  careers  in  underserved 
urban  and  rural  areas,  its  continued  survival  is  critical  to  the  health 
and  well-being  of  future  generations  of  disadvantaged  Americans. 
Studies  have  shown  that  75%  of  Meharry's  graduates  --  three  times  the 
current  national  average  for  U.S.  medical  and  dental  students  --  go  on 
to  practice  in  underserved  communities. 

For  many  of  Meharry's  students,  practicing  in  underserved  communities 
is  an  opportunity  to  give  back  to  the  very  communities  where  they  were 
raised.   This  commitment  of  Meharry  to  educate  and  train  well-qualified 
health  professionals  has  never  wavered  throughout  its  rich  history  and 
is  exemplified  by  the  large  number  of  Meharry  graduates  currently 
practicing  in  America.   The  Robert  Wood  Johnson  Foundation  reported 
that  by  the  1980 's  Meharry  had  trained  approximately  40%  of  all 
practicing  black  physicians  and  dentists  in  the  United  States. 

According  to  information  released  by  The  Council  on  Graduate  Medical 
Education  (COGME)  in  its  Third  Report  (October  1992),  unless  signifi- 
cant deficiencies  are  alleviated  in  the  physician  workforce,  in  the 
medical  education  system,  and  in  public  policy  addressing  health  care 
reform,  then  affordable  health  care  will  remain  a  major  obstacle  to  all 
U.S.  citizens.   The  merger  of  Nashville  General  Hospital  with 
Meharry/Hubbard  Hospital  will  help  to  address  these  concerns,  but  in 
doing  so  Meharry  needs  the  support  and  investment  of  others  who  share 
our  mission. 

Since  its  beginnings,  Meharry  has  always  operated  at  a  distinct  compet- 
itive disadvantage.   Nashville  is  the  second  smallest  city  in  the  U.S. 
with  two  medical  schools.   Omaha,  with  the  University  of  Nebraska 
Medical  School  and  the  Creighton  University  Medical  School,  is  the 
smallest.   According  to  the  1990  U.S.  Census,  the  population  of  the 
Nashville  MSA  (metropolitan  statistical  area)  is  985,000,  approximately 
60%  larger  than  the  618,000  of  the  Omaha  MSA. 

However,  unlike  the  University  of  Nebraska  Medical  Center  and  Creighton 
University  Medical  Center  that  share  a  predominantly  white  patient  base 
(87.6%  of  the  population  is  white),  Meharry  Medical  College  and 
Meharry/Hubbard  Hospital,  as  historically  black  institutions,  survive 
with  a  patient  base  that  is,  at  best,  20%  of  the  total  population 
(15.5%  is  black,  2%  other  minorities,  arid  perhaps  3%  of  the  white 
population) . 
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Patient  base  is  not  just  a  matter  of  race  or  ethnicity,  it  is  also  a 
matter  of  financial  ability.   According  to  figures  from  the  "Poverty 
Universe"  from  the  1990  census  issued  by  the  U.S.  Census  Bureau's 
Poverty  Statistics  Office,  only  9.4%  of  the  Omaha  MSA  population  was 
below  the  poverty  line,  while  11.3%  of  the  Nashville  MSA  population 
fell  below  that  line.   But  percentages  do  not  tell  the  true  story. 
There  were  fewer  than  half  as  many  blacks  and  whites  below  the  poverty 
line  in  Omaha  than  in  Nashville  (15,174  vs  39,216  for  blacks;  31,101  vs 
66,801  for  whites).   So  Nashville  presents  a  larger  number  of 
economically  disadvantaged  people  in  need  of  health  services,  a 
population  that  has  looked  —  and  continues  to  look  —  to 
Meharry/Hubbard  Hospital  for  those  health  services. 

Meharry  has  been  undercapitalized  from  the  very  beginning,  never  having 
the  critical  mass  of  resources  necessary  to  sustain  excellent  teaching, 
research,  and  service  programs.   The  impact  of  under-capitalization  is 
felt  most  acutely  through  the  effect  of  the  hospital  operation  on  the 
overall  institutional  economy.   In  spite  of  an  outstanding  record  of 
service  to  the  community,  Meharry  has  consistently  and  systematically 
been  excluded  from  publicly  funded  health  care  programs.   Although 
Meharry  has  demonstrated  both  the  commitment  and  ability  to  provide 
health  care  for  those  in  need,  it  has  not  been  allowed  to  compete  on  an 
equal  footing  with  other  health  care  institutions.   In  fact,  it  has 
been  estimated  that  Meharry 's  complete  exclusion  from  Nashville's  VA 
Hospital  and  Metro  General  Hospital  has  cost  the  College  well  in  excess 
of  $100  million.   Certainly,  Meharry  would  be  a  far  different 
institution  today  had  that  exclusion  not  taken  place. 

The  presence  of  Meharry  and  its  hospital  in  North  Nashville  allowed  the 
local  government  to  discount  the  needs  of  the  poor  and  underserved  — 
Meharry  assumed  primary  responsibility  for  underserved  health  care  by 
default.   Meharry  has  consistently  provided  indigent  care  to  the 
citizens  of  Nashville  at  great  financial  sacrifice.   Despite  a  1948 
commitment  to  reimburse  the  College  for  indigent  care,  the  city  has 
never  provided  more  than  20%  of  the  actual  cost  of  that  care;  for  the 
past  few  years,  it  has  provided  no  reimbursement  at  all. 

Providing  health  care  for  the  poor  in  the  face  of  inadequate  reimburse- 
ment has  been  Meharry 's  major  weakness  and  the  basis  for  its  financial 
struggle.   During  recent  years,  most  medical  schools  have  received  40% 
to  50%  of  their  revenue  from  some  form  of  patient  care.   Meharry 
receives  little  or  no  revenue  from  patient  care,  and  often  loses  money 
through  its  hospital.   Further,  the  successful  integration  of 
Nashville's  hospitals,  which  created  new  opportunities  for  choice  among 
the  black  middle  class  and  black  physicians,  contributed  to  an  erosion 
of  Meharry 's  clinical  base  that  has  also  affected  patient  care  revenue. 

The  size  of  Meharry 's  clinical  base  also  has  an  impact  on  its  educa- 
tional programs.   Although  Meharry  has  clinical  affiliations  that 
provide  inpatient  educational  opportunities,  low  patient  census  in 
Hubbard  Hospital  creates  challenges  for  undergraduate  clinical 
education,  and  has  contributed  to  the  loss  of  accreditation  for 
Meharry 's  surgery,  obstetrics-gynecology,  and  pediatrics  residency 
programs.   In  the  face  of  these  historic  difficulties,  Meharry  has 
succeeded  because  it  had  to  succeed  —  it  had  to  survive. 
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Clearly,  the  proposed  consolidation  of  Meharry/Hubbard  Hospital  and 
Metropolitan  Nashville  General  Hospital  presents  a  unique,  historic, 
and  strategic  opportunity  for  fundamental  change  for  Meharry  and  the 
City  of  Nashville. 

The  Impact  of  the  Hospital  Merger 

Merging  these  two  facilities,  through  a  long-term  lease  agreement  and 
professional  services  contract,  will  enable  Meharry  to  provide  health 
care  for  Nashville's  indigent  and  poor  without  the  attendant  financial 
burden,  and,  at  the  same  time,  transform  Meharry/Hubbard  Hospital  and 
its  clinical  faculty  from  financial  liabilities  into  financial  assets 
for  the  future.   Rather  than  seeing  yet  another  historically  black 
hospital  close  under  the  weight  of  crushing  financial  problems  (57 
between  the  years  1961  and  1988),  Meharry  has  the  opportunity  to  see 
its  hospital  transformed  into  a  financially  viable  resource  for  the 
entire  community  --  black  and  white. 

Meharry/Hubbard  Hospital  will  receive  an  infusion  of  almost  $50  million 
in  renovations  and  new  equipment.   The  City  will  pay  $2.5  million 
annually,  on  a  30-year  lease,  to  lease  space  for  the  hospital  it  will 
continue  to  operate.   And  the  City  contracted  with  Meharry  for  the 
provision  of  physician  services,  beginning  July  1,  1993,  and  subse- 
quently at  the  relocated  General  Hospital.   Upon  completion  of  the 
hospital  merger,  the  economic  impact  of  health  care  delivery  by  Meharry 
will  shift  from  a  net  loss  to  a  net  gain,  creating  a  long-term 
foundation  for  institutional  survival  and  growth. 

Through  this  consolidation,  Meharry  and  the  City  of  Nashville  have  the 
opportunity  to  create  a  local  model  of  health  care  and  health  profes- 
sions education  that  can  be  replicated  on  a  regional  and/or  national 
scale;  to  provide  and  conduct  health-services  and  health-policy 
research;  and  further,  to  design  and  deliver  high-quality,  cost- 
effective  health  care  that  is  accessible  to  all  segments  of  society. 

The  growing  crises  in  health  care  and  health  care  finance  --  AIDS, 
adolescent  pregnancy  and  childbirth,  escalating  medical  costs, 
increasing  numbers  of  uninsured  Americans  —  demand  new  approaches,  new 
models,  and  new  solutions.   As  President  Clinton's  health  care  reform 
agenda  explores  questions  of  expanding  coverage  and  controlling  costs, 
this  cost-effective  consolidation  of  a  public  and  private  hospital  will 
provide  important  lessons  for  the  broader  national  agenda. 

Moving  forward  in  step  with  the  Federal  government,  Governor  Ned 
McWherter  of  Tennessee  announced  in  1993  his  plan  to  mandate  managed 
care  for  all  Medicaid  and  indigent  patients  in  Tennessee.   This  plan, 
called  TennCare,  was  implemented  on  January  1,  1994,  supplants  Medicaid 
and  reflects  the  health  care  reform  agenda  of  President  Clinton  to 
provide  high-quality  health  care  delivery  at  affordable  costs.   While 
this  move  represents  a  major  policy  change  and  some  significant 
reduction  from  prior  Medicaid  funding,  it  is  clear  that  because  of  the 
merger,  Meharry  and  the  City  are  well-positioned  to  absorb  the  effects 
of  this  new  direction:   Meharry  provides  the  critical  primary  care 
manpower  and  the  City  provides  the  facilities  and  associated  funding. 
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Further,  there  is  a  commitment  from  the  State  of  Tennessee  that  ensures 
that  TennCare  will  not  adversely  affect  the  implementation  of  the 
hospital  merger  or  cause  a  financial  shortfall  to  either 
Meharry/Hubbard  or  General  Hospitals. 

Consolidation  of  these  two  hospitals  will  provide  significant 
financial,  educational,  patient  care,  and  research  benefits  to  include 
the  following: 

clinical  teaching  faculty  will  be  strengthened  through  new 
recruitment  and  clinical  education  will  be  strengthened  through 
an  expanded  patient  base; 

ambulatory  care  space  will  be  quadrupled  in  the  move; 

-  dental  services,  including  oral/maxillofacial  dentistry,  will 
become  available  to  patients; 

clinical  health-services  and  health-policy  research  relevant 
to  the  needs  of  the  poor,  underserved,  and  underinsured  will  be 
enhanced; 

the  existence  of  our  residency  programs  in  preventive  and 
occupational  medicine  will  enhance  our  development  of  a  model  of 
health  care  delivery  to  the  underserved; 

Nashville  will  save  an  estimated  $80  to  $100  million  by 
eliminating  the  need  to  renovate  or  rebuild  General  Hospital, 
and  between  $11  and  $20  million  over  three  years  in  the 
operation  and  delivery  of  health  care  services  to  the  indigent 
and  poor; 

the  predominantly  low-  to  middle-income  community  of  North 
Nashville  will  experience  economic  growth;  and 

Meharry  will  receive  annual  lease  income  and  increased 
compensation  for  professional  services,  reversing  the 
hospital's  financial  drain  on  the  economy. 

Clearly,  successful  completion  of  the  merger  is  critical  to  an 
academically  strong  and  financially  stable  Meharry. 

This  is  not  Meharry 's  first  attempt  at  fundamental  change.   However, 
the  potential  for  genuine  economic  realignment  possible  through  this 
merger  differentiates  this  developmental  opportunity  from  any  past 
efforts. 

In  the  early  to  mid-1980s,  Meharry  undertook  its  most  ambitious 
developmental  initiative  —  its  Plan  for  Academic  Renewal  (PAR)  -- 
aimed  squarely  at  enhancing  academic  excellence  and  achieving  financial 
stability  by  generating  philanthropic  investment  in  faculty,  programs, 
and  facilities.   The  expectation  was  that  those  resources  would  be  used 
to  recruit  and  support  the  critical  mass  of  basic  science  and  clinical 
faculty  needed  to  achieve  fundamental  economic  realignment  and 
strengthen  academic  programs. 
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PAR  had  mixed  success.   Among  its  accomplishments  were  the  recruitment 
of  significant  numbers  of  basic  science  faculty  who  have  since 
established  productive  research  programs;  a  clinical  affiliation  agree- 
ment with  the  Alvin  C.  York  VA  Medical  Center  in  Murf reesboro;  and 
limited  access  for  Meharry's  faculty  and  students  to  Nashville's  Metro 
General  Hospital.   The  two  clinical  affiliations  did  bring  with  them 
much  needed  (albeit  limited)  financial  resources  in  the  form  of  faculty 
salaries  and  stipends  for  residents.   These  critical  successes  helped 
to  position  Meharry  Medical  College  to  propose  the  merger  of  its 
hospital  and  Nashville  General  Hospital. 

PAR'S  most  significant  shortcomings  were  in  the  areas  of  clinical 
faculty  recruitment  and  patient  care  revenue.   Although  initial  results 
were  positive,  with  several  experienced  clinicians  joining  the  faculty, 
they  were  not  sustained.   Some  of  those  clinicians  left  Meharry  due  to 
Hubbard  Hospital's  low  clinical  base  and  lack  of  equipment. 

Hence,  while  many  of  the  anticipated  economic  benefits  from  increases 
in  the  size  of  the  basic  science  faculty  (increased  sponsored  research 
and  its  attendant  overhead  support)  have  been  realized,  the  anticipated 
benefits  of  Meharry's  investment  in  clinical  faculty  (increased 
hospital  census,  increased  patient  care  revenue,  a  financially  strong 
faculty  practice  plan)  were  not.   Economic  realignment  depended  on 
success  in  the  clinical  arena.   The  lack  of  success  there  prevented 
significant  improvement  in  the  Hospital's  finances,  thus  blunting  the 
kind  of  economic  realignment  now  possible  through  consolidation  of  the 
hospitals. 

Creating  the  Opportunity 

Although  many  groups  are  now  coming  together  to  put  positive  energy 
into  capitalizing  on  the  opportunities  presented  by  consolidation, 
creating  the  opportunity  did  not  come  easily.   In  December,  1988, 
Meharry  President  Dr.  David  Satcher  proposed  that  the  City  phase  out 
the  existing  Metropolitan  Nashville  General  Hospital  facility  and 
consolidate  its  services  with  Meharry's  George  W.  Hubbard  Hospital. 
Under  Dr.  Satcher' s  proposal,  the  City  would  continue  to  be  responsible 
for  managing  and  operating  the  consolidated  services  at  the  relocated 
General  Hospital,  and  would  continue  to  contract  with  Meharry  and 
Vanderbilt  University  for  physician  services,  with  Meharry  providing 
leadership  under  a  shared  Meharry-Vanderbilt  agreement. 

Two  facts  prompted  this  proposal.   First,  Meharry  enjoyed  considerable 
success  in  carrying  out  the  1985  shared-access  agreement  that  enabled 
the  College  to  provide  faculty  and  residents  for  Metro  General.   That 
arrangement  has  expanded  so  that  Meharry,  under  the  terms  of  the  merger 
agreement,  now  provides  all  of  the  Nashville  General  medical  staff. 

Second,  the  present  Nashville  General  facility  is  very  old  and  deteri- 
orating.  In  fact,  as  far  back  as  1975,  the  poor  physical  condition  of 
City  hospital  was  raised  as  an  issue  by  the  task  force  that  recommended 
access  for  Meharry  to  Nashville  General.   That  task  force  projected  the 
probable  lifespan  of  that  facility  as  ending  in  1980.   More  than  a 
decade  has  passed,  and  the  condition  of  Nashville  General  has  worsened. 
By  contrast,  Hubbard  Hospital  is  a  considerably  more  modern  facility 
(built  in  the  mid-'70s). 
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After  almost  three  years  of  study,  discussion,  and  sometimes  heated 
debate,  the  merger  was  approved  in  principle  at  the  October  24,  1991, 
meeting  of  the  Metro  Board  of  Hospitals,  when  the  Board  approved  a 
proposal  put  forth  by  Mayor  Philip  Bredesen.   Although  several  studies 
had  demonstrated  the  medical  and  financial  benefits  of  consolidation, 
some  Board  of  Hospital's  members  continued  to  express  concern  as  to 
whether  Meharry  would  be  able  to  recruit  the  physicians  needed  to  fill 
the  staff  positions  for  the  consolidated  hospital. 

Answering  these  concerns,  the  Mayor's  proposal  called  for  the  City  to 
negotiate  a  contract  with  Meharry  to  first  assume  responsibility  for 
medical  services  at  Metro  General  Hospital  over  a  24-  to  30-month 
period  (during  which  additional  clinical  faculty  would  be  recruited), 
and,  when  that  takeover  is  complete,  to  close  Metro  General  Hospital 
and  relocate  all  services  to  Meharry/Hubbard  Hospital.   Meharry  has 
recruited  all  physicians  as  outlined  in  the  agreement  and  on  July  1, 
1993,  assumed  total  responsibility  for  the  delivery  of  all  health  care 
services  at  General  Hospital. 

This  proposal  further  indicates  that  the  City  will  close  General 
Hospital  and  move  the  clinical  services  now  offered  there  to  the 
Meharry/Hubbard  site,  which  the  City  will  renovate  and  lease  by  1995. 
The  City  would  continue  to  manage  the  operation  of  the  consolidated 
hospital  under  a  long-term  lease  agreement  and  service  contract  with 
Meharry  for  physician  services. 

The  lease/merger  agreement  was  approved  by  the  Metropolitan  Board  of 

Hospitals  on  May  21,  1992,  and  by  the  Metro  Council  on  June  30,  1992, 

for  the  staffing  agreements,  and  on  August  18,  1992,  for  the  Master 
Agreements . 

So  now,  the  process  is  in  place  to  effect  the  merger.   But  it  will  not 
happen  automatically.   Meharry  has  satisfied  the  most  crucial 
determinant  --  meeting  the  various  physician  recruitment  benchmarks. 
The  July  1,  1992  requirement  to  have  one-third,  the  December  1,  1992 
requirement  to  have  two-thirds  of  the  needed  physicians,  and  the  July 
1,  1993  requirement  to  have  all  56  FTE  physician  slots  filled.   To 
ensure  success,  however,  significant  transition  funding  must  be  secured 
immediately  so  that  Meharry  can  cover  its  part  of  the  compensation 
costs  for  the  merger  physicians.   This  amount  for  FY94  is  $6.0  million. 
Through  the  Faculty  Enhancement  Initiative  of  the  September,  1991  Joint 
Memorandum  of  Understanding  (JMOU)  between  Meharry  and  the  U.S.  Public 
Health  Service,  Meharry  has  the  capacity  to  recruit  10  PHS  physicians 
for  a  three-year  period,  sponsored  by  the  U.S.  PHS.   Funds  for  this 
initiative  come  from  the  PHS'  Office  of  Minority  Health  to  the  Bureau 
of  Primary  Health  Care,  which  administers  the  program  using  the 
recruitment  and  employment  mechanisms  of  the  National  Health  Service 
Corps  Program. 

The  JMOU  established  a  broad-based  relationship  between  Meharry  and  the 
PHS  for  the  purpose  of  strengthening  Meharry 's  educational,  research, 
and  service  delivery  capabilities;  improving  its  financial  and  manage- 
ment condition;  and  preparing  to  implement  the  proposed  consolidation 
of  Meharry/Hubbard  and  Nashville  General  Hospitals.   The  JMOU  contains 
several  initiatives  in  three  broad  areas:   management,  staffing,  and 
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training/service/research.  One  desirable  outcome  of  this  process  will 
be  an  increased  interest  in  academic  medical  careers  among  PHS 
physicians,  with  the  strong  likelihood  of  some  becoming  permanent 
members  of  the  Meharry  faculty. 

Completing  the  Process 

Now  that  the  recruitment  benchmarks  have  been  met  and  Meharry  has 
assumed  full  responsibility  for  staffing  General  Hospital's  services, 
effective  July  1,  1993,  the  agenda  and  locus  shift.   The  focus  becomes 
the  Metro  Council  and  appropriations  for  capital  improvements.   By 
April,  1994,  the  Metro  Council  is  expected  to  vote  on  the  capital 
improvements  appropriation  to  fund  the  necessary  renovations  at  and 
equipment  purchases  for  Meharry/Hubbard  Hospital  as  specificed  in  the 
Mayor's  transition  budget  for  consolidation.   However,  it  is  critical 
that  Meharry  secure  the  $6.0  million  in  transitional  funding  prior  to 
this  vote.   Meharry  must  demonstrate  that  it  is  fully  capable  and 
well-positioned  to  continue  on  course  with  the  implementation  of  the 
merger. 

Once  capital  improvements  are  approved,  the  City's  procurement  process 
will  go  into  motion  to  solicit  bids,  which  could  take  anywhere  from 
three  to  six  months.   Assuming  the  renovation  work  is  underway  by  July 
1994,  the  earliest  relocation  date  would  be  July  1996  (the  beginning  of 
YR3)  . 

A  longer  appropriations  or  procurement  process,  or  any  delays  in 
construction  and  equipment  purchasing  would  push  relocation  back 
further.   At  a  minimum,  Meharry  would  expect  the  relocation  to  be 
completed  no  later  than  June  30,  1996  (end  of  YR3 ) .   The  cost  savings 
that  can  begin  once  consolidation  is  completed  is  an  incentive  for  the 
City  to  keep  the  process  moving  as  fast  as  possible. 

The  major  investment,  however,  relates  to  covering  the  compensation 
(salary  and  benefits)  differential  between  Meharry 's  cost  and  what  is 
provided  through  the  professional  services  contract  with  the  City. 
Some  of  the  new  faculty  will  provide  patient  care  full-time.   Others 
will  provide  patient  care  and  teach;  still  others  will  add  research  to 
teaching  and  patient  care.   Unlike  the  agreement  that  existed  between 
General  Hospital  and  Vanderbiit,  which  allowed  Vanderbilt  to  provide 
coverage  at  General  using  residents,  the  agreement  between  the  City  and 
Meharry  mandates  the  use  of  either  Board  Certified  or  Board  Eligible 
physicians.   This  significantly  raises  the  costs  for  Meharry. 

The  contract  with  the  City  of  Nashville  will  provide  no  more  than  50% 
of  the  compensation  required  by  the  new  faculty.   The  remaining  50% 
must  come  from  other  sources  --  private  sources,  clinical  practice, 
other  staffing  agreements  (e.g.,  VA  Hospital),  and  clinical  and/or 
health-services  research. 

The  development  of  private  practice  and/or  research  bases  will  take  a 
minimum  of  three  years,  and,  in  some  cases,  up  to  five  years.   In  the 
interim,  Meharry  must  be  prepared  to  cover  those  transition  costs, 
estimated  to  be  $6.0  million  per  year,  depending  on  the  final  make-up 
of  the  recruited  faculty.   This  amount  would  be  expected  to  begin  to 
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decrease  toward  the  end  of  the  third  year  as  practice  and  research 
development  begin  to  build.   The  total  amount  of  compensation  to  be 
covered  during  the  next  four  years  is  estimated  to  be  $24.0  million. 

Meharry  cannot  defray  these  costs  from  the  bottom  line.   Investment 
capital  to  provide  the  necessary  financial  transition  support  for 
faculty  must  be  obtained  from  other  sources.   Meharry 's  former 
president,  Dr.  David  Satcher,  was  spearheading  our  efforts  to  generate 
this  support  from  government  and  philanthropic  sources  when  he  was 
called  to  higher  national  service  by  President  Clinton  in  January,  1993 
—  first  as  a  health  consultant  in  formulating  the  President's  national 
health  care  reform  agenda,  and  finally  as  Director  of  the  Centers  for 
Disease  Control  and  Prevention. 

All  Meharrians,  Nashvillians  and  Tennesseans  are  pleased  and  honored 
that  the  President  of  the  United  States  recognized  Dr.  Satcher 's 
national  leadership  qualities.   However,  Dr.  Satcher 's  major  focus  as 
Meharry 's  President,  prior  to  the  call  to  national  service,  was  to 
secure  support  for  merger  physician  salaries.   As  a  result  of  his 
national  service,  progress  toward  this  goal  was  hindered. 

Resource  Requirements 

A  monumental  step  toward  resolving  the  College's  deficient  financial 
base  rests  with  the  outcome  of  the  final  consolidation  phase  of  the 
publicly  funded  General  Hospital  with  the  privately  operated 
Meharry/Hubbard  Hospital.   In  taking  this  step,  Meharry  must  be  fully 
prepared  to  meet  its  contractual  obligations  as  outlined  in  the  merger 
agreement,  irrespective  of  whether  those  obligations  differ  from 
previous  agreements  used  by  the  City  of  Nashville. 

The  academic  and  economic  benefits  of  this  merger  come  with  a  high 
price  tag.   To  complete  the  clinical  faculty  recruitment  and  to  provide 
the  necessary  financial  transition  support  will  require  a  four-year 
investment  in  excess  of  $24.0  million. 

An  estimated  $160,000  is  required  for  additional  recruitment 
and  relocation  expenses. 

An  estimated  $400,000  is  required  for  the  renovation/refurbish- 
ment/furnishing of  office,  research,  and  clinical  space. 

-  An  estimated  $24,000,000  in  transition  capital  is  required  over 
four  years  to  accommodate  the  compensation  (salary/benefits) 
differential  as  revenue  streams  build. 

Meharry  Medical  College  requests  that  the  federal  government  provide 
the  resources  that  are  vitally  needed  to  complete  the  physician 
staffing  plan  for  the  merger.   $6.0  million  is  needed  in  FY94  (By  June, 
1994),  and  an  additional  $18.0  million  over  three  years  is  needed  for 
FY95  through  FY97. 
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Conclusion 

The  merger  of  Meharry/Hubbard  Hospital  and  Nashville  General  Hospital 
is  an  opportunity  that  has  not  been  available  to  other  historically 
black  colleges  and  hospitals  in  the  past.   The  success  that  Meharry  is 
already  commanding  as  this  merger  progresses  is  what  these  other 
institutions  have  dreamed  of,  but  were  unable  to  accomplish  for  many 
different  reasons.   Meharry  is  now  in  a  position  to  achieve  the 
financial  stability  it  has  fought  so  hard  to  achieve  throughout  its 
distinguished  history. 

The  hospital  consolidation  holds  tremendous  promise  for  Meharry 's 
financial  status.   We  predict  conservatively  that  when  the  merger  is 
fully  implemented,  its  positive  financial  impact  on  Meharry 's  bottom 
line  will  be  at  least  $15  million  per  year.   This  projection  is  based 
on  the  confidence  that  lease  payments  on  the  Meharry/Hubbard  facility 
will  bring  between  $2  million  and  $3  million  per  year  to  Meharry,  the 
loss  from  patient  care  should  go  from  approximately  $11  million  to  zero 
(since  the  City  of  Nashville  will  subsidize  indigent  care),  the 
increase  in  faculty  support  will  be  $3  million  per  year,  and  a  possible 
$5  million  from  additional  patient  care  income  will  be  attainable. 

The  City  of  Nashville  will  also  gain  from  the  consolidation.   The  City 
will  save  the  estimated  $80  million  to  $100  million  necessary  to 
rebuild  or  fully  renovate  the  present  General  Hospital.   Additionally, 
the  consolidation  promises  to  save  Nashville  10%  in  the  annual  cost  of 
operating  and  providing  health  care  services.   By  relocating  to 
Meharry/Hubbard,  the  City  will  be  able  to  offer  Nashvillians  more 
cost-efficient  health  care  delivered  in  a  modern  state-of-the-art 
facility.   This  is  truly  a  win-win  situation. 

Much  has  been  accomplished  already,  but  rather  than  rest  on  the 
successes  it  presently  enjoys,  Meharry  is  continuing  to  move  forward  in 
its  plan  to  provide  a  level  of  health  care  previously  unavailable  in 
Nashville.   In  moving  toward  financial  self-sufficiency,  Meharry  has 
identified  four  major  components: 

1.  To  finalize  full  consolidation  with  General  Hospital,  thereby 
eliminating  the  historic  financial  drain  associated  with  indigent 
care  at  Meharry/Hubbard  Hospital. 

2.  To  heighten  the  application  of  strategic  marketing  leading  to 
increased  private,  public,  corporate,  and  alumni  contibutions 
which  enable  the  institution  to  reach  an  endowment  level  necessary 
to  sustain  an  adequate  financial  base. 


3.  To  inc 
from  ex 


rease  funds  generated  through  faculty  extramural  grants  and 
xpanded  clinical  services. 


4.  To  continuously  improve  operational  and  fiscal  management  toward 
ongoing  cost  containment,  and  the  implementation  of  a  more 
productive  faculty  medical  practice  plan. 

Meharry  recognizes  that  to  achieve  all  of  its  goals  and  objectives  will 
require  a  high  level  of  commitment  from  everyone  associated  with  this 
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process.   The  opportunities  and  challenges  offered  by  the  merger  will 
be  realized  by  developing  and  implementing  strategic  plans  that  ensure 
success.   Meharry  is  currently  developing  strategies  that  will: 

1.  Retain  and  increase  our  current  market  share  of  TennCare  patients 
(replaced  Medicaid); 

2.  Enhance  our  entry  into  the  commercial  market; 

3.  Maximize  our  revenue  potential; 

4.  Focus  on  our  uniqueness  as  an  academic  health  sciences  center  with 
comprehensive  health  components  in  medicine,  dentistry,  and 
behavioral  health;  and 

5.  Maintain  and  strengthen  the  Meharry  mission  of  providing 
excellence  in  health  education  and  health  care,  particularly  to 
the  underserved  and  underrepresented  of  this  nation  and  the  world. 

There  has  never  been  a  better  time  nor  a  better  place  for  a  venture 
like  this  to  be  attempted.   Meharry  has  earned  its  rightful  place  in 
America's  health  care  history.   Time  and  again  Meharry  has  demonstrated 
its  ability  and  willingness  to  accept  any  challenge  confronting  it  and 
turning  that  challenge  into  an  opportunity  to  excel.   It  has  served 
this  community  and  this  nation  when  doing  so  almost  meant  sacrificing 
itself.   Meharry,  more  so  than  most  institutions  in  Nashville,  has 
promoted  and  effected  racial  intergration  throughout  the  community.   It 
has  provided  a  level  of  care  and  compassion  to  the  poor  and  underserved 
that  other  health  care  providers  either  overlooked  or  were  unwilling  to 
address  for  too  many  years.   And  Meharry  has  given  this  nation  and  the 
world  hope  and  promise  for  tomorrow  when  its  own  tomorrows  were  not 
even  guaranteed,  much  less  promised.   This  is  Meharry 's  time,  and  this 
opportunity  is  deserving  of  your  support. 
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Mr.  Smith.  Your  request  is  for  $6  million  for  1995,  and  what  is 
it? 

Dr.  FOSTER.  Three  successive  years.  Same  amount  each  year. 

Mr.  Smith.  What  about  the  year  after  that,  then;  how  do  you 
take  care 

Dr.  Foster.  We  feel  by  that  time  we  will  have  moved  out  of  two 
hospitals — we  are  now  providing  services  in  the  old  county  and  an- 
other hospital.  In  two  years,  we  will  move  all  services  to  one  hos- 
pital. This  will  allow  our  physicians  to  earn  more  practice,  to  help 
cover  their  own  salaries  and  be  able  to  do  clinical  research. 

Mr.  Smith.  I  am  not  quite  clear  why  you  are  not  participating 
in  this  historically  black  college 

Dr.  Foster.  By  the  definition  of  who  is  eligible.  We  would  love 
to  be  members  but  we  are  not  a  baccalaureate  undergraduate 
school;  we  are  a  freestanding  professional  health  sciences  center. 
We  don't  take  college  students.  We  offer  degrees  in  medicine,  den- 
tistry, Ph.D.  degrees  in  the  health  sciences,  an  entire  graduate 
school,  and  all  medical.  That  excludes  us. 

That  is  why  we  are  seeking  this  kind  of  funding.  If  we  could  get 
it  the  other  way,  we  would  certainly  seek  it. 

Mr.  Porter.  I  was  interested  in  what  you  said  about  the  medic- 
aid program  in  Tennessee.  Is  every  medicaid-eligible  person  in  an 
HMO? 

Mr.  Ford.  They  are  in  TennCare,  and  that  contracts  out  with 
over  seven  managed  groups.  I  don't  know  whether  they  are  HMOs, 
but  they  are  managed  groups.  The  State  will  give  them  so  many — 
we  have  open  season;  each  January  you  can  opt  out. 

Mr.  Porter.  The  individual  can  choose  among  these  seven  plans? 

Mr.  Ford.  That  is  correct.  We  have  just  implemented  this  as  of 
January  1st  of  this  year.  There  have  been  a  lot  of  complaints  about 
it,  but  things  seem  to  be  settling  in  somewhat. 

Mr.  Porter.  What  you  have  basically  done  is  empower  people 
who  are  medicaid-eligible  to  buy  into  private  care  systems? 

Mr.  Ford.  That  is  correct,  because  an  individual  without  AFDC 
or  SSI  would  still  be  eligible  to  join  by  paying  a  premium.  They 
could  work  for  a  small  business  without  health  coverage;  then  they 
would  be  eligible.  If  you  are  an  employer  providing  health  coverage, 
you  cannot  drop  it  to  join  the  program,  similar  to  the  proposal  that 
the  subcommittee  in  Ways  and  Means  reported  out  in  their  bill. 

Mr.  Porter.  What  about  long-term  medicaid,  is  that  preserved 
outside  the  system? 

Mr.  Ford.  Yes.  Costwise,  there  is  no  way  you  can  do  it.  Some  of 
the  TennCare  provisions  even  in  the  mental  health  and  the  drug 
components  are  weaker  than 

Mr.  Smith.  Let  me  get  down  to  tacks.  We  want  to  help.  Con- 
gressman Ford  doesn't  come  here  unless  he  has  something  that  is 
responsible,  and  I  think  this  is  a  responsible  proposal.  The  problem 
is  this:  There  is  no  authorization.  If  you  could  get  that  historically 
black  college — they  do  have  an  authorization.  If  you  could  get  that 
amended  to  permit  you  to  participate  under  that,  or  some  way,  get 
this  thing  authorized,  it  would  be  helpful;  because  we  don't  go  to 
the  Floor  with  a  rule,  and  somebody  could  knock  it  out  on  point  of 
order.  So  we  are  at  a  disadvantage  here. 
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I  know  you  must  have  looked  into  this,  but  I  think  you  need  to 
do  all  you  can  to  try  to  find  some  way,  as  an  amendment  to  an- 
other act  or  something,  to  get  this  authorized. 

Mr.  Ford.  In  looking  at  the  Historically  Black  Colleges  language 
it  would  be  very  difficult  for  this  medical  college  to  meet  the  cri- 
teria. 

Mr.  Smith.  Could  you  change  the  criteria,  though? 

Mr.  Ford.  Everything  is  possible. 

Mr.  Smith.  It  puzzles  me  why  a  college  that  only  has  doctors'  de- 
grees or  graduate  degrees  should  not  be  qualified  under  the  Act. 
Why  should  they  be  excluded? 

Dr.  Foster.  I  agree  with  you;  perhaps  because  we  are  the  only 
one.  We  are  the  only  freestanding,  private — — 

Mr.  Smith.  Howard  was  just  added  a  year  ago. 

Dr.  Foster.  But  they  are  not  private.  I  don't  know  if  that  makes 
a  difference. 

May  I  make  just  one  comment  to  the  question  Mr.  Porter  posed? 
Mr.  Porter,  one  of  the  things  about  TennCare  that  is  new,  before 
TennCare  there  were  just  under  a  million  enrollees  in  medicaid. 
We  have  added  an  additional  450,000;  it  covers  everyone. 

Here  is  the  problem.  The  capitation  for  this  program  is  only 
$1,512  a  year  per  enrollee.  There  are  some  physicians  already  who 
won't  care  for  these  patients  because  of  the  relatively  low  reim- 
bursement rates.  For  that  reason,  we  know  for  some  time  to  come 
there  will  be  need  for  services  like  Meharry  Hospital  provides.  That 
is  important  to  understand.  They  have  some  access  to  care,  but  it 
is  not  as  useful  as  we  would  like. 

Mr.  Porter.  HMOs  can  contract  with  the  hospital? 

Dr.  Foster.  That  is  correct. 

Mr.  Ford.  The  State  received  a  waiver  from  HHS. 

Dr.  Foster.  A  practicing  physician  outside,  that  can  be  a  prob- 
lem. 

Mr.  Ford.  Could  I  raise  one  question? 

When  we  are  talking  about  this  provision  for  Historical  Black 
Colleges,  would  it  be  possible  that  maybe  the  committee  could  add 
additional  funds  and  state  in  the  language,  in  the  report  language 
maybe 

Mr.  Smith.  Technically,  we  are  in  this  position:  We  don't  get  a 
rule,  so  we  could  put  it  in,  but  somebody  could  knock  it  out  on  the 
House  Floor.  If  they  did,  it  could  be  done  in  conference  providing 
the  authorizing  committee  doesn't  object;  so  you  need  to  work  with 
the  authorizing  committee,  too. 

In  subcommittees  that  I  have  handled,  I  haven't  included,  in  con- 
ference, report  language  that  authorizing  committees  objected  to. 

Mr.  Ford.  We  are  going  to  proceed  in  that  order,  but  I  would  ap- 
preciate it  if  the  committee  would  give  it  its  full  consideration. 

Mr.  Smith.  We  will  work  with  you.  We  will  recess  for  this  vote. 

[Recess.] 


Thursday,  May  5,  1994. 

WITNESS 

HON.  THOMAS  M.  BARRETT,  A  REPRESENTATIVE  IN  CONGRESS  FROM 
THE  STATE  OF  WISCONSIN 
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Mr.  Smith.  Mr.  Barrett. 

Mr.  Barrett.  Thank  you,  Mr.  Chairman.  Thank  you  for  the  op- 
portunity to  be  here.  I  will  be  brief.  I  know  that  there  are  many 
women  sitting  behind  me  who  are  ready,  willing  and  anxious  to 
testify.  I  thank  you  for  holding  the  hearing  and  listening  to  Mem- 
ber concerns. 

I  would  like  to  encourage  the  subcommittee  to  approve  funding 
for  Job  Corps  sites  as  part  of  the  Department  of  Labor  appropria- 
tion. I  make  this  request  because  Job  Corps  is  a  program  that  I 
think  is  an  excellent  program  that  has  worked  for  the  last  30  years 
and  it  is  a  program  that  we  need  desperately  in  the  district  that 
I  represent. 

I  recognize  the  challenges  that  you  face  as  you  weigh  the  spend- 
ing priorities  for  the  Nation,  and  I  share  your  commitment  to 
spending  cuts  and  deficit  reduction  and  I  applaud  you  for  your  ef- 
forts in  that  area.  You  are  in  the  trenches  and  have  to  make  tough 
decisions. 

As  we  work  to  set  new  budget  priorities,  we  need  to  eliminate 
programs  that  waste  taxpayers'  money  and  encourage  those  that 
invest  in  the  future.  The  Job  Corps  program  falls  into  the  latter 
category. 

I  think  most  of  the  people  on  the  committee  are  familiar  with  the 
Job  Corps  program.  It  takes  at-risk  youths,  puts  them  in  a  campus 
setting  and  gives  them  the  education  and  training  they  need  to  be 
successful  in  society.  It  is  estimated  that  for  every  dollar  invested 
in  Job  Corps,  the  program  returns  $1.46  to  the  economy.  Eighty- 
one  percent  of  the  Job  Corps  graduates  get  jobs,  join  the  military 
or  go  back  to  school. 

I  am  hopeful  that  one  of  the  new  centers  will  be  located  in  Mil- 
waukee because  we  have  a  great  need  for  one.  According  to  Depart- 
ment of  Labor  statistics,  the  State  of  Wisconsin  ranks  last  among 
the  50  States  and  Puerto  Rico  in  terms  of  poverty  youth  served  by 
Job  Corps. 

Many  of  the  needy  young  people  reside  in  my  district  in  Milwau- 
kee. Unfortunately,  Milwaukee's  at-risk  youth  do  not  currently 
have  easy  access  to  Job  Corps  services.  The  closest  Job  Corps  cen- 
ters are  in  Illinois  and  far  northern  Wisconsin,  hundreds  of  miles 
away  from  the  city.  The  City  of  Milwaukee  worked  very  hard  and 
submitted  a  proposal  during  the  recent  Job  Corps  site  selection 
process.  The  plan  was  very  competitive  with  other  proposals,  but 
it  came  up  a  little  short. 

The  Milwaukee  community  is  prepared  and  anxious  to  submit 
another  excellent  proposal  if  new  sites  are  approved.  There  is 
strong  community  support  for  making  a  Milwaukee  Job  Corps  cen- 
ter one  of  the  best  in  the  Nation. 

I  hope  you  will  work  to  provide  some  funding  for  the  Job  Corps 
program  so  that  young  people  in  places  such  as  Milwaukee  can  look 
forward  to  a  brighter  future. 

Thank  you. 

Mr.  Smith.  Who  is  putting  up  the  money  for  the  Milwaukee 
share? 

Mr.  Barrett.  The  city  and  there  is  a  very  active  local  support 
as  well.  The  community  is  very  excited  about  it. 

Mr.  Smith.  Thank  you  very  much. 
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Mr.  Barrett.  Thank  you  for  your  time. 


Thursday,  May  5,  1994. 
CONGRESSIONAL  CAUCUS  FOR  WOMEN'S  ISSUES 

WITNESSES 

HON.    PATRICIA    SCHROEDER,    A    REPRESENTATIVE    IN    CONGRESS 

FROM  THE  STATE  OF  COLORADO 
HON.  OLYMPIA  J.  SNOWE,  A  REPRESENTATIVE  IN  CONGRESS  FROM 

THE  STATE  OF  MAINE 
HON.    LOUISE    M.    SLAUGHTER,   A   REPRESENTATIVE    IN    CONGRESS 

FROM  THE  STATE  OF  NEW  YORK 
HON.  PATSY  T.  MINK,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 

STATE  OF  HAWAII 
HON.  CONSTANCE  A.  MORELLA,  A  REPRESENTATP^E  IN  CONGRESS 

FROM  THE  STATE  OF  MARYLAND 
HON.  CYNTHIA  A.  McKINNEY,  A  REPRESENTATIVE  IN  CONGRESS  FROM 

THE  STATE  OF  GEORGIA 
HON.  LYNN  SCHENK,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 

STATE  OF  CALD70RNIA 
HON.  JAN  MEYERS,  A  REPRESENTATIVE  IN   CONGRESS  FROM  THE 

STATE  OF  KANSAS 

Mr.  Smith.  Next  we  have  the  Congressional  Caucus  for  Women's 
Issues.  How  many  spokeswomen  do  we  have? 

Mrs.  SCHROEDER.  A  lot. 

Mr.  Smith.  Go  ahead. 

Mrs.  SCHROEDER.  Thank  you,  Mr.  Chairman.  We  are  so  pleased 
that  you  are  chairing  this  subcommittee.  We  welcome  you  and 
thank  you  so  much  for  letting  us  come  by. 

I  feel  particularly  warm  towards  Congressman  Smith  because  it 
was  the  very  first  congressional  race  I  ever  worked  in.  I  went  to 
Roosevelt  High  School,  and  he  was  running,  and  it  was  my  first 
real  experience;  so  it  is  fun  to  see  you  up  there. 

We  wanted  to  come  by  to  tell  you — and  I  know  we  don't  need  to 
tell  you  too  much — but  it  has  been  a  long  time  that  women  were 
ignored  in  health  care  issues.  We  made  a  big  effort  to  close  that 
gap  and  the  President  signed  the  bill  finally  after  we  had  had 
many  vetoes  that  we  couldn't  override.  We  feel  it  is  a  very  top  pri- 
ority because  by  the  end  of  this  decade  we  want  to  know  as  much 
about  women's  health  as  we  now  know  about  men's  health. 

It  is  not  just  breast  cancer  and  cervical  cancer,  but  things  like 
heart  disease  studies  and  the  whole  range  of  things  that  women 
have  been  left  out  of,  so  everybody  here  is  going  to  be  talking  about 
different  parts.  I  just  want  to  frame  it.  I  am  going  to  put  most  of 
my  comments  in  the  record,  because  I  know  that  you  are  part  of 
the  choir;  but  we  want  to  keep  these  going  because  we  think  that 
it  will  be  very  important. 

AIDS  has  become  a  number  one  killer  of  women  and  they  have 
not  been  in  the  research  until  recently.  The  women's  health  initia- 
tive is  terribly  important,  because  we  don't  have  data  on  hormone 
replacement  therapy,  on  causes  of  breast  cancer,  colon  cancer — that 
is  a  package  for  older  women  and  as  my  hair  gets  grayer  I  am  very 
interested.  For  so  long  they  treated  women  as  if  after  they  were 
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through  their  birthing  ages,  they  weren't  worth  bothering  with. 
Men  aged  but  women  rotted  so  they  had  us  in  none  of  the  studies. 

The  second  study  which  deserves  support  is  the  Adolescent 
Health  Study  recently  funded  by  the  National  Institute  of  Child 
Health  and  Human  Development,  called  the  ADD  Health,  and  it 
has  been  in  the  NIH  Revitalization  Act  of  1993.  The  reason  I  think 
this  is  so  important  is  we  find  adolescents  fall  out  of  the  health 
care  system  at  nine  or  ten.  They  refuse  to  go  to  the  doctor  anymore 
because  they  are  not  a  baby,  and  they  are  too  young  to  go  to  adult 
doctors.  So  when  they  get  all  their  habits,  their  eating  habits, 
smoking,  exercise,  everything — they  are  not  in  the  health  care  sys- 
tem. HHS  shows  that  if  they  remain  in  the  health  care  system 
somehow,  they  have  a  different  health  profile. 

We  seem  to  be  scared  to  look  at  this  adolescent  health  group. 
This  would  focus  on  components  of  a  teen's  life,  that  really  impacts 
on  their  health  and  helps  them  make  those  choices  and  what  we 
can  do  to  turn  this  around.  I  hope  that  we  can  get  that  funded  too, 
because  if  we  don't  work  on  those  early  preventive  years,  we  will 
spend  forever  trying  to  do  the  catastrophic  things  later  on. 

I  will  put  the  rest  of  my  statement  in  the  record. 

[The  prepared  statement  follows:] 
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TESTIMONY  BY  THE  HONORABLE  PATRICIA  SCHROEDER 


BEFORE  THE 


APPROPRIATIONS  SUBCOMMITTEE 


ON  LABOR,  HEALTH  AND  HUMAN  SERVICES,  AND  EDUCATION 
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Mr.  Chairman  and  Members  of  the  Subcommittee,  I  am  very  pleased  to  once  again 
lead  a  panel  of  Congresswomen  to  testify  before  this  subcommittee  about  the  importance  of 
adequately  funding  women's  issues.   This  subcommittee  has  both  the  privilege  and  the 
responsibility  of  making  appropriations  for  some  of  the  most  critical  programs  carried  out  by 
the  Federal  government.    I  know  the  hard  decisions  that  you  must  make  each  year,  but  urge 
you  to  ensure  that  the  needs  of  women,  who  make  up  52%  of  the  population,  are  not 
overlooked. 

Today  I  would  like  to  start  off  by  making  women's  health  a  top  priority  --  both  in 
research  and  in  service  delivery.    A  number  of  the  other  Congresswomen  will  speak  about 
the  importance  of  women's  health.  They  will  talk  about  research  on  women's  health,  the 
Office  of  Research  on  Women's  Health,  the  Breast  and  Cervical  Mortality  Prevention  Act, 
family  planning,  the  Infertility  Prevention  Program,  the  PHS  Office  of  Women's  Health,  and 
many  other  very  important  programs  and  activities  that  need  the  support  of  this  subcommittee 
and  the  entire  Federal  Government.   I  will  highlight  a  few  key  areas  that  I  think  are 
particularly  important. 

We  have  come  a  long  way  in  expanding  research  on  women's  health  in  recent  years, 
but  we  must  not  think  that  the  job  is  complete.   There  remains  years  of  research  --  and  yes 
millions  of  dollars  ~  to  go  before  we  will  begin  to  catch  up  in  knowledge  about  the  causes, 
treatments,  and  prevention  of  diseases  that  affect  women.   And  I'm  not  just  talking  about 
breast  cancer  and  ovarian  cancer,  which  are  truly  dread  diseases,  but  I'm  also  talking  about 
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diseases  like  heart  disease  which  is  the  number  1  killer  of  women  ,  and  AIDS  where  women 
are  the  fastest  growing  population  of  people  becoming  infected.   There  is  much  further  to  go 
and  I  ask  for  your  strong  and  clear  support  for  continued  increases  in  funding  for  women's 
health  research  at  the  National  Institutes  of  Health. 

Two  specific  studies  deserve  your  attention.   First  is  the  Women's  Health  Initiative, 
which  will  ultimately  yield  critical  information  about  such  things  as  hormone  replacement 
therapy  and  the  causes  of  breast  cancer,  colon  cancer  and  heart  disease,  among  other  things. 
This  study  must  be  fully  funded  as  the  President  has  requested  because  we  know  that  it  will 
take  such  a  long  term  investment  before  we  can  begin  to  expect  results.   The  recent  Institute 
of  Medicine  study,  although  it  raised  some  questions  about  particular  sections  of  the  design, 
lauded  the  goal  of  the  study  -  and  has  been  working  with  the  NIH  to  ensure  that  any 
disagreements  with  the  study  design  are  resolved. 

The  second  study  which  deserves  your  support  is  the  Adolescent  Health  Study 
recently  funded  by  the  National  Institute  of  Child  Health  and  Human  Development.   This 
study,  which  is  appropriately  called  "ADD  Health",  responds  to  an  amendment  I  offered  to 
the  NIH  Revitalization  Act  of  1993  to  require  NIH  to  study  the  long  overlooked  area  of  the 
health  of  America's  teens.   By  studying  how  teens  (and  particularly  teenage  girls)  grow  and 
develop  lifelong  health  habits,  we  will  leam  how  to  promote  healthier  girls  and  ultimately 
healthier  women.   I  think  that  is  something  we  all  can  agree  on.  This  study  focuses  on  all  of 
the  components  in  a  teen's  life  that  impacts  her  health:  from  family  relationships,  school 
activities,  and  friendships  to  smoking  exercise,  nutrition,  and  seat-belt  use.   This  study  has 
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already  been  funded  by  N1CHD,  but  I  wanted  the  subcommittee  to  know  about  this  important 
research  and  to  give  its  strong  support  for  it. 

Finally,  I  would  urge  continued  and  increased  support  for  the  Contraceptive  and 
Infertility  Research  Centers  which  have  been  established  by  the  NIH  and  which  are 
authorized  in  the  NIH  Revitalization  Act  as  well.   We  must  be  able  to  offer  families 
appropriate  contraceptives  that  meet  their  needs,  but  unfortunately  this  is  an  area  of  research 
in  which  we  are  woefully  behind.    We  must  increase  the  funding  for  these  research  centers  if 
we  want  real  breakthroughs  in  contraceptives  and  infertility  treatments  for  women.    The 
modest  increase  proposed  by  the  President  just  doesn't  meet  the  need,  so  I  urge  the 
Subcommittee  to  increase  the  budget  for  this  important  program.   These  centers  not  only 
create  exceptional  research  opportunities,  develop  training  protocols,  and  continuing 
education  for  physicians,  scientists,  nurses  and  other  health  professionals,  but  they  also  create 
loan  repayment  programs  to  attract  the  best  new  medical  research  professionals.   This  loan 
repayment  program  is  a  great  way  to  attract  the  best  scientists  and  to  ensure  that 
contraceptive  and  infertility  research  continues  to  be  a  field  with  a  future.   This  program  is 
finally  being  fully  implemented  in  FY95,  so  the  time  for  funds  for  this  program  is  now. 

Mr.  Chairman,  this  is  your  first  time  to  listen  as  Chairman  to  the  women  in  Congress 
come  before  this  panel  to  testify  on  women's  issues.    I  thank  you  for  this  opportunity  and  I 
urge  to  listen  -  and  to  act  -  so  that  women  of  America  are  given  the  opportunities  they  need 
to  be  healthy  and  productive  citizens. 
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Mr.  Smith.  We  will  put  all  the  statements  in  the  record. 

I  think  that  one  of  the  things  that  we  need  to  do,  first  of  all,  in 
health  care  is  include  all  children.  We  could  take  care  of  so  many 
problems;  and  it  is  not  just  health  problems,  it  is  employment  prob- 
lems. Somebody  comes  in  and  they  have  five  children,  somebody 
else  comes  in  and  they  have  none.  If  you  are  a  small  business  per- 
son, you  have  to  think  up  here  a  little  bit  about  the  difference  in 
the  cost  of  premiums.  It  is  so  cost-effective. 

Anyway,  I  had  to  say  that  as  I  passed  here,  but  that  doesn't 
seem  to  be  what  people  are  concentrating  on  at  all. 

Mrs.  Schroeder.  We  are  glad  you  are  thinking  about  it. 

Mr.  Smith.  We  need  to  concentrate  on  that  a  little  bit  more. 

Ms.  Snowe.  Thank  you,  Mr.  Chairman.  I  certainly  join  my  col- 
league in  welcoming  you  as  Chairman  of  the  subcommittee  and  Ms. 
Pelosi  and  Mr.  Porter,  you  have  been  very  supportive  of  our  efforts 
in  the  past  on  women's  health  issues  and  we  certainly  appreciate 
that.  I  join  my  colleagues  in  addressing  a  few  of  the  health  care 
issues.  As  co-chair,  obviously  I  endorse  the  comprehensive  compila- 
tion of  the  Women's  Health  Initiative.  And  the  various  Chairs  of 
the  task  force  will  address  very  specific  issues  related  to  their  task 
forces.  I  would  like  to  address  3  specific  areas,  breast  cancer, 
osteoporosis  and  the  Office  of  Women's  Health  at  the  NIH. 

First  of  all  on  the  Office  of  Research  on  Women's  Health  at  NIH, 
we  support  the  administration's  request  of  $17  million.  That  office 
was  included  in  the  reauthorization  of  the  National  Institutes  of 
Health  reauthorizations  initiative  created  by  the  Congresswomen's 
Caucus.  It  was  part  of  our  Women's  Health  Initiative.  The  office  is 
very  essential  to  improving  and  coordinating  the  research  under- 
way at  NIH  as  well  as  increasing  the  number  of  women  who  are 
represented  among  scientists  and  physicians.  In  addition,  its  over- 
all responsibilities  are  to  oversee  the  Women  Health  Initiative 
which  is  the  largest  initiative  undertaken  in  this  country  with  re- 
spect to  women's  health  issues.  We  hope  as  a  result  of  including 
160,000  women  in  these  clinical  study  trials  all  across  America,  we 
will  be  advancing  research  in  areas  of  chronic  disease  that  uniquely 
affect  women. 

We  support  the  administration's  request  for  $376  million  regard- 
ing breast  cancer  research.  46,000  women  die  annually  from  breast 
cancer  and  another  182,000  are  diagnosed  annually  with  breast 
cancer.  This  continues  to  be  a  very  serious  concern  to  women  in 
this  country.  We  have  to  do  everything  that  we  can  to  improve 
treatment  and  also  hopefully  to  understand  the  cause  of  breast 
cancer. 

I  think  especially  as  we  have  heard  over  the  last  few  months  on 
the  issues  regarding  breast  cancer,  and  the  breast  cancer  studies 
and  the  contradictions  resulting  from  those  studies,  first  we  had 
the  guidelines  for  women  in  their  40's  discontinued  by  the  National 
Cancer  Institute  regarding  mammography  screening.  That  has  cre- 
ated a  lot  of  anger,  frustration  and  confusion  among  women  all 
across  this  country,  because  one  in  five  women  are  diagnosed  with 
breast  cancer  during  their  40's.  Now  the  National  Cancer  Institute 
indicated  that  they  are  going  to  discontinue  issuing  guidelines  re- 
garding screening  during  the  age  40  for  women. 


1114 

Secondly,  we  have  heard,  of  course,  the  faulty  data  that  has  been 
associated  with  breast  cancer  studies.  That  again  has  created  a  lot 
of  anger  and  frustration  on  the  part  of  women  all  across  the  coun- 
try. We  have  had  a  number  of  hearings  here  in  Congress  on  this 
issue,  but  again  it  underscores  the  fact  that  we  need  to  get  more 
information  and  forge  ahead  in  a  new  direction  in  breast  cancer, 
certainly  a  life  threatening  disease  to  thousands  of  women  across 
this  country. 

I  think  because  of  all  that  has  happened  in  the  last  few  months, 
it  is  more  important  that  we  add  to  the  breast  cancer  research 
funding  each  year  so  that  we  can  advance  the  technology  and  hope- 
fully develop  a  cure  for  breast  cancer. 

Finally,  I  would  hope  that  we  could  provide  $40  million  for 
osteoporosis  research.  Osteoporosis  is  a  disease  that  uniquely  af- 
fects women.  50  percent  of  women  over  the  age  45  are  afflicted 
with  osteoporosis  and  90  percent  over  the  age  of  75. 

We  currently  spend  on  an  annual  basis  $10  billion  which  is  at- 
tributed to  more  than  a  million  hip  fractures  a  year  because  of 
osteoporosis.  So  clearly,  this  is  another  disease  that  affects  women 
and  is  also  costing  us  billions  and  billions  of  dollars.  It  is  estimated 
that  it  will  cost  beyond  $20  billion  after  the  year  2000.  So  I  would 
hope  that  we  could  do  everything  we  can  to  improve  the  treatment 
in  this  area  and  the  only  way  we  can  do  that  is  through  increased 
research  for  osteoporosis. 

Again,  I  want  to  thank  you  for  your  interest,  your  support.  Hope- 
fully, we  can  make  women's  health  equity  the  norm  and  not  the  ex- 
ception. 

[The  prepared  statement  follows:] 
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TESTIMONY  OF  OLYMPIA  J.  SNOWE 
Appropriations  Subcommittee  on  Labor,  Health,  Human  Services 

and  Education 
Thursday,  May  5,  1994 


Mr.  Chairman,  it  is  my  pleasure  to  appear  before  the  Committee  and  its  members, 
and  I  think  I  can  speak  on  behalf  of  my  colleagues  when  I  say  how  much  we  are  looking 
forward  to  working  with  you.   Today,  I'd  like  to  share  with  you  our  support  for  programs 
that  enhance  and  improve  the  lives  of  millions  of  American  women  and  their  families. 

Congresswoman  Schroeder  and  I,  as  Co-chairs  of  the  Congressional  Caucus  for 
Women's  Issues,  are  joined  by  the  Chairs  of  the  Caucus'  task  forces  to  focus  on  our  top 
legislative  priorities.    While  each  of  my  colleagues  will  concentrate  on  specific  issues  related 
to  their  task  force's  agenda,  I  would  like  to  express  my  support  for  the  entire  women's 
health  agenda  that  has  been  comprehensively  and  carefully  developed  by  the  Caucus.    I  also 
would  like  to  focus  on  the  Office  of  Women's  Health,  breast  cancer  and  osteoporosis  -  areas 
in  which  I  have  been  particularly  active. 

As  you  are  aware,  the  National  Institutes  of  Health  established  the  Office  of  Research 
on  Women's  Health  in  1990  and  as  a  result  of  a  bill  I  sponsored  with  Representative 
Schroeder,  it  was  written  into  law  in  the  NIH  Revitalization  Act  that  was  signed  last  year. 
The  Caucus  is  requesting  $17  million  -  in  support  of  the  Administration's  request  -  for  the 
Office  so  that  it  can  carry  out  its  mission  to  oversee  and  coordinate  efforts  to  improve 
women's  health  research  at  NIH  as  well  as  the  additional  responsibility  it  was  given  last 
year  to  evaluate  and  increase  the  representation  of  women  among  its  scientists  and 
physicians.    The  Office  has  been  instrumental  in  coordinating  the  Women's  Health  Initiative, 
the  largest  longitudinal  study  of  women's  health  undertaken  in  this  country.    More  than 
160,000  women  will  take  part  in  advancing  biomedical  research  regarding  chronic  diseases 
affecting  women. 
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In  addition,  the  Caucus  is  requesting  $387  million  -  also  in  support  of  the 
Administration's  request  -  for  breast  cancer  research  at  the  National  Institutes  of 
Health.    With  an  estimated  182,000  new  cases  of  breast  cancer  occurring  in  1994  and 
another  46,000  women  annually  dying  of  this  dreaded  disease,  uncovering  the  causes  of  and 
advancing  treatment  for  breast  cancer  is  a  primary  concern  of  women  across  the  country.    In 
addition,  the  need  for  innovative  breast  cancer  detection  technology  is  crucial. 

With  the  National  Cancer  Institute  recently  rescinding  its  guidelines  for  screening 
mammography  for  women  in  their  forties  despite  contradictory  views  from  numerous 
professional  organizations,  there  are  millions  of  confused  and  angry  women  searching  for 
effective  mans  to  detect  breast  cancer  as  early  as  possible.    This,  added  to  the  recent 
revaluation  of  fraud  in  some  of  the  breast  cancer  research,  has  justifiably  raised  womens 
fears  with  the  work  being  done  and  the  advice  they  are  being  given.    Therefore  it  is 
essential  that  we  continue  to  forge  on,  correct  the  misinformation  and  follow  new  avenues  of 
discovery.    If  this  nation  can  send  people  to  the  moon,  it  surely  can  create  an  effective 
system  for  early  detection  of  breast  cancer. 

We  also  are  requesting  $40  million  for  osteoporosis  research.    Osteoporosis  affects 
24  million  Americans,  80  percent  of  whom  are  women.    Approximately  50  percent   of 
women  over  45  years  and  90  percent  of  women  over  75  years  of  age  are  affected  by 
osteoporosis.    More  than  $10  billion  is  spent  annually  on  the  cost  of  acute  care  associated 
with  1.3  million  fractures  caused  by  osteoporosis.     Even  more  alarming,  these  costs  are 
expected  to  increase  dramatically  with  the  aging  of  the  "baby  boom"  population. 

The  bill  I  sponsored,  the  Osteoporosis  and  Related  Bone  Disorders  Research  Act, 
was  incorporated  in  the  reauthorization  of  NIH.    But,  as  you  well  know,  authorization  is  not 
the  same  as  appropriation.    By  funding  osteoporosis  research,  Congress  will  not  only 
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improve  the  lives  of  millions  of  Americans,  but  it  also  will  be  saving  substantial  long-term 
health  care  costs. 

Mr.  Chairman,  thank  you  again  for  the  opportunity  to  express  our  continued  support 
for  programs  so  crucial  to  the  women  of  this  nation,  and  I  look  forward  to  your  support  as 
we  strive  to  make  women's  health  equity  the  norm,  rather  than  the  exception  to  the  rule. 
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Ms.  Slaughter.  Good  to  see  you  again  today.  I  am  here  to  talk 
about  the  health  and  welfare  issues  of  51  percent  of  our  population 
if  you  are  female.  I  want  to  thank  the  Members  of  this  subcommit- 
tee, because  as  long  as  I  have  been  in  Congress,  your  support  for 
increasing  funding  in  health  care  is  most  impressive.  I  know  that 
even  in  this  year  of  fiscal  constraints,  you  will  do  the  best  you  can 
to  continue  this  good  work.  We  know  money  on  disease  research 
and  prevention  pays  off  down  the  road  in  a  healthier  population, 
and  by  easing  suffering,  also  improves  the  quality  of  life  for  mil- 
lions of  Americans. 

After  so  many  decades  of  neglect,  the  Women's  Caucus  has  been 
successful  in  recent  years  in  bringing  attention  to  women's  health 
research  needs,  as  well  as  prevention  and  treatment  needs.  The 
NIH  Reauthorization  Act  of  1993  authorized  important  increases  in 
funding  levels  for  women  for  the  first  time.  Today,  we  would  like 
to  ask  you  to  support  the  following  initiatives  which  are  ongoing 
and  successful. 

This  year's  budget  resolution  called  for  a  record  $600  million  for 
women's  health  disease  research,  screening  and  prevention  efforts. 
I  would  like  to  submit  the  House  Budget  Resolution  report  lan- 
guage detailing  this  recommendation.  $421  million  of  this  was  rec- 
ommended for  basic  and  clinical  research  on  breast  cancer  at  the 
National  Institutes  of  Health.  The  Budget  Committee  noted  that 
the  incidence  of  breast  cancer  has  been  rising  consistently  in  this 
country  for  the  past  40  years.  During  the  1990's,  it  is  estimated 
that  half  a  million  women  will  die  of  this  disease.  There  will  be  at 
least  146,000  of  them  in  this  year  alone,  and  the  incidence  for  men, 
which  is  also  rising,  estimates  that  there  will  be  300  deaths  of 
males  with  breast  cancer  this  year.  At  a  minimum,  we  urge  fund- 
ing at  the  level  of  the  President's  request. 

We  are  asking  for  increased  funding  for  services  and  research  on 
a  number  of  other  women's  health  issues  including  the  CDC  breast 
and  cervical  cancer  prevention  programs  and  diseases  related  to  in 
utero  exposure  to  the  synthetic  hormone,  DES.  We  are  calling  on 
the  Committee  to  increase  spending  on  research  into  a  number  of 
other  diseases  including  lupus,  multiple  sclerosis,  osteoporosis, 
AIDS,  and  through  the  National  Institute  of  Environmental  Health 
Services,  we  have  a  bill  calling  for  research  into  links  between  en- 
vironmental agents  and  women's  health  disorders. 

I  would  like  to  submit  testimony,  if  I  may,  with  greater  detail 
and  also  the  budget  resolution;  but  most  of  all  I  want  to  thank  you. 
Coming  before  this  subcommittee  has  always  been  a  pleasure.  We 
know  that  you  fight  very  hard  for  the  things  that  we  come  and  ask 
for.  It  is  critically  important  that  anything  that  we  can  do  to  make 
America  healthier  and  stronger  is  important  and  certainly  to  fall 
back  in  any  way  on  the  5 1  percent  of  the  population  that  for  many 
years  was  totally  neglected  and  not  helped  at  all  would  really  be 
a  shame.  We  know  you  will  do  your  best  to  see  that  doesn't  happen. 

[The  prepared  statement  follows:] 
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Thank  you,  Mr.  Chairman,  for  giving  the  Congressional  Caucus 
on  Women's  Issues  the  opportunity  to  testify  on  health  and 
welfare  issues  of  vital  importance  to  the  51%  of  the  population 
who  are  women. 

I  also  want  to  thank  the  many  supporters  of  women's  health 
research  and  services  on  this  subcommittee.   Your  record  of 
support  for  increasing  funding  in  this  area  is  impressive.   I  am 
confident  that  even  in  this  year  of  fiscal  constraints,  you  will 
do  your  best  to  continue  this  good  work.   Because,  as  I  am  sure 
you  all  know,  money  spent  on  disease  research  and  prevention 
saves  many  more  dollars  down  the  road  --  and  by  easing  suffering, 
it  also  improves  the  quality  of  life  for  millions  of  Americans. 

After  so  many  decades  of  neglect,  the  Women's  Caucus  has 
been  successful  in  recent  years  in  bringing  attention  to  women's 
health  research  needs,  as  well  and  prevention  and  treatment 

needs.   The  NIH  Reauthorization  Act  of  1993  authorized  important 
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increases  in  funding  levels  for  women's  health.   Today,  we  are 
calling  on  this  committee  to  support  the  following  initiatives, 
many  of  them  ongoing  and  successful. 

The  House  Budget  Resolution  called  for  a  record  $600  million 
for  women's  health  disease  research,  screening  and  prevention 
efforts.   I  would  like  to  submit  the  House  Budget  Resolution 
report  language  detailing  this  recommendation.   $421  million  of 
this  was  recommended  for  basic  and  clinical  research  on  breast 
cancer  at  the  National  Institutes  of  Health.   The  Budget 
Committee  noted  that  the  incidence  of  breast  cancer  has  been 
rising  consistently  in  this  country  for  the  past  40  years. 
During  the  1990 's,  it  is  estimated  that  nearly  500,000  women  will 
die  of  breast  cancer;   46,000  in  1994  alone.   At  a  minimum  we 
would  urge  funding  at  the  level  of  the  President's  request. 

In  addition  to  expanding  funding  to  identify  the  cause  and 
develop  preventive  measures  for  this  prime  killer  of  women,  we 
are  also  calling  for  increased  funding  for  the  Center  for  Disease 
Control's  Breast  and  Cervical  Cancer  screening  program  for  low- 
income  women.   Increasing  the  funding  for  this  program  to  at 
least  $100  million  would  allow  the  CDC  to  greatly  expand  the 
screening,  and  save  thousands  of  additional  lives. 

Women's  health  concerns  do  not  end  with  breast  cancer. 
There  are  many  other  health  disorders  that  predominantly  affect 
women.   The  Caucus  wants  to  make  the  Committee  aware  of  the  need 
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to  fund  studies  of  ways  to  treat  and  prevent  these  diseases  as 
well.  Women  are  the  majority  of  those  affected  by  lupus, 
multiple  sclerosis,  arthritis,  osteoporosis,  diabetes,  as  well  as 
cardiovascular  illness  (the  leading  cause  of  death  in  American 
women)  and  AIDS.  The  Women's  Health  Equity  Act,  introduced  in 
this  Congress,  and  the  NIH  Revitalization  Act  passed  last  year 
both  call  for  greater  research  emphasis. 

Of  special  interest  and  concern  to  me  is  keeping  the 
pressure  on  for  research  and  education  funding  for  diseases 
relating  to  DES  exposure,  the  synthetic  hormone  given  to  millions 
of  pregnant  American  women  between  1941  and  1971.   We  recommend 
that  the  NIH  be  directed  to  significantly  increase  research 
efforts  in  each  of  these  areas,  as  this  Committee  did  in  report 
language  in  last  year's  appropriation  bill. 

Another  important  CDC  program  is  the  Infertility  Prevention 
Program,  which  provides  funds  for  screening  to  prevent  disease 
that  lead  to  infertility  in  women.   We  urge  a  funding  level  of 
$14  million,  which  the  President  requested  in  his  budget  last 
year. 

We  feel  that  funding  levels  for  the  NIH  National  Institute 
for  Environmental  Health  Sciences  should  also  be  increased, 
including  support  for  its  20  university-based  environmental 
health  research  centers.   The  Caucus  especially  supports 
expansion  of  NIEHS  research  into  possible  environmental  causes  of 
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women's  health  disorders,  including  breast  and  other  forms  of 
cancer,  as  well  as  endometriosis  and  chronic  fatigue  syndrome. 

The  Women's  Caucus  is  supportive  of  the  President's  budget 
requests  for  two  additional  important  programs,  the  Mammography 
Quality  Standards  Act,  which  ensures  that  mammograms  are 
uniformly  and  correctly  performed  and  interpreted  across  the 
country;   and  the  Women's  Health  Initiative,  an  important  ongoing 
study  of  health  problems  in  older  women. 

The  Caucus  also  supports  the  President's  request  for  an 
increase  in  funding  for  the  NIH  Office  of  Research  on  Women's 
Health.   We  would  urge  an  increase  to  $5  million  for  the  Public 
Health  Service's  Office  of  Women's  Health. 

Thank  you  again,  Mr  Chairman,  for  giving  me  the  chance  to 
come  before  your  committee  and  talk  about  these  important  issues 
of  concern  to  us  all. 
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COMMITTEE  RECOMMENDATION 
Function  550:   Health 

(In  millions  of  dollars) 


FY  1995 


President  Committee 

FY  1994  Reestimated  Recommendation 


BA  0  BA  O  BA  O 


Discretionary      .  .  22,174        20,908        22,417        21,979  22,218       21,815 

Mandatory     ....  91,130        90,392       101,228       100,537        101,212     100,529 


Total 113,304       111,300       123,645       122,516        123,430      122,344 

Note:  President  Reestimated  and  the  Committee  Recommendation  include  GSA  rent  and  procurement  reform  savings 
that  the  President  shows  in  Function  920. 


This  function  accepts  the  Administration's  policy  objectives  with  some  modification  in 
order  to  stay  within  the  fiscal  year  1995  cap.  This  function  includes  Medicaid;  Federal 
Employees'  Health  Benefits  (FEHB);  the  National  Institutes  of  Health;  Maternal  and  Child  Block 
grants  to  states;  Substance  Abuse  and  Mental  Health  block  grants  to  states;  community  and 
migrant  health  centers;  Centers  for  Disease  Control;  Indian  Health  Service:  immunizations;  and 
consumer  and  occupational  health  and  safety  programs. 

NATIONAL  INSTITUTES  OF  HEALTH  (NIH) 

The  Committee  recommendation  assumes  a  significant  increase  in  NIH  funding.  The 
Committee  recommends  that  biomedical  research  in  such  areas  as  women's  diseases,  mental  health 
research,  prostate  cancer,  and  AIDS  be  given  top  priority.  The  Committee  assumes  that  these 
areas  will  not  be  subject  to  reductions,  but  increases  over  the  1994  level  of  funding. 

Women's  Health 

The  Committee  recommendation  assumes  $600,  million  for  women's  health  research, 
disease  screening  and  prevention.  This  increase  continues  the  commitment  by  the  Congress  to 
reverse  the  historic  neglect  of  women's  health  research. 

The  deficiencies  in  women's  health  research  can  be  viewed  in  three  areas: 
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■  diseases  primarily  affecting  women,  including   breast,  ovarian,  cervical,  uterine 
and  vaginal  cancers; 

■  diseases  more  prevalent  in  women,  such  as  arthritis,  fibro-myalgia,  osteoporosis,  diabetes, 
lupus,  diseases  related  to  DES  exposure;  and, 

■  diseases  with  different  risk  factors  or  interventions  for  women,  such  as  cardiovascular 
disease  --  heart  attacks  and  stroke  -  lung  cancer,  and  AIDS. 

The  Committee  assumes  $421  million  for  breast  cancer  research.  Breast  cancer  continues 
to  be  the  leading  type  of  cancer  in  women  in  the  United  States,  and  the  incidence  of  breast  cancer 
has  risen  consistently  over  the  last  forty  years.  It  has  increased  by  over  27  percent  between  1980 
and  1990,  and  it  is  estimated  that  nearly  500,000  women  will  die  of  breast  cancer,  and  more  than 
1.5  million  new  cases  will  be  diagnosed  in  the  1990s.  The  Committee  assumes  that  additional 
research  should  be  conducted  on  the  efficacy  of  current  methods  of  detecting  breast  cancer  in 
younger  women,  as  well  as  new  technologies  that  would  allow  earlier  detection  of  the  disease, 
especially  in  women  under  age  50,  for  whom  existing  mammography  technology  is  less  effective. 

Ovarian  cancer  continues  to  be  one  of  the  most  fatal  cancers  which  affect  women.  It  is 
estimated  that  about  22,000  women  contract  ovarian  cancer  each  year,  two-thirds  of  whom  will 
die  from  the  disease.  Without  a  way  to  detect  ovarian  cancer  in  its  early  stages,  victims  of  this 
disease  have  one  of  the  lowest  survival  rates.  Overall,  the  five-year  survival  rate  for  ovarian 
cancer  is  39  percent;  however,  for  the  majority  of  the  cases  which  are  diagnosed  in  the  latter 
stages  of  the  disease  the  five-year  survival  rate  is  only  19  percent. 

In  addition,  it  is  critical  that  the  NIH  undertake  appropriate  research  on  gender  differences 
in  clinical  drug  trials  and  in  pharmacological  research  as  well. 

The  Committee  assumes  increases  for  implementation  of  the  Breast  and  Cervical  Cancer 
Mortality  Prevention  Act  and  Infertility  Prevention  Act  and  the  Mammography  Quality  Standards 
Act.  The  Committee  assumes  $20  million  to  ensure  that  mammograms  are  uniformly  and 
correctly  performed  and  interpreted  across  the  country. 

The  Committee  assumes  a  multi-year  study  of  a  broad  range  of  health  concerns  of  older 
women,  including  dietary  modification  and  hormone  replacement  therapy,  and  community  disease 
prevention  strategies.    The  Comminee  assumes  S61  million  for  these  efforts. 

Mental  Health  Research 

The  Committee  assumes  $669  million  to  fund  the  National  Institute  of  Mental  Health's 
(NIMH)  research  budget.  An  increase  is  vital  in  order  for  the  NIMH  to  continue  to  carry  out  its 
research  project  grants  and  lead  the  revolution  in  brain  and  behavioral  science.  It  is  essential  to 
increase  funding  for  treatment  of  severe  mental  illness,  which  accounts  for  $14  billion,  or  25 
percent  of  all  federal  disability  payments  annually. 

The  Committee  recognizes  that  additional  funds  would  allow  the  NIMH  to  accelerate 
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research  in  the  neurosciences  in  programs  such  as  the  Human  Brain  Project.  These  new  funds 
would  also  permit  the  NIMH  to  stimulate  research  on  mental  health  disorders  in  women,  extend 
studies  on  mental  disorders  in  older  people,  broaden  mental  health  services  research,  and  continue 
to  develop  mental  disorder  prevention  research  strategies. 

Diabetes 

The  Committee  recommendation  assumes  an  increase  in  NIH  for  research  into  diabetes  in 
general,  and  diabetes  genes  research  in  particular.  In  the  United  States,  there  are  more  than  13 
million  people  with  diabetes,  with  650,000  new  cases  identified  each  year.  Finding  the  diabetes 
genes  could  have  a  dramatic  effect  on  research  into  the  causes,  cure,  and  prevention  of  diabetes. 

NIH  Staffing 

The  Committee  is  concerned  with  the  effects  the  hiring  freeze  at  the  National  Institutes  of 
Health  is  having  on  priority  research  programs  -  in  particular,  prostate  cancer,  breast  cancer, 
AIDS,  and  cancer  control  programs.  To  this  end,  the  Committee  recommends  establishing  a 
waiver  process  to  exempt  such  programs  from  personnel  reductions. 

The  Committee  recommendation  reduces  the  President's  request  for  NIH  by  $239  million; 
however,  this  Comminee  recommendation  reflects  a  $278  million  budget  authority  increase  for 
NIH  above  the  1994  level  of  funding. 

The  Committee  recommendation  assumes  the  delay  of  some  NIH  research  grants  until 
September  30.  1995.    This  delay  results  in  1995  savings  of  $74  million. 

CENTERS  FOR  DISEASE  CONTROL  (CDC) 

The  Committee  assumes  $100  million  for  breast  and  cervical  screening  programs  for  low- 
income  women.    These  services  are  provided  through  the  Centers  for  Disease  Control  (CDC). 

The  Committee  assumes  $40  million  for  the  CDC  Injury  Prevention  Initiative.  This 
program  targets  domestic  and  youth  violence  issues,  including  monitoring  incidence  nationwide 
and  developing  interventions  and  other  responses. 
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Mr.  Smith.  Let  me  interrupt  to  say  we  are  running  behind,  and 
I  have  a  number  of  colleagues  that  I  don't  want  to  keep  waiting. 
We  can't  get  to  them  this  morning.  Are  there  any  of  you  that 
couldn't  come  back  at  1:30? 

Ms.  Pelosi.  Maybe  an  alternative  would  be  to  hear  from  every- 
one here  for  one  minute. 

Mr.  Smith.  Mr.  Shaw. 

Mr.  Shaw.  I  have  a  conflict. 

Mr.  Smith.  Does  anybody  else  have  a  conflict?  We  will  finish  this 
panel,  and  we  will  take  you — do  you  have  a  conflict  this  afternoon? 

Mr.  HlLLlARD.  I  do.  I  will  submit  my  testimony. 

Mr.  Smith.  We  will  finish  this  panel  and  delay  the  rest  until 
1:30. 

Mrs.  Mink.  Thank  you  for  affording  the  Women's  Caucus  the  op- 
portunity to  bring  again  our  needs  and  urgencies  with  respect  to 
funding.  I  serve  as  the  Chair  of  the  Task  Force  on  Economic  and 
Educational  Equity,  and  while  we  have  a  long  list  of  concerns,  I 
know  that  the  entire  testimony  will  be  in  the  record.  I  want  to  con- 
centrate on  two  areas  of  particular  concern. 

Throughout  history,  many  barriers  in  society  have  prevented 
women  and  girls  from  achieving  their  full  potential  of  educational 
and  economic  success.  This  has  been  documented  up  to  the  present 
time  with  numerous  reports  that  have  been  published.  We,  there- 
fore, come  with  very  strong  support  for  the  President's  increase  in 
the  Women's  Educational  Equity  Act.  WEEA  was  established  in 
1974  to  eliminate  inequities  and  discrimination  against  girls  and 
women  in  our  school  system  and  help  females  achieve  educational, 
economic  and  social  parity  in  our  society. 

For  the  first  time  in  over  a  decade,  Mr.  Chairman  and  Members 
of  the  committee,  we  have  an  administration  that  is  committed  to 
WEEA,  and  we  are  here  asking  for  full  support  of  the  President's 
increase  in  this  program.  The  level  of  support  which  the  President 
has  included  in  his  budget  is  $5  million,  and  we  believe  that  this 
program  will  prosper  with  that  support.  Under  previous  adminis- 
trations, it  had  been  reduced  to  as  low  as  $500,000  in  support,  and 
the  program  therefore  floundered. 

The  last  item  is  very  important.  It  requires  a  particular  empha- 
sis because  this  program  has  never  been  funded,  but  it  is  very  im- 
portant. If  we  look  at  what  is  now  being  advocated  by  the  Depart- 
ment of  Labor  and  the  Department  of  Education  in  the  School-to- 
Work  program  and  the  reemployment  programs  that  the  new  ad- 
ministration is  advocating,  you  can  see  the  importance  of  this  pro- 
gram, the  Displaced  Homemakers  Self-sufficiency  Act. 

We  ask  for  your  support  for  $7  million  for  this  program  that  pro- 
vides grants  to  States  for  improvement  of  employment  and  training 
for  displaced  homemakers.  We  have  programs  for  displaced  work- 
ers and  much  discussion  is  being  concentrated  in  this  area,  trying 
to  help  dislocated  workers  get  additional  training  so  they  can  be 
properly  placed.  Yet  very  little  discussion  and  emphasis  is  given  to 
the  displaced  homemakers,  women  who  have  lost  their  main  source 
of  income  due  to  death  in  the  family,  disability  or  long-term  unem- 
ployment of  their  spouses,  divorces  or  separation. 
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So  I  ask  this  committee  to  give  consideration  to  funding  this  pro- 
gram at  a  level  of  $7  million.  This  would  allow  at  least  15  States 
to  begin  utilizing  this  program. 

Thank  you. 

[The  prepared  statement  follows:] 
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Mr.  Chair,  as  the  Chair  of  the  Caucus  Task  Force  on  Economic  and 
Educational  Equity,  I  am  pleased  to  join  my  colleagues  of  the 
Congressional  Caucus  for  Women's  Issues  in  urging  this 
subcommittee  to  fund  education  and  employment  programs  which  are 
of  particular  significance  to  women  and  girls  in  our  nation. 

Throughout  history  many  barriers  in  society  have  prevented  women 
and  girls  from  achieving  their  full  potential  of  educational  and 
economic  success.   For  many  women  the  result  has  been  low-wage 
employment,  poverty  or  the  lack  of  self-sufficiency.   This 
subcommittee  has  the  unique  opportunity  to  provide  funds  for  many 
programs  that  are  vital  in  assuring  economic  and  educational 
equity  for  women  and  girls.   We  respectfully  request  your  support 
for  the  following  programs: 


WOMEN'S  EDUCATIONAL  EQUITY  ACT 

We  support  the  President's  increase  in  the  Women's  Educational 
Equity  Act  (WEEA) .   WEEA  was  established  in  1974  to  eliminate 
inequities  and  discrimination  against  girls  and  women  in  our 
school  system  and  help  females  achieve  educational,  economic  and 
social  parity  in  our  society. 

As  the  author  of  WEEA  I  am  asking  for  special  consideration  for  a 
significant  increase  in  this  program.   I  first  authored  this 
legislation  in  1972.   At  that  time  we  had  just  passed  Title  IX  of 
the  Education  Act  Amendments  of  1972,  which  prohibits 
discrimination  on  the  basis  of  sex  in  federally  funded  education 
institutions. 

While  Title  IX  was  the  law  of  the  land,  school  systems  around  the 
country  had  no  idea  how  to  comply  with  this  provision,  or  even 
to  identify  ways  in  which  their  school  systems  discriminated 
against  girls.   We  developed  WEEA  to  provide  school  districts 
with  model  programs  and  policies  with  the  idea  that  every  school 
district  across  the  country  would  eventually  infuse  into  their 
systems  policies,  curriculum,  books  and  materials,  assessments 
and  teacher  training,  geared  toward  providing  girls  and  women 
equal  educational  opportunities. 
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Unfortunately,  Mr.  Chair,  we  never  got  that  far.   And  now  22 
years  later  we  find  ourselves  reading  study  after  study  that 
continue  to  demonstrate  that  inequities  exist  in  our  education 
system  —  teachers  pay  less  attention  to  girls  than  boys;  girls 
continue  to  lag  in  math  and  science  scores;  test  and  assessments 
remain  biased  against  girls;  sexual  harassment  is  increasing  in 
schools;  and  textbooks  still  ignore  or  stereotype  women. 

Mr.  Chair,  for  the  first  time  in  over  a  decade  we  have  an 
Administration  that  is  committed  to  WEEA  and  the  elimination  of 
sex  discrimination  in  our  classrooms.   Targeted  for  elimination 
in  the  1980s  WEEA  suffered  severe  cuts  backs  that  caused  us  to 
fall  far  short  of  our  original  goal. 

We  have  worked  with  the  Clinton  Administration  to  include  the 
Gender  Equity  in  Education  Act  in  H.R.  6,  the  reauthorization  of 
the  Elementary  and  Secondary  Education  Act.   The  cornerstone  of 
our  efforts  was  the  reauthorization  and  revitalization  of  WEEA. 

Increases  in  the  WEEA  program  will  be  dedicated  to  funding  of 
research  and  development  programs  to  eliminate  gender 
discrimination  in  our  schools.   But  what  is  most  exciting  in  the 
reauthorization  is  that  funds  will  go  directly  to  school 
districts  to  actually  implement  on  a  district  or  state-wide  basis 
programs  designed  to  promote  equity  for  women  and  girls  in 
education. 

Mr.  Chair,  we  ask  for  your  help  in  achieving  the  yet  unmet  goals 
of  the  WEEA  program  with  an  appropriation  of  at  least  $5  million 
for  FY  95. 


CIVIL  RIGHTS  IV-A  TRAINING  AND  ADVISORY  SERVICES 

The  Training  and  Advisory  Services  programs  were  established  as 
Desegregation  Assistance  projects  under  Title  IV  of  the  Civil 
Rights  Act  of  1964.   These  programs  currently  address  sex,  race 
and  national  origin  equity  issues  in  50  states,  three  U.S. 
Territories,  and  the  District  of  Columbia. 

Title  IV  programs  have  a  history  of  providing  services  to  school 
systems  to  assure  equal  opportunities  to  traditionally 
underserved  students,  including  females,  minority  students,  and 
individuals  with  limited  English  proficiency.   The  sex  equity 
programs  focus  on  such  areas  as  the  implementation  of  Title  IX, 
mathematics  and  science,  career  development,  pregnant  and 
parenting  teens,  counseling,  and  sexual  harassment. 

In  1983,  Title  IV  programs  funded  at  $24  million  were  distributed 
to  some  30  state  education  agencies  and  regional  centers  across 
the  country.   However  in  FY  1993  and  94  the  funding  level  was 
dropped  to  $21.6  million.   While  the  funding  level  has  declined 
in  the  last  decade,  the  number  of  state  and  territorial 
departments  of  education  using  the  monies  has  increased  to  53. 

We  urge  additional  funds  so  that  this  program  can  continue  to 
meet  the  increasing  needs  of  our  diverse  students. 
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DISPLACED  HOMEMAKERS  SELF-SUFFICIENCY  ACT 

We  also  ask  your  support  for  $7  million  for  the  Displaced 
Homemaker  Self-sufficiency  Act.   This  program,  which  provides 
grants  to  states  for  the  improvement  of  employment  and  training 
services  for  displaced  homemakers,  is  the  only  dislocated  worker 
program  specifically  designed  for  women.   The  tragedy  is  that  it 
has  never  been  funded. 

Recent  statistics  show  that  there  are  now  nearly  16  million 
displaced  homemakers  in  America.   Displaced  homemakers  are  women 
who  have  lost  their  main  source  of  income  due  to  the  death, 
disability  or  long-term  unemployment  of  their  spouses,  divorce  or 
separation. 

These  are  women  who  often  do  not  have  the  skills  necessary  to 
reenter  the  workforce  and  do  not  have  the  means  to  attend  college 
or  vocational  education  courses  to  improve  their  skills.   The 
result  is  they  often  live  in  poverty  and  are  forced  onto  public 
assistance. 

The  educational  and  employment  services  that  could  be  provided 
through  the  Displaced  Homemakers  Self-Suf f iciency  Act  can  help 
women  gain  the  personal  and  economic  independence  necessary  to 
support  their  families. 

While  the  proposed  Budget  recognizes  the  importance  of  assistance 
to  dislocated  workers,  it  virtually  ignores  one  of  the  largest 
segments  of  our  population  the  displaced  homemakers  who  suffer 
great  difficulties  in  reentering  the  workforce. 

The  President's  Budget  includes  increases  for  other  dislocated 
workers  programs,  but  nothing  for  the  Displaced  Homemakers  Self- 
Suf  f  iciency  Act. 

We  request  that  the  subcommittee  fund  this  program  at  the  level 
of  $7  million  which  would  allow  about  15  states  to  begin 
utilizing  this  program. 

NON-TRADITIONAL,  EMPLOYMENT  FOR  WOMEN 

We  ask  your  continued  support  for  programs  which  will  assist 
women  in  entering  non-traditional  jobs,  such  as  the  Non- 
Traditional  Employment  For  Women  (NEW)  program  within  the  Job 
Training  Partnership  Act,  and  the  Women  in  Apprenticeship  and 
Non-Traditional  Occupations  Act. 

Between  1990  and  the  year  2000,  two-thirds  of  new  work  force 
entrants  will  be  female.   However,  if  current  trends  continue  the 
majority  of  these  women  will  enter  female  dominated  careers, 
which  are  often  lower  paying  and  provide  only  limited  options  for 
advancement.   Currently  only  9  percent  of  women  workers  in  the 
United  States  are  employed  in  non-traditional  jobs. 
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The  NEW  Act,  which  is  part  of  JTPA  encourages  and  promotes  job 
training  for  women  in  non-traditional  fields.   The  Women  in 
Apprenticeship  and  Non-Traditional  Occupations  Act,  authored  by 
our  colleague  Congresswoman  Morella,  provides  grants  to 
community-based  organizations  to  deliver  technical  assistance  to 
employers  and  unions  to  prepare  them  to  recruit,  train,  and 
employ  women  in  non-traditional  occupations. 

We  are  asking  for  the  full  authorization  for  the  Women'  in 
Apprenticeship  and  Non-Traditional  Occupations  Act  which  is  $1 
million.   This  program  is  necessary  to  assure  that  women  trained 
in  non-traditional  fields  are  provided  challenging  employment 
opportunities  in  a  safe  and  non-discriminatory  workplace. 


CHILD  CARE 

One  of  the  most  important  factors  to  providing  more  employment 
opportunities  for  women  is  the  availability  of  adequate  child 
care.   With  67  percent  of  mothers  with  children  under  18  now  in 
the  workforce,  the  need  for  quality  child  care  is  growing 
rapidly. 

The  high  cost  of  quality  child  care  exacerbates  the  problem  for 
low-income  parents  and  single-parent  families.   In  1990  the 
average  annual  cost  for  four-year-olds  in  a  licensed  child  care 
center  in  selected  cities  ranged  from  $3,120  in  Orlando  to  $7,176 
in  Boston. 

In  many  cases  it  is  the  lack  of  child  care,  or  the  lack  of 
affordable  child  care  that  prevents  women  from  pursuing 
employment.   A  U.S.  Bureau  of  Labor  Statistics  study  of  young 
mothers  not  in  the  labor  force  in  1986  found  that  about  1.1 
million  mothers  ages  21  to  29  weren't  working  because  of  child 
care  problems. 

We  support  the  Administration's  efforts  to  increase  funding  of 
the  Child  Care  and  Development  Block  Grant  program  by  20%, 
however  we  believe  that  full  funding  of  this  program  is  necessary 
to  fulfill  the  child  care  of  needs  of  moderate  and  low-income 
families. 

In  addition  we  request  full  funding  of  the  At  Risk  Child  Care 
program,  which  provides  child  care  assistance  to  low-income 
families  "at  risk"  of  going  on  welfare.   This  program  is  critical 
to  helping  families  in  poverty,  the  majority  of  whom  are  headed 
by  single  mothers,  achieve  self-sufficiency. 

Full  funding  of  both  these  programs  could  help  the  parents  of  as 
many  as  400,000  children  pay  for  child  care  services. 

Mr.  Chair,  all  of  these  programs  I  have  mentioned  are  critical  to 
the  future  education,  social  and  economic  success  of  women  and 
girls  all  across  our  nation.   I  appreciate  this  opportunity  to 
testify  today  and  ask  for  your  favorable  consideration  of  our 
request. 
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DEPARTMENT  OF  LABOR  WOMEN'S  BUREAU 


we  support  the  Administration's  increases  for  the  Department  of 
Labor's  Women's  Bureau,  the  only  agency  designed  to  address  the 
needs  of  working  women. 

The  budget  calls  for  $8.1  million  a  slight  increase  over  last 
year's  appropriation.  We  reguest  that  the  subcommittee  allow 
this  modest  increase. 


1133 

Mrs.  Morella.  I  appreciate  the  opportunity  to  appear  before  the 
committee  on  behalf  of  the  Congressional  Caucus  for  Women's  Is- 
sues. I  want  to  thank  Congresswoman  Pelosi,  Congresswoman 
DeLauro  and  Congressman  Porter  for  the  support  they  have  given. 
I  am  here  today  in  my  role  as  the  Chair  of  the  Violence  Task  Force 
of  the  Congressional  Caucus  for  Women's  Issues,  and  will  particu- 
larly focus  on  programs  to  address  violence  against  women. 

As  we  know,  Mr.  Chairman  and  Members  of  the  committee,  do- 
mestic violence  is  at  epidemic  levels  in  this  country;  it  is  a  legal 
and  a  criminal  issue  and  a  public  health  issue.  We  know  the  stats. 
I  won't  repeat  them.  They  will  be  in  my  testimony.  But  battering 
is  the  single  major  cause  of  injury  to  women — more  than  auto  acci- 
dents, muggings  and  rape  combined.  Experts  tell  us  that  it  may  be 
the  single  most  important  factor  leading  to  alcoholism,  suicide, 
homelessness  and  mental  health  problems  among  women  and  cer- 
tainly children. 

The  Women's  Violence-Related  Injury  Act,  which  I  introduced 
last  year  with  Congressmen  McDermott  and  Kreidler,  was  added  to 
the  reauthorization  of  the  CDC's  Injury  Control  program  in  Decem- 
ber. This  legislation,  which  targets  domestic  violence  as  a  public 
health  issue,  provides  for  hospital-based  demonstration  projects  to 
identify  and  treat  victims  of  domestic  and  sexual  violence,  for  pub- 
lic education  programs  about  the  health  consequences  of  battering, 
and  epidemiological  research  by  the  CDC  to  determine  the  inci- 
dence, types  and  effects  of  domestic  violence  nationwide. 

Mr.  Chairman,  I  urge  you  to  approve  full  funding — $10  million — 
for  this  program.  It  is  really  desperately  needed. 

I  also  urge  subcommittee  support  for  the  more  than  1,500  shel- 
ters for  domestic  violence  victims  and  their  children.  Mr.  Chair- 
man, we  urge  you  to  support  an  appropriation  of  $55  million  to 
allow  domestic  violence  programs  to  keep  an  additional  300,000 
women  and  their  children  in  safety  next  year. 

In  addition  to  the  issues  within  the  jurisdiction  of  the  Violence 
Task  Force,  I  have  been  the  sponsor  of  legislation  to  address 
women  and  AIDS  issues.  Women  are  the  fastest  growing  group  of 
people  with  HIV.  An  estimated  80,000  women  between  the  ages  of 
15  and  44  are  currently  infected;  about  three-fourths  of  these  are 
women  of  color.  AIDS  is  currently  the  number  one  cause  of  death 
in  young  women  in  nine  cities,  and  it  will  be  the  leading  cause  of 
death  in  young,  African-American  women  by  1996,  according  to  the 
Centers  for  Disease  Control. 

We  are  asking  for  $40  million  to  fund  research  to  develop  a 
microbicide,  a  chemical  method  of  protection  against  HIV  and  sexu- 
ally transmitted  disease  infection,  with  an  emphasis  on  methods 
that  women  can  afford,  control  without  the  cooperation  or  knowl- 
edge of  their  male  partners,  and  use  without  excessive  difficulty. 

We  must  acknowledge  the  issues  of  low  self-esteem,  economic  de- 
pendency, fear  of  domestic  violence  and  other  factors  which  are 
barriers  to  empowering  women  to  negotiate  safer  sex  practices,  in- 
cluding the  sexual  partner's  use  of  condoms. 

We  commend  Secretary  Shalala  and  NIH  for  recognizing  the  crit- 
ical importance  of  this  research  and  urge  them  to  continue  their 
commitment  to  microbicide  research  in  the  future.  I  want  to  thank 
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the  Members  of  this  subcommittee  for  their  leadership  in  forward- 
ing that  research. 

I  urge  the  subcommittee  to  provide  $6  million  in  new  funding  for 
the  Women's  Interagency  HIV  Study,  to  be  divided  among  the  six 
study  sites.  This  additional  funding  would  ensure  state-of-the-art 
testing  for  this  cohort.  It  is  critical  that  the  full  range  of  questions 
important  to  understanding  HIV  in  women  be  answered. 

Finally,  I  urge  the  subcommittee  to  provide  increased  funding  for 
HIV  prevention.  I  commend  Congresswoman  Pelosi  for  her  hard 
work  to  expand  and  reform  our  HIV  prevention  effort.  So  I  urge  the 
subcommittee  to  restore  the  $10  million  in  funding  for  AIDS  out- 
reach demonstrations  because  the  President's  budget  provides  no 
increase  for  prevention  activities  and  it  terminates  the  only  HIV 
prevention  program  targeted  specifically  to  drug  users  and  their 
partners.  So  I  urge  restoration  of  the  $10  million  and  other  moneys 
for  HIV  programs. 

Thank  you  very  much. 

[The  prepared  statement  follows:] 
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MR.  CHAIRMAN,  THANK  YOU  FOR  THIS  OPPORTUNITY  TO  TESTIFY  TODAY  ON  BEHALF 
OF  THE  CONGRESSIONAL  CAUCUS  FOR  WOMEN'S  ISSUES. 

I  RECOGNIZE  THE  SEVERE  BUDGETARY  CONSTRAINTS  UNDER  WHICH  YOU  MUST  MAKE 
YOUR  DECISIONS  THIS  YEAR;  I  KNOW  THAT  YOU  WILL  DEVELOP  AN  AGREEMENT  THAT  IS 
FAIR  AND  MANAGES  TO  FUND  CRITICAL  HUMAN  SERVICE  PROGRAMS,  DESPITE  LIMITED 
FUNDS. 

I  AM  HERE  TODAY  IN  MY  ROLE  AS  THE  CHAIR  OF  THE  VIOLENCE  TASK  FORCE  OF  THE 
CONGRESSIONAL  CAUCUS  FOR  WOMEN'S  ISSUES,  AND  I  WILL  PARTICULARLY  FOCUS  ON 
FUNDING  FOR  PROGRAMS  TO  ADDRESS  VIOLENCE  AGAINST  WOMEN. 

DOMESTIC  VIOLENCE 

MR.  CHAIRMAN,  TODAY,  DOMESTIC  VIOLENCE  IS  AT  EPIDEMIC  LEVELS  IN  THIS 
COUNTRY.  DOMESTIC  VIOLENCE  IS  A  LEGAL  AND  CRIMINAL  ISSUE,  AND  A  PUBLIC  HEALTH 
ISSUE. 

EVERY  YEAR  IN  THE  UNITED  STATES  MORE  THAN  6  MILLION  WOMEN  ARE  BATTERED 
BY  THEIR  HUSBANDS  OR  PARTNERS.   EVERY  YEAR  4  THOUSAND  OF  THEM  DIE.  EXPERTS 
TELL  US  THAT  3 . 3  MILLION  CHILDREN  WITNESS  THESE  BEATINGS . 

FOR  MANY  AMERICAN  WOMEN,  REAL  TERROR  IS  NOT  WALKING  DOWN  A  DARK  CITY 
STREET  AT  NIGHT.   REAL  TERROR  IS  STAYING  HOME  ALONE  WITH  THEIR  LOVED  ONES. 

BATTERING  IS  THE  SINGLE  MAJOR  CAUSE  OF   INJURY  TO  WOMEN  --  MORE  THAN 
AUTO  ACCIDENTS,  MUGGINGS,  AND  RAPE  COMBINED.   EXPERTS  TELL  US  THAT  IT  MAY  BE 
THE  SINGLE  MOST  IMPORTANT  FACTOR  LEADING  TO  ALCOHOLISM,  SUICIDE,  HOMELESSNESS , 
AND  MENTAL  HEALTH  PROBLEMS  AMONG  WOMEN. 

DOMESTIC  VIOLENCE  HAS  PROFOUND  EFFECTS  ON  WOMEN'S  HEALTH  IN  THIS 
COUNTRY.   MEDICAL  RESEARCHERS  TELL  US  THAT: 

*  3  5%  OF  WOMEN  IN  OUR  EMERGENCY  ROOMS  ARE  THERE  BECAUSE  OF  SYMPTOMS 
RELATED  TO  ONGOING  ABUSE. 

*  75-90%  OF  WOMEN  IN  MENTAL  HEALTH  UNITS  OF  HOSPITALS  ARE  THERE  BECAUSE 
OF  ONGOING  ABUSE 

*  2  5%  OF  ALL  PREGNANT  WOMEN  ARE  BEATEN 

IT  IS  ESTIMATED  THAT  EVERY  YEAR  DOMESTIC  VIOLENCE  CAUSES  99,800 
HOSPITALIZATION  DAYS;  28,700  EMERGENCY  ROOM  VISITS;  AND  39,900  PHYSICIAN 
VISITS. 

NURSES,  PHYSICIANS,  EMERGENCY  ROOM  PERSONNEL,  AND  OTHER  HEALTH  CARE 
PROFESSIONALS  ARE  ON  THE  FRONTLINES  OF  DOMESTIC  VIOLENCE  TREATMENT  AND 
PREVENTION. 

WE  NEED  CLINICAL  PROTOCOLS  TO  HELP  HEALTH  CARE  PROVIDERS  RECOGNIZE  THE 
SYMPTOMS  OF  BATTERING  AND  TO  DEVELOP  THE  MOST  EFFECTIVE  TREATMENTS . 

WE  NEED  HARD  MEDICAL  DATA  --  MOST  OF  THE  DATA  WE  NOW  HAVE  IS  FROM  LAW 
ENFORCEMENT  SOURCES  --   TO  IDENTIFY  THE  NUMBERS  AND  COSTS  OF  DOMESTIC 
VIOLENCE.  WITHOUT  DATA  WE  DO  NOT  KNOW  WHAT  METHODS  OF  TREATMENT  AND  PREVENTION 
ARE  WORKING  BEST. 

THE  WOMEN'S  VIOLENCE-RELATED  INJURY  ACT  (H.R.  1829),  WHICH  I  INTRODUCED 
LAST  YEAR  WITH  CONGRESSMEN  MCDERMOTT  AND  KREIDLER,  WAS  ADDED  TO  THE 
REAUTHORIZATION  OF  THE  CDC'S  INJURY  CONTROL  PROGRAM  IN  DECEMBER. 
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THIS  LEGISLATION,  WHICH  TARGETS  DOMESTIC  VIOLENCE  AS  A  PUBLIC  HEALTH 
ISSUE,  WILL  PROVIDE  FOR  HOSPITAL-BASED  DEMONSTRATION  PROJECTS  TO  IDENTIFY  AND 
TREAT  VICTIMS  OF  DOMESTIC  AND  SEXUAL  VIOLENCE,  FOR  PUBLIC  EDUCATION  PROGRAMS 
ABOUT  THE  HEALTH  CONSEQUENCES  OF  BATTERING,  AND  EPIDEMIOLOGICAL  RESEARCH  BY 
THE  CDC  TO  DETERMINE  THE  INCIDENCE,  TYPES,  AND  EFFECTS  OF  DOMESTIC  VIOLENCE 
NATIONWIDE. 

MR.  CHAIRMAN,  I  URGE  YOU  TO  APPROVE  FULL  FUNDING  --  $10  MILLION  --  FOR 
THIS  PROGRAM.   IT  IS  DESPERATELY  NEEDED .   FOR  EXAMPLE,  LAST  YEAR,  THE  SAN 
FRANCISCO-BASED  FAMILY  VIOLENCE  PREVENTION  FUND  REPORTED  THAT  IN  CALIFORNIA 
HOSPITALS,  ONLY  5%  OF  THE  VICTIMS  OF  DOMESTIC  VIOLENCE  WHO  CAME  TO  EMERGENCY 
ROOMS  FOR  TREATMENT  WERE  IDENTIFIED  BY  HOSPITAL  PERSONNEL  AS  ABUSE  VICTIMS. 
LESS  THAN  2  5%  OF  THOSE  HOSPITALS  HAD  TRAINING  PROGRAMS  ABOUT  DOMESTIC 
VIOLENCE. 

MR.  CHAIRMAN,  A  QUESTION  SO  OFTEN  ASKED  OF  BATTERED  WOMEN  IS:  WHY  DID 
YOU  STAY?  WHY  DIDN'T  YOU  JUST  LEAVE? 

FOR  MOST  BATTERED  WOMEN  AND  THEIR  CHILDREN,  THE  ANSWER  IS  VERY  SIMPLE: 
THEY  HAD  NO  PLACE  TO  GO. 

WE  LIVE  IN  A  COUNTRY  WHERE  THERE  ARE  MORE  SHELTERS  FOR  OUR  DOGS  AND  CATS 
THAN  FOR  OUR  WOMEN  AND  CHILDREN.   IT'S  AS  SIMPLE  AS  THAT.   UP  TO  40%  OF  ALL 
HOMELESS  FAMILIES  ARE  ON  THE  STREETS  BECAUSE  OF  DOMESTIC  VIOLENCE. 
THREE  OUT  OF  FOUR  WOMEN  WHO  SEEK  EMERGENCY  SHELTER  ARE  TURNED  AWAY  BECAUSE 
THERE  IS  NO  SPACE.   THERE  IS  NO  SPACE  BECAUSE  THERE  IS  NO  MONEY. 

THE  PRIMARY  SOURCE  OF  SAFETY  AND  SUPPORT  FOR  THESE  WOMEN  ARE  BATTERED 
WOMEN'S  SHELTERS  LOCATED  IN  THEIR  OWN  COMMUNITIES  AND  RUN  BY  STATE  DOMESTIC 
VIOLENCE  COALITIONS  OR  LOCAL  GOVERNMENTAL  AGENCIES .  THESE  SHELTERS  OFFER  NOT 
ONLY  LIFELINES  OF  HELP  AND  SUPPORT  FOR  INDIVIDUAL  FAMILIES,  THEY  OFTEN  PROVIDE 
THE  LIFE-CHANGING  SERVICES  OF  LONG-TERM  HOUSING,  EMPLOYMENT  COUNSELING,  CHILD 
CARE,  AND  LEGAL  ASSISTANCE  THAT  MANY  OF  THESE  WOMEN  NEED  TO  ESCAPE. 

MANY  SHELTERS,  RELATED  SERVICE  PROGRAMS,  AND  STATE  DOMESTIC  VIOLENCE 
COALITIONS  DESPERATELY  NEED  FUNDING  IF  THEY  ARE  TO  CONTINUE,  LET  ALONE  EXPAND, 
TO  MEET  THE  NEEDS  OF  BATTERED  WOMEN.   MANY  FVPVA  PROGRAMS,  ESPECIALLY  CRISIS 
SERVICES,  ARE  IN  A  SENSE  THE  VICTIMS  OF  THEIR  OWN  SUCCESSES  --  POLICE,  COURTS, 
AND  MEDICAL  PROFESSIONALS  ARE  INFORMING  WOMEN  ABOUT  AVAILABLE  SERVICES  AND 
PUBLIC  EDUCATION  ABOUT  DOMESTIC  VIOLENCE  IS  WORKING.   THE  DEMANDS  ON  DOMESTIC 
VIOLENCE  PROGRAMS  HAVE  INCREASED  DRAMATICALLY  AND  AVAILABLE  RESOURCES  HAVE 
BEEN  STRETCHED  TO  THE  LIMIT. 

THE  FAMILY  VIOLENCE  PREVENTION  AND  SERVICES  ACT  ASSISTS  STATES  IN 
PROVIDING  SUPPORT  TO  THE  MORE  THAN  1,500  SHELTERS  FOR  DOMESTIC  VIOLENCE 
VICTIMS  AND  THEIR  CHILDREN.  FUNDING  FOR  THIS  PROGRAM  HAS  LONG  BEEN 
UNDERFUNDED.  ALTHOUGH  THE  APPROPRIATIONS  LEVEL  FOR  FVPSA  WAS  INCREASED  TO 
$27.68  MILLION  IN  FY  1994  (AGAINST  AN  AUTHORIZED  $60  MILLION) ,  THESE  FUNDS 
REMAIN  INADEQUATE  GIVEN  THE  CURRENT  AND  INCREASING  DEMAND  FOR  SERVICES. 
THIS  YEAR,  MR.  CHAIRMAN,  WE  URGE  YOU  TO  SUPPORT  AN  APPROPRIATION  OF  $55 
MILLION. 

FIFTY- FIVE  MILLION  DOLLARS  ($50  MILLION  FOR  SHELTERS  AND  RELATED 
SERVICES  AND  $5  MILLION  FOR  STATE  DOMESTIC  VIOLENCE  COALITIONS)  WOULD  ALLOW 
DOMESTIC  VIOLENCE  PROGRAMS  TO  KEEP  AN  ADDITIONAL  300,000  WOMEN  AND  THEIR 
CHILDREN  IN  SAFETY  NEXT  YEAR.   AND,  MORE  IMPORTANTLY,  IT  WOULD  ALLOW  PROGRAMS 
TO  BEGIN  TO  SHIFT  A  GREATER  PORTION  OF  THEIR  RESOURCES  BEYOND  THE  CRISIS  OF 
IMMEDIATE  SAFETY  AND  SUPPORT  TO  FOCUS  ON  THE  LONG-TERM  NEED  --  PREVENTION  OF 
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FUTURE  VIOLENCE. 

ADDITIONAL  FVPSA  FUNDS  WILL  HELP: 

**  MAINTAIN  EXISTING  PROGRAMS  IN  THE  FACE  OF  SHRINKING  STATE  AND  PRIVATE 
FUNDS ; 

**  INCREASE  AVAILABLE  EMERGENCY  SHELTER  BEDS; 

**  MAINTAIN  ADEQUATE  STAFFING  TO  ENSURE  24 -HOUR  COVERAGE  OF  ALL  PROGRAMS; 

**  SUPPORT  PUBLIC  EDUCATION  AND  PREVENTION  CAMPAIGNS; 

**  PROVIDE  TRAINING  TO  LAW  ENFORCEMENT  PERSONNEL,  HEALTH  CARE 
PROFESSIONALS,  JUDGES,  ATTORNEYS,  AND  OTHERS; 

**  PROVIDE  LEGAL  AND  COURT  ADVOCACY  AND  SUPPORT  TO  AN  INCREASED  NUMBER  OF 
BATTERED  WOMEN  AND  OTHER  DOMESTIC  VIOLENCE  VICTIMS;  AND 

**  ESTABLISH  AND/OR  MAINTAIN  PROGRAMS  FOR  CHILDREN  AFFECTED  BY  DOMESTIC 
VIOLENCE . 

**  ALLOW  PROGRAMS  TO  SHIFT  A  GREATER  PROPORTION  OF  THEIR  FINANCIAL 
RESOURCES  FROM  RESPONSE  TO  PREVENTION. 

AS  AN  ASIDE,  THE  VIOLENCE  AGAINST  WOMEN  ACT,  WHICH  IS  ABOUT  TO  GO  TO 
CONFERENCE,  WILL  PROVIDE  ADDITIONAL  FUNDING  FOR  DOMESTIC  VIOLENCE  PROGRAMS. 
THIS  MONEY,  HOWEVER,  WILL  NOT  BE  AVAILABLE  UNTIL  FISCAL  YEARS  95-96.   AND 
THAT'S  A  LONG  TIME  TO  WAIT  IF  YOUR  LIFE  IS  HANGING  IN  THE  BALANCE. 

THE  QUESTION  SHOULD  NOT  BE  WHETHER  WE  CAN  AFFORD  TO  SUPPORT  INCREASED 
PREVENTION  AND  SERVICES  FOR  BATTERED  WOMEN  AND  THEIR  CHILDREN.  MR.  CHAIRMAN, 
WE  CANNOT  AFFORD  NOT  TO!   IF  WE  ARE  SERIOUS  ABOUT  STEMMING  VIOLENCE  ON  OUR 
STREETS,  WE  MUST  BE  SERIOUS  ABOUT  STEMMING  VIOLENCE  IN  OUR  HOMES. 

WOMEN  AND  AIDS 

IN  ADDITION  TO  THE  ISSUES  WITHIN  THE  JURISDICTION  OF  THE  VIOLENCE  TASK 
FORCE,  I  HAVE  BEEN  THE  SPONSOR  OF  LEGISLATION  TO  ADDRESS  WOMEN  AND  AIDS 
ISSUES.   I  THANK  THE  SUBCOMMITTEE  FOR  ITS  INCLUSION  OF  REPORT  LANGUAGE  IN  THE 
PAST  THREE  YEARS  URGING  NIH,  CDC,  AND  OTHER  AGENCIES  TO  INCREASE  THEIR 
ACTIVITIES  ON  HIV  IN  WOMEN.   WE  MUST,  HOWEVER,  GREATLY  ACCELERATE  OUR 
COMMITMENT  TO  PREVENTION  AND  RESEARCH  PROGRAMS  TARGETED  TO  WOMEN. 

WOMEN  ARE  THE  FASTEST  GROWING  GROUP  OF  PEOPLE  WITH  HIV,  WITH  AN  ESTIMATED 
80,000  WOMEN  BETWEEN  THE  AGES  OF  15  AND  44  CURRENTLY  INFECTED;  ABOUT  3/4  OF 
THESE  WOMEN  ARE  WOMEN  OF  COLOR. 

THE  INCIDENCE  OF  HIV  IS  NOW  NEARLY  EQUAL  AMONG  MEN  AND  WOMEN  IN  SEVERAL 
TESTED  POPULATIONS  IN  THE  U.S.   AIDS  IS  CURRENTLY  THE  NUMBER  ONE  CAUSE  OF 
DEATH  IN  YOUNG  WOMEN  IN  NINE  CITIES,  AND  IT  WILL  BE  THE  LEADING  CAUSE  OF  DEATH 
IN  YOUNG  AFRICAN  AMERICAN  WOMEN  BY  1996,  ACCORDING  TO  CDC. 

AND  YET,  THERE  IS  STILL  INADEQUATE  ATTENTION  GIVEN  TO  HIV  PREVENTION 
PROGRAMS  TARGETED  TO  WOMEN,  AND  RESEARCH  ON  HIV  DISEASE  IN  WOMEN.   WE  ARE 
REQUESTING  THAT  THE  SUBCOMMITTEE  INCLUDE  THREE  MAJOR  AREAS  OF  FUNDING  FOR 
WOMEN  AND  AIDS: 

FIRST,  WE  ARE  ASKING  FOR  $4  0  MILLION  TO  FUND  RESEARCH  TO  DEVELOP  A 
MICROBICIDE,  A  CHEMICAL  METHOD  OF  PROTECTION  AGAINST  HIV  AND  STD  INFECTION, 
WITH  AN  EMPHASIS  ON  METHODS  THAT  WOMEN  CAN  AFFORD,  CONTROL  WITHOUT  THE 
COOPERATION  OR  KNOWLEDGE  OF  THEIR  MALE  PARTNERS,  AND  USE  WITHOUT  EXCESSIVE 
DIFFICULTY.   WE  MUST  ACKNOWLEDGE  THE  ISSUES  OF  LOW  SELF-ESTEEM,  ECONOMIC 
DEPENDENCY,  FEAR  OF  DOMESTIC  VIOLENCE,  AND  OTHER  FACTORS  WHICH  ARE  BARRIERS  TO 
EMPOWERING  WOMEN  TO  NEGOTIATE  SAFER  SEX  PRACTICES,  INCLUDING  THEIR  SEXUAL 
PARTNER'S  USE  OF  CONDOMS. 
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RESEARCH  ON  A  NON- IRRITATING,  SAFE  AND  EFFECTIVE  MICROBICIDE  MUST  BECOME 
A  TOP  PRIORITY  FOR  THIS  COUNTRY'S  PREVENTION  AND  RESEARCH  AGENDAS.   IT  IS 
LIKELY  THAT  SUCH  A  COMPOUND  COULD  BE  EFFECTIVE  AGAINST  OTHER  SEXUALLY 
TRANSMITTED  DISEASES  AS  WELL,  AND  IT  WOULD  PROVIDE  PROTECTION  TO  BOTH  MEN  AND 
WOMEN.   WE  COMMEND  SECRETARY  SHALALA  AND  NIH  FOR  RECOGNIZING  THE  CRITICAL 
IMPORTANCE  OF  THIS  RESEARCH,  AND  WE  URGE  THEM  TO  CONTINUE  THEIR  COMMITMENT  TO 
MICROBICIDE  RESEARCH  IN  THE  FUTURE. 

SECONDLY,  WE  URGE  THE  SUBCOMMITTEE  TO  PROVIDE  $6  MILLION  IN  NEW  FUNDING 
FOR  THE  WOMEN'S  INTERAGENCY  HIV  STUDY,  TO  BE  DIVIDED  AMONG  THE  SIX  SITES; 
THIS  ADDITIONAL  FUNDING  WOULD  ENSURE  STATE  OF  THE  ART  TESTING  FOR  THIS  COHORT. 
IT  IS  CRITICAL  THAT  THE  FULL  RANGE  OF  QUESTIONS  IMPORTANT  TO  UNDERSTANDING  HIV 
IN  WOMEN  ARE  FINALLY  ANSWERED. 

FINALLY,  I  WANT  TO  URGE  THE  SUBCOMMITTEE  TO  PROVIDE  INCREASED  FUNDING  FOR 
HIV  PREVENTION.   I  COMMEND  CONGRESSWOMAN  PELOSI  FOR  HER  HARD  WORK  TO  EXPAND 
AND  REFORM  OUR  HIV  PREVENTION  EFFORT. 

MR.  CHAIRMAN,  HIV  PREVENTION  HAS  NOT  BEEN  A  HIGH  ENOUGH  PRIORITY,  AND  I 
URGE  THE  SUBCOMMITTEE  TO  RECOGNIZE  THE  URGENT  NEED  TO  ACT  NOW  --  HIV  HAS 
BECOME  AN  EPIDEMIC  THAT  IS  LEAVING  NO  POPULATION  UNTOUCHED,  AND  IT  IS 
SPREADING  PARTICULARLY  RAPIDLY  AMONG  OUR  YOUNG  PEOPLE,  WOMEN,  AND  PEOPLE  OF 
COLOR.   WE  HAVE  ALREADY  SQUANDERED  COUNTLESS  PREVENTION  OPPORTUNITIES  --WE 
MUST  MAKE  A  MEANINGFUL  AND  SUBSTANTIAL  COMMITMENT  TO  COMMUNITY -BASED,  TARGETED 
PREVENTION  NOW  IF  WE  ARE  TO  STEM  THIS  EPIDEMIC.   MY  WORK  ON  ISSUES  SPECIFIC  TO 
WOMEN  IN  THIS  EPIDEMIC  HAVE  CONVINCED  ME  OF  THE  URGENT  NEED  FOR  SPECIFIC 
FUNDING  FOR  COMMUNITY-BASED  PROGRAMS  TARGETED  TO  WOMEN. 

THE  PRESIDENT'S  BUDGET  PROVIDES  NO  INCREASE  FOR  PREVENTION  ACTIVITIES, 
AND  IT  ELIMINATES  FUNDING  FOR  THE  ONLY  HIV  PREVENTION  PROGRAM  TARGETED 
SPECIFICALLY  TO  DRUG  USERS  AND  THEIR  PARTNERS.   THE  AIDS  OUTREACH 
DEMONSTRATIONS  HAVE  PROVIDED  STREET  OUTREACH  TO  DRUG  USERS  AND  THEIR  PARTNERS, 
REDUCING  THE  SPREAD  OF  HIV  AND  HELPING  TO  MOVE  MANY  INTO  DRUG  TREATMENT.   WE 
CANNOT  AFFORD  TO  CUT  THIS  FUNDING  NOW  --  WHEN  DRUG  USE  IS  CONTRIBUTING  TO  THE 
SPREAD  OF  THIS  DISEASE  AMONG  BOTH  WOMEN  AND  MEN  TO  SUCH  A  HIGH  DEGREE.   I  URGE 
THE  SUBCOMMITTEE  TO  RESTORE  THE  $10  MILLION  IN  FUNDING  FOR  THIS  PROGRAM,  AND 
TO  PROVIDE  AN  INCREASE  OF  $95  MILLION  FOR  HIV  PREVENTION  PROGRAMS. 

WOMEN  IN  NONTRADITIONAL  OCCUPATIONS 

AS  THE  SPONSOR  OF  THE  WOMEN  IN  NONTRADITIONAL  OCCUPATIONS  ACT,  WHICH 
BECAME  PUBLIC  LAW  IN  1992,  I  WANT  TO  ALSO  URGE  AN  APPROPRIATION  OF  $1  MILLION 
FOR  THIS  PROGRAM  IN  FISCAL  YEAR  1995.   FOR  THE  PAST  TWENTY  YEARS,  FEDERAL 
APPRENTICESHIP,  JOB  TRAINING,  VOCATIONAL  EDUCATION  AND  CONTRACTING  LAWS  HAVE 
INCLUDED  PROVISIONS  TO  INCREASE  THE  NUMBER  OF  WOMEN  IN  NONTRADITIONAL 
OCCUPATIONS.   YET,  LITTLE  REAL  PROGRESS  HAS  BEEN  MADE  IN  THE  TRADES  AND 
TECHNICAL  PROFESSIONS. 

THE  EXPERIENCE  OF  WOMEN'S  EMPLOYMENT  ORGANIZATIONS,  SUCH  AS  WIDER 
OPPORTUNITIES  FOR  WOMEN,  INC.,  HAS  CLEARLY  DEMONSTRATED  THAT  TECHNICAL 
ASSISTANCE  TO  EMPLOYERS  AND  UNIONS  IS  AN  EFFECTIVE  WAY  OF  CHANGING  THIS 
SITUATION.   THERE  ARE  WELL-DOCUMENTED  RECRUITMENT  AND  SEXUAL  HARASSMENT 
PREVENTION  TECHNIQUES  THAT  CAN  INCREASE  OPPORTUNITIES  FOR  WOMEN  AND  REDUCE  THE 
LIKELIHOOD  THAT  BUSINESS  AND  LABOR  WILL  BE  SUED  FOR  DISCRIMINATION.  A 
NATIONAL  TECHNICAL  ASSISTANCE  EFFORT  LED  BY  THE  SECRETARY  OF  LABOR  WILL 
DEMONSTRATE  THE  EFFECTIVENESS  OF  THESE  TECHNIQUES  ON  A  NATIONAL  SCALE. 

AS  THE  NATION  EMBARKS  ON  A  LARGE  SCALE  EFFORT  TO  REFORM  EDUCATION  AND 
SCHOOL-TO-WORK  TRANSITIONS  FOR  YOUTH,  IT  WILL  BE  CRITICAL  THAT  YOUNG  WOMEN 
HAVE  OPPORTUNITIES  TO  FULLY  PARTICIPATE  IN  WORKSITE  LEARNING.   AND,  IT  IS 
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HIGHLY  UNLIKELY  THAT  WOMEN  ON  WELFARE  WILL  EVER  BECOME  TRULY  SELF-SUFFICIENT 
UNTIL  THEY  GAIN  ACCESS  TO  NONTRADITIONAL  JOBS  WHICH  TYPICALLY  PAY  30%  MORE 
THAN  TRADITIONALLY  FEMALE  OCCUPATIONS . 

WOMEN  AND  ALCOHOL 

WOMEN'S  ALCOHOLISM  RESEARCH  IS  DRASTICALLY  UNDERFUNDED .   THE  NATIONAL 
INSTITUTE  ON  ALCOHOL  ABUSE  AND  ALCOHOLISM  SPENT  $169  MILLION  IN  FISCAL  YEAR 
1992  ON  RESEARCH  EFFORTS,  YET  ONLY  8.4%  OF  THIS  AMOUNT,  $14.2  MILLION,  WAS 
SPENT  ON  RESEARCH  DIRECTED  TOWARD  WOMEN. 

RESEARCH  ON  WOMEN  IS  VITAL  BECAUSE  ALCOHOLISM  AFFECTS  WOMEN  DIFFERENTLY 
THAN  IT  DOES  MEN.   DIFFERENCES  INCLUDE  THE  FACT  THAT  THE  COMBINED  EFFECTS  OF 
ESTROGEN  AND  ALCOHOL  AUGMENT  LIVER  DAMAGE.   A  GREATER  PERCENTAGE  OF  ALCOHOLIC 
WOMEN  DIE  OF  CIRRHOSIS  OF  THE  LIVER  THAN  DO  ALCOHOLIC  MEN,  WHICH  IS  DIRECTLY 
RELATED  TO  THE  INTERACTION  OF  ESTOGEN  AND  ALCOHOL.   CHRONIC  DRINKING  AMONG 
WOMEN  ALSO  CONTRIBUTES  TO  MENSTRUAL  DISORDERS,  FERTILITY  PROBLEMS  AND 
PREMATURE  MENOPAUSE. 

MR.  CHAIRMAN,  I  URGE  YOU  TO  PROVIDE  $23  MILLION  IN  NEW  FUNDING  FOR 
ALCOHOLISM  RESEARCH  ON  WOMEN. 

I  THANK  YOU,  MR.  CHAIRMAN,  AND  THE  MEMBERS  OF  THE  SUBCOMMITTEE,  FOR  YOUR 
ATTENTION  TO  OUR  FUNDING  PRIORITIES. 
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Ms.  McKlNNEY.  Mr.  Chairman  I  am  pleased  to  come  here  as  a 
new  Member.  It  is  my  first  time  coming  before  your  subcommittee; 
I  am  sure  it  won't  be  the  last. 

I  am  here  to  plead  on  behalf  of  three  programs  that  benefit  our 
Nation's  children.  The  first  program  is  the  Healthy  Start  program. 
I  ask  for  continued  support  of  the  program  funded  at  $110  million, 
with  a  $4  million  set-aside  for  the  Healthy  Start  Special  Project 
Grants.  Healthy  Start  is  an  innovative  program,  breaking  out  of 
the  traditional  top-heavy  bureaucratic  mold  to  provide  grassroots 
strategies  at  the  local  level.  Healthy  Start  works  within  the  com- 
munity for  infant  mortality  reduction  and  maternal  and  infant 
health.  In  these  times  when  the  U.S.  ranks  among  Third  World  na- 
tions in  infant  mortality  rates,  this  program  should  indeed  be  a  pri- 
ority. 

Head  Start  is  also  a  priority,  and  we  ask  that  this  program  re- 
ceive the  full  authorization  of  $700  million.  With  only  two  out  of 
five  eligible  children  currently  enrolled,  efforts  to  expand  Head 
Start  should  be  designed  to  ensure  that  high-quality  experiences 
are  provided  to  all  new  enrollees,  as  well  as  those  children  already 
enrolled  in  the  program. 

I  also  urge  your  continued  funding  of  the  Temporary  Child  Care 
for  Children  with  Disabilities  and  Crisis  Nurseries  Act  for  fiscal 
year  1995,  which  provides  the  only  Federal  start-up  funds  for  these 
critically  necessary  and  proven  cost-effective  child  abuse  prevention 
and  family  support  services.  These  programs  are  available  in  near- 
ly all  States  and  provide  temporary  relief  for  parents  of  children 
with  disabilities  and  for  families  at  risk  of  abuse  or  neglect.  Be- 
cause of  the  hundreds  of  thousands  of  families  currently  on  the 
waiting  list,  it  is  essential  that  funding  be  secured  to  ensure  that 
families  are  not  denied  program  services  in  the  future. 

Mr.  Chairman,  I  come  from  a  State  with  a  dismal  track  record 
on  children.  Now  is  not  the  time  to  prioritize  our  values  away  from 
the  next  generation.  I  ask  that  you  join  with  the  Women's  Caucus 
and  all  the  other  Members  of  Congress  in  protecting  our  kids  and 
our  future.  Thank  you. 

[The  prepared  statement  follows:] 
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TESTIMONY  OF  CONGRESSWOMAN  CYNTHIA  McKINNEY 
BEFORE  LABOR-HHS- APPROPRIATIONS 

May  5, 1994 

Mr.  Chairman  and  the  esteemed  Members  of  the  subcommittee.  Thank  you 
for  having  us  here  today. 

I  ask  for  continued  support  of  the  Healthy  Start  Program  funded  at  $110 
Million,  with  a  $4  Million  set  aside  for  the  Healthy  Start  Special  Project 
Grants.   Healthy  Start  is  an  innovative  program,  breaking  out  of  the 
traditional  top-heavy  bureaucratic  mold  to  provide  grassroots  strategies  at  the 
local  level.     Healthy  Start  works  within  the  community  for  infant  mortality 
reduction  and  maternal  and  infant  health.   In  these  times  when  the  U.S. 
ranks  among  Third  World  nations  in  infant  mortality  rates,  this  program 
should  indeed  be  a  priority. 


Head  Start  is  also  a  priority,  and  we  ask  that  this  program  receive  the  full 
authorization  of   $700  Million.    With  only  two  out  of  five  eligible  children 
currently  enrolled,  efforts  to  expand  Head  Start  should  be  designed  to  ensure 
that  high-quality  experiences  are  provided  to  all  new  enrollees,  as  well  as 
those  children  already  enrolled  in  the  program. 
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I  also  urge  your  continued  funding  of  the  "Temporary  Child  Care  for 
Children  with  Disabilities  and  Crisis  Nurseries  Act"  for  FY  1995,  which 
provides  the  only  federal  start-up  funds  for  these  critically  necessary  and 
proven  cost-effective  child  abuse  prevention  and  family  support  services. 
These  programs  are  available  in  nearly  all  the  states  and  provide  temporary 
relief  for  parents  of  children  with  disabilities  and  for  families  at  risk  of  abuse 
or  neglect.   Because  of  the  thousands  of  families  currently  on  the  waiting  list, 
it  is  essential  that  funding  be  secured  to  ensure  that  families  are  not  denied 
program  services  in  the  future. 

Mr.  Chairman,  I  come  from  a  state  with  a  dismal  track  record  on  children. 
Now  is  NOT  the  time  to  prioritize  our  values  away  from  the  next  generation. 
I  ask  that  you  join  with  the  Women's  Caucus  and  all  the  other  Members  of 
Congress  interested  in  protecting  our  kids— our  future. 

Thank  you. 
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Ms.  SCHENK.  Thank  you,  Mr.  Chairman  and  Members  of  the 
committee.  I  will  be  brief  in  the  interest  of  time.  I  am  the  Vice- 
Chair  of  the  Choice  Task  Force  of  the  Caucus.  It  is  chaired  by  Con- 
gresswoman  Nita  Lowey  and  I  represent  her.  We  are  here  to  make 
three  points. 

We  urge  the  subcommittee  to  fund  the  Title  X  Family  Planning 
Program  at  a  level  of  $200  million.  Title  X  is  a  proven  investment 
in  preventive  health  care.  For  example,  the  California  Family  Plan- 
ning Council  estimates  that  Title  X  services  help  avoid  almost 
140,000  unplanned  pregnancies  in  California  every  year.  Obviously, 
this  saves  money.  In  fact,  every  dollar  invested  in  Title  X  saves  an 
estimated  $11.25. 

Second,  the  Caucus  requests  $14  million  in  fiscal  year  1995  for 
the  infertility  prevention  program,  which  provides  screening  for 
sexually  transmitted  diseases  that  cause  infertility  in  women. 
Twelve  million  Americans  contract  sexually  transmitted  diseases 
every  year,  with  a  resulting  cost  of  $5  billion  per  year.  So  invest- 
ment in  this  program  will  help  to  stem  the  tide  and  save  money 
on  treatment  and  medical  intervention. 

Lastly,  Mr.  Chairman,  as  you  know,  and  as  every  Member  of  the 
subcommittee  knows,  the  Caucus  stands  in  firm  and  unequivocal 
opposition  to  the  Hyde  amendment  or  any  of  its  derivations.  As  we 
attempt  to  reform  our  health  care  system  and  bring  the  medicaid 
population  under  general  insurance,  so,  too,  should  we  end  this 
practice  of  discrimination  against  low-income  women.  We  ask,  what 
good  is  any  of  their  rights  if  it  exists  only  in  theory? 

We  look  forward  to  working  with  you  to  achieve  that  goal  and 
thank  you  very  much. 

[The  prepared  statement  follows:] 
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Statement  of  the  Honorable  Lynn  Schenk 
Before  the  Labor-HHS-Education  Appropriations  Subcommittee 
May  5,  1994 


Thank  you,  Chairman  Smith,  Congressman  Porter,  for  the 
opportunity  to  testify  here  today. 

I  am  appearing  before  you  on  behalf  of  the  Congressional 
Caucus  for  Women's  Issues.   I  serve  the  Caucus  as  its  vice-chair 
on  Choice,  and  I'd  like  to  make  a  few  brief  points  with  respect 
to  federal  funding  for  reproductive  health  services. 

Before  I  begin,  I  would  like  to  second  the  testimony  of  many 
of  my  colleagues  who  have  appeared  before  you  today.   In 
particular,  I  would  add  my  strong  support  for  the  Caucus'  request 
for  $421  million  in  breast  cancer  research  through  the  National 
Institutes  of  Health,  and  $25  million  for  the  Office  of  Research 
on  Women's  Health  within  NIH.   In  large  part  because  of  the 
leadership  of  this  committee,  Mr.  Chairman,  funding  for  women's 
health  research  has  steadily  increased  --  but  there  is  still  much 
more  to  do.   On  behalf  of  the  Caucus,  I  look  forward  to  working 
with  the  committee  to  address  these  needs  during  the 
appropriations  process. 

In  my  testimony,  I  would  like  to  focus  on  three  aspects  of 
reproductive  health  funding.   First  and  foremost,  the  Caucus 
requests  that  the  Subcommittee  fund  the  Title  X  Family  Planning 
Program  at  $200  million  in  FY  1995.   Title  X  funding  is  a  proven, 
cost-effective  investment  in  preventive  health  care.   It's 
important  to  note  that  every  dollar  we  spend  on  Title  X  services 
saves  an  estimated  $11.25. 

For  many  young  women,  particularly  low-income  women,  Title  X 
family  planning  clinics  are  primary  providers  of  health  care.   In 
California,  this  program  provides  $11  million  to  450,000  clients 
every  year.   The  California  Family  Planning  Council  estimates 
that  Title  X  services  prevent  as  many  as  138,000  unplanned 
pregnancies  each  year.   The  Council  also  estimates  that  each  of 
these  unwanted  pregnancies,  if  carried  to  term,  would  cost  $9,383 
in  public  support,  including  Medi-Cal,  AFDC  and  other  support. 
Unplanned  and  unwanted  pregnancies  exact  a  tragic  economic  and 
social  cost  on  our  nation,  and  Title  X  funding  gives  young  women 
the  tools  to  control  their  fertility. 
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Second,  the  Caucus  requests  $14  million  in  FY  1995  for  the 
Infertility  Prevention  Program,  which  provides  screenings  for 
sexually  transmitted  diseases  (STDs)  that  cause  infertility  in 
women.   Twelve  million  Americans  contract  STDs  every  year,  with 
resulting  costs  of  $5  billion  per  year.   Funding  for  this 
program,  which  is  part  of  the  Sexually  Transmitted  Disease 
programs  administered  by  the  Centers  for  Disease  Control  (CDC) , 
will  help  educate  women  as  to  the  dangers  of  STDs,  and  save  us 
the  cost  of  treatments  and  medical  interventions. 

Lastly,  Mr.  Chairman,  the  Caucus  stands  in  unequivocal 
opposition  to  the  Hyde  amendment,  or  any  of  its  derivations. 
American  women  deserve  equal  treatment  under  law,  regardless  of 
their  ability  to  pay  for  health  insurance.   We  believe  that  our 
efforts  to  reform  the  health  care  system  and  bring  the  Medicaid 
population  into  our  private  health  insurance  system  will  obviate 
the  need  for  this  type  of  archaic,  discriminatory  restriction  on 
reproductive  rights. 

We  urge  the  Subcommittee  to  delete  the  Hyde  amendment, 
resist  its  inclusion  throughout  the  appropriations  process,  and 
allow  the  Congress  to  work  its  will  on  this  issue  within  the 
context  of  comprehensive  health  care  reform. 

Once  again,  Mr.  Chairman,  Congressman  Porter,  thank  you  for 
the  opportunity  to  testify  here  today.   On  behalf  of  the  Caucus, 
I  look  forward  to  working  with  you  and  the  rest  of  the  Committee 
to  address  these  and  other  issues  vital  to  the  health  and  welfare 
of  American  women. 
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Mrs.  Meyers  of  Kansas.  Thank  you,  Mr.  Chairman.  Thank  you 
for  allowing  me  to  testify  before  the  Labor-HHS  Appropriations 
Subcommittee  on  behalf  of  the  Congressional  Caucus  on  Women's 
Issues.  We  must  increase  funding  to  get  more  pregnant  women  into 
substance  abuse  treatment  under  the  Center  for  Substance  Abuse 
Treatment  and  the  Substance  Abuse  and  Mental  Health  Services 
Administration. 

I  think  under  the  Substance  Abuse  and  Mental  Health  Services 
Administration  there  are  two  programs,  the  Center  for  Substance 
Abuse  Treatment  and  the  Center  for  Substance  Abuse  Prevention. 
In  the  first  of  those,  there  has  been  a  substantial  increase  sug- 
gested, an  increase  of  about  $253  million,  but  the  amount  devoted 
to  pregnant  women  who  are  concerned  about  substance  abuse,  has 
been  decreased  and  in  the  Center  for  Substance  Abuse  Prevention, 
the  amount  of  money  is  about  the  same  this  year.  But  again  the 
amount  for  women  has  been  decreased,  and  I  would  urge  you  to 
look  at  that  carefully. 

Studies  show  that  anywhere  from  11  to  18  percent  of  all  preg- 
nant or  delivering  women  tested  positive  for  some  type  of  fetus  en- 
dangering substance,  illicit  drugs,  alcohol  or  tobacco  products.  Co- 
caine is  reported  to  be  the  number  one  illicit  drug  used  by  women 
of  childbearing  age  in  the  United  States.  Rising  drug  use  during 
pregnancy  already  has  had  a  significant  impact  on  medical  and  so- 
cial service  delivery  systems. 

It  is  important  to  note  that  the  average  hospital  cost  of  a  cocaine- 
exposed  infant  is  $13,222,  almost  10  times  the  average  cost  of  a 
drug-free  delivery,  which  is  $1,297.  This  is  just  one  example  of  the 
societal  cost  of  pregnant  women's  drug  addiction.  However,  you 
must  multiply  this  example  throughout  our  educational,  medical 
and  welfare  systems;  and  the  compelling  need  to  get  more  women 
and  children  into  treatment  programs  becomes  a  very  wise  invest- 
ment. 

Thank  you,  Mr.  Chairman. 

[The  prepared  statement  follows:] 
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Testimony 
of  the 
Honorable  Jan  Meyers 
Third  District-Kansas 

Before  the  Labor,  Health  and  Human  Resources 

Appropriations  Subcommittee 

May  5,  1994 

Mr.  Chairman, 

Thank  you  for  allowing  me  to  testify  before  the  Labor,  HHS 

Appropriations  Subcommittee  on  behalf  of  the  Congressional  Caucus 

on  Women's  Issues.   We  must  increase  funding  to  get  more  pregnant 

women  into  substance  abuse  treatment  under  the  Center  for 

Substance  Abuse  Treatment  (CSAT)  and  the  Substance  Abuse  and 

Mental  Health  Services  Administration  (SAMHSA) . 

Studies  show  that  anywhere  from  11%  to  18%  of  all  pregnant 
or  delivering  women  tested  positive  for  some  type  of  fetus- 
endangering  substance:  illicit  drugs,  alcohol,  or  tobacco 
products.   Cocaine  is  reported  to  be  the  number  one  illicit  drug 
used  by  women  of  child  bearing  age  in  the  U.S.   Rising  drug  use 
during  pregnancy  already  has  had  a  significant  impact  on  medical 
and  social  service  delivery  systems.   It  is  important  to  note 
that  the  average  hospital  cost  of  a  cocaine-exposed  infant  is 
$13,222,  almost  twelve  times  the  average  cost  of  a  drug-free 
delivery  which  is  $1,297.   This  is  just  one  example  of  the 
societal  costs  of  pregnant  women's  drug  addiction. 

Multiply  this  example  throughout  our  educational,  medical, 
and  welfare  system  and  the  compelling  need  to  get  more  women  and 
children  into  treatment  programs  becomes  a  wise  investment. 


1149 

Mrs.  Schroeder.  Thank  you,  Mr.  Chairman.  You  have  been  very 
patient.  And  thank  you,  Members  of  the  subcommittee. 

Mr.  Porter.  I  have  listened  to  a  lot  of  panels  and  I  don't  think 
there  has  been  a  better  presentation,  more  forceful  or  better  coordi- 
nated than  all  of  you;  and  I  think  we  learned  a  lot  sitting  here  lis- 
tening to  what  you  had  to  say. 

Ms.  Pelosi.  I  agree.  The  only  thing  it  reminds  me  of  is  your 
presentation  last  year,  which  was  excellent  as  well.  Well  re- 
searched and  comprehensive  in  terms  of  addressing  so  many  of  the 
issues  of  concern  to  women  and  health  issues. 

I  think  the  Congressional  Caucus  on  Women's  Issues  should 
know  that  the  Members  of  this  committee,  the  women  and  male 
colleagues,  have  presented  some  of  the  concerns  expressed  today  to 
the  representatives  of  the  administration  when  they  came  here. 

So  much  of  what  you  are  talking  about,  we  have  asked  them 
about,  and  they  know  of  the  interest  of  this  subcommittee.  But  that 
wouldn't  be  possible  without  all  the  good  work  of  the  Congressional 
Caucus  on  Women's  Issues,  bipartisan  and  divided  into  the  various 
caucuses  to  establish  expertise  and  recommendations. 

So  I  am  very  proud  once  again,  as  I  said  last  year,  to  be  here 
to  see  this  very  excellent  panel.  Many  of  the  women  couldn't  be 
here  because  of  other  legislative  duties,  but  we  heard  from  them; 
and  hopefully,  the  final  product  of  our  subcommittee  will  reflect  the 
knowledge  that  you  have  presented  today. 

I  have  no  questions. 

Ms.  DeLauro.  I  associate  myself  with  the  comments  of  my  col- 
leagues and  say  what  a  tour  de  force.  It  makes  me  very  proud  to 
sit  here  and  to  have  the  opportunity  to  work  with  people  who  care 
as  much  as  they  do,  people  who  have  been  here  for  a  number  of 
years,  people  who  are  newcomers  and  some  who  have  already  made 
an  incredible  difference  in  the  lives  of  women,  children  and  families 
in  this  country.  Those  of  us  who  are  new — and  I  still  consider  my- 
self new  here — want  to  work  with  you  and  to  help  continue  that. 

What  is  wonderful  is  the  responsiveness  we  have  had  in  the  last 
several  years  and  the  strides  that  have  been  made  for  women  and 
children.  You  have  a  committee  that  shares  your  hopes  and  initia- 
tives in  this  area. 

Thank  you  very  much. 

Mr.  Smith.  I  want  to  congratulate  you  on  the  way  you  have  orga- 
nized the  panel.  You  have  covered  a  lot  of  territory  in  a  very  short 
time.  I  do  want  to  caution  you  about  one  thing,  though. 

The  budget  resolution  alleges  to  have  allocations  of  certain  num- 
bers and  dollars,  but  at  the  end  of  not  only  the  budget  resolution 
passed  out  of  the  House,  but  the  one  that  is  coming  back  to  the 
House  now,  there  are  a  lot  of  unallocated  reductions.  I  don't  know 
how  we  are  going  to  allocate  them,  but  if  we  went  across  the  board 
to  allocate  some  reductions  to  every  item  in  here,  however  we  do 
it,  we  don't  have  the  number  of  dollars  that  appears  there. 

Ms.  Pelosi.  Still,  I  think  the  Caucus  deserves  a  great  deal  of 
credit  for  getting  those  amounts  in  the  budget  resolution,  as  well, 
and  we  are  proud  of  the  success  in  getting  all  the  items  you  have 
heard  here  authorized.  They  have  come  prepared  not  only  with 
their  testimony,  but  with  the  work  that  had  to  be  done  in  other 
parts  of  the  legislative  process. 


1150 

Mrs.  SCHROEDER.  We  have  been  working  with  the  authorization 
committees  very  hard. 
Mr.  Smith.  Thank  you  very  much. 


Thursday,  May  5,  1994. 

WITNESS 

HON.  E.  CLAY  SHAW,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  FLORIDA 

Mr.  Smith.  Mr.  Shaw. 

Mr.  Shaw.  Mr.  Chairman,  in  recognition  of  the  time,  I  would  like 
to  submit  my  full  statement  for  the  record,  and  I  would  like  to 
summarize  my  summary. 

I  am  here  this  morning  to  speak  in  three  areas.  One  is  the  Emer- 
gency Immigration  Education  Act,  another  is  the  Library  Services 
and  Construction  Act,  and  cancer  and  disease  research.  All  three 
items  are  covered  fully  in  my  full  statement. 

With  regard  to  the  Immigration  Education  Act,  it  is  tremen- 
dously important  for  this  Congress  to  recognize  the  failed  immigra- 
tion policy  that  we  have  had  in  this  country,  which  is  spread  over 
many  years  and  many  administrations.  We  have  been  unable  to 
take  control  of  our  borders  and  have  certain  areas  of  the  country 
that  are  tremendously  impacted,  particularly  with  young  children, 
who  are  taking  up  space  in  our  classrooms.  There  is  definitely  a 
Federal  responsibility  to  address  this  issue  all  across  this  country. 

Right  now,  the  funding  to  each  school  is  barely  adequate  enough 
to  purchase  one  textbook.  This  makes  it  tremendously  important 
that  we  recognize  our  obligation  to  those  areas  that  are  impacted 
and  that  the  funding  of  this  continues. 

In  the  area  of  health  and  disease  research,  it  is  so  important  that 
we  maintain  our  lead  on  a  world  basis  with  cancer  and  heart  dis- 
ease. Those  two  areas  are  the  biggest  killer  of  people  around  the 
world.  We  are  the  leader  in  research.  Now  we  are  falling  short. 

NIH,  which  has  done  a  tremendous  job  and  has  been  on  the  cut- 
ting edge  of  technology,  is  having  to  cut  back.  I  think  in  allocating 
dollars  to  disease  it  is  necessary  for  us  to  not  only  be  sure  that  we 
do  go  after  the  disease  that  is  most  threatening  the  population,  but 
I  think  it  is  important  that  we  take  a  close  look  as  the  amount  of 
dollars  being  spent  as  to  the  number  of  people  who  are  affected  by 
these  diseases  in  our  country. 

My  wife  lost  both  her  parents  to  cancer  and  her  sister  now  is 
fighting  her  second  bout  with  cancer.  It  is  a  terrible  disease  and 
one  that  I  believe  we  can  find  a  cure  for  in  our  lifetime;  and  it 
would  be  wonderful  credit  to  this  Congress  to  have  funded  those 
projects  so  that  those  diseases  can  be  put  as  something  in  the  past. 

With  that,  I  will  answer  any  questions  you  might  have. 

Mr.  Smith.  We  thank  you  for  your  statement. 

[The  prepared  statement  follows:! 
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Statement  of  the  Hon.  E.  Clay  Shaw,  Jr. 
before  the 
House  Appropriations  Subcommittee  on 
Labor- Health  and  Human  Services -Education 
May  5,  1994 

Mr.  Chairman,  I  appreciate  the  opportunity  to  testify  before 
you  and  the  Subcommittee  in  support  of  funding  for  projects  which 
are  important  to  my  state  of  Florida. 

My  testimony  includes  requests  for  funding  for  the  Emergency 
Immigrant  Education  Act,  the  Library  Services  and  Construction 
Act,  and  continued  cancer  and  heart  disease  research. 

Emergency  Immigrant  Education  Act  (EIEA) 

As  you  know,  the  EIEA,  currently  funded  at  $39  million,  helps 
local  education  agencies  meet  the  educational  needs  of  immigrant 
children  and  is  the  only  federal  education  program  dedicated 
exclusively  toward  helping  communities  impacted  by  immigration. 
Unlike  bilingual  education,  the  EIEA  provides  funds  by  a  formula 
that  reimburses  school  districts  for  the  numbers  of  immigrant 
children  they  are  constitution  only  bound  to  serve.   Unfortunately 
this  program  has  received  grossly  inadequate  funding.   The  19  84 
appropriation  for  EIEA  equalled  $86  per  pupil,  but  in  inflation 
adjusted  dollars  the  current  appropriation  of  $39  million  is  now 
only  about  $40  per  student.   Unless  appropriations  are  increased 
considerably  for  FY  1995,  the  increasing  numbers  of  immigrant 
students  mean  that  the  per  pupil  funding  level  is  likely  to  fall 
again. 

Today  there  are  700,000  immigrant  students  in  the  United 
States  who  qualify  for  funding  under  the  EIEA.   Current  funding 
provides  fewer  than  500,000  of  those  children  with  funds,  which 
means  thousands  of  school  districts  must  devote  more  of  their 
scarce  resources  to  educating  immigrant  children.   Furthermore, 
because  appropriations  have  not  kept  up  with  sharp  increases  in 
immigration,  the  amount  per  pupil  that  actually  makes  it  down  to 
the  schools  is  equivalent  to  the  average  cost  of  a  textbook. 
Meanwhile  overcrowded  classrooms  have  caused  an  explosion  of 
construction  costs,  and  the  education  of  both  immigrant  and 
American-born  children  is  being  jeopardized. 

Immigration  is  a  federal  responsibility,  yet  the 
responsibility  to  educate  immigrants  rests  almost  entirely  on  the 
shoulders  of  states  and  local  school  districts.   It  is  the  federal 
government's  obligation  to  help  states  and  local  education 
agencies  pay  for  the  additional  costs  of  serving  immigrant 
children,  who  have  often  expensive  needs  that  put  added  burdens  on 
a  typical  public  school  budget. 

School  districts  should  not  be  compelled  to  bear  the  brunt  of 
the  costs  of  educating  immigrant  students.   The  House  indicated 
its  strong  support  for  an  increase  by  approving  the 
Miller/ Johnston  amendment  to  H.R.  6,  which  increased  the  EIEA 
authorization  from  $40  million  to  $75  million. 

I  urge  the  Subcommittee  to  consider  full  funding  for  the  EIEA 
and  to  reserve  an  additional  appropriation  in  anticipation  of  an 
increase  in  the  authorization  level  by  the  Senate.   $75  million  is 
not  nearly  enough  to  meet  the  costs  incurred  by  school  districts 
charged  with  educating  immigrant  children,  but  it  is  an  important 
step  forward  and  a  signal  to  the  American  people  that  the  federal 
government  is  capable  of  taking  responsibility  for  its  actions. 
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Library  Services  and  Construction  Act  (LSCA) 

The  LSCA  program,  as  it  has  evolved  since  1956,  has  helped 
make  it  possible  for  virtually  all  Floridians  to  have  access  to 
public  library  services.   Federal  funds  have  played  a  crucial  role 
in  the  development  of  library  services. 

While  the  current  administration  provides  level  funding  for 
FY  1994-95  for  Title  I  and  Title  III,  it  does  not  recommend  any 
funding  for  Title  II,  Public  Construction,  and  Title  VI,  Library 
Literacy.   Of  the  programs  proposed  for  elimination  in  the 
Department  of  Education  budget,  about  one- fourth  are  library 
programs.   Under  Title  VI,  Library  Literacy,  it  is  important  to 
note  that  the  monies  provided  to  Florida  for  this  program  have 
resulted  in  Florida's  public  libraries  providing  over  one- third  of 
the  adult  literacy  programs  in  the  state. 

I  am  a  strong  supporter  of  literacy  programs.   After  all, 
literacy  programs  are  pivotal  in  meeting  Goal  5  of  our  National 
Education  Goals,  "By  the  year  2000,  every  adult  American  will  be 
literate  and  will  possess  the  knowledge  and  skills  necessary  to 
compete  in  a  global  economy  and  exercise  the  rights  and 
responsibilities  of  citizenship." 

Libraries  are  the  infrastructure  for  education  and  literacy; 
they  should  not  have  to  suffer  further  at  a  time  of  investment  in 
change  for  the  future.   Again,  I  urge  the  Subcommittee  to  give 
careful  consideration  to  restoring  funding  for  Title  VI,  Library 
Literacy. 

Cancer  and  Heart  Disease  Research 

The  federal  government  has  made  an  enormous  and  growing 
commitment  to  finding  a  cure  for  the  dreadful  diseases  of  cancer 
and  heart  disease.   Incredible  advances  resulting  from  billions  of 
dollars  spent  in  recent  years  on  cancer  and  heart  disease  research 
have  led  to  increasingly  effective  medications  and  treatment.   The 
United  States  is  a  world  leader  in  these  areas,  due  in  large  part 
to  the  efforts  of  researchers  at  the  National  Institutes  of  Health 
and  Centers  for  Disease  Control. 

As  we  are  all  well  aware,  there  is  much  discussion  about 
health  care  reform.   Because  most  of  the  deaths  in  this  country 
are  attributable  to  cancer  and  heart  disease,  I  believe  increased 
funding  research  for  these  diseases  would  be  an  integral  element 
of  any  health  care  reform  package. 

I  respectfully  ask  the  Subcommittee  to  give  careful 
consideration  of  my  concern,  as  well  as  my  request  for  full 
funding  for  cancer  and  heart  disease  research. 

In  closing,  I  thank  you  again  Mr.  Chairman  for  the 
opportunity  to  testify  before  this  Subcommittee  on  behalf  of  these 
initiatives  that  are  important  to  Florida. 
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Thursday,  May  5,  1994. 

witnesses 
hon.  albert  r.  wynn,  a  representative  in  congress  from  the 

STATE  OF  MARYLAND 
HON.  CLEO  FIELDS,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  LOUISIANA 

Mr.  Smith.  Mr.  Wynn  and  Mr.  Field. 

Mr.  Wynn.  Thank  you,  Mr.  Chairman.  It  is  a  pleasure  for  me  to 
be  here,  and  in  view  of  the  hour,  I  will  be  brief. 

I  am  here  on  a  very  important  mission  and  that  is  to  urge  a 
funding  level  a  $506.5  million  for  the  Federal  TRIO  programs.  This 
is  an  additional  $88  million  over  fiscal  year  1994  and  will  allow 
TRIO  to  serve  an  additional  121,000  young  people. 

I  think  you  are  familiar  with  the  program.  It  provides  academic 
support  and  counseling  for  persons  from  disadvantaged  commu- 
nities and  background.  I  think  it  is  particularly  pertinent,  though, 
because  we  are  trying  to  fight  crime  in  this  country;  and  I  think 
to  the  extent  that  we  can  get  more  people  into  college  and  help 
them  be  successful  in  college,  we  are  providing  a  great  service. 

The  program  allows  colleges  to  bring  a  diverse  population — over 
680,000  young  people  and  adults  are  currently  being  served.  Two- 
thirds  of  the  students  are  from  families  where  the  total  family  in- 
come is  less  than  150  percent  of  poverty  and  neither  parent  grad- 
uated from  college;  42  percent  of  TRIO  students  are  white,  35  per- 
cent black,  15  percent  Hispanic,  4  percent  are  American  Indian  and 
4  percent  Asian.  16,000  TRIO  students  are  disabled. 

As  you  can  see,  it  is  a  diverse  student  population,  a  very  good 
result  from  the  program.  I  had  the  opportunity  as  a  student  at  the 
University  of  Pittsburgh  to  participate  in  the  program  that  was 
partially  funded  with  a  TRIO  grant.  It  allowed  the  university  to 
have  one  of  the  best  records  for  minority  graduation  in  the  country. 

I  think  this  is  an  important  program  at  a  particularly  pertinent 
time,  considering  what  we  are  trying  to  do  with  crime.  I  hope  you 
will  give  it  favorable  consideration. 

I  would  like  to  turn  it  over  to  my  colleague,  Mr.  Fields. 

[The  prepared  statement  follows:] 
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The  Honorable  Albert  R.  Wynn  (D-MD) 
Before  the  Subcommittee  on  Labor-Health  and  Human  Services 

Education 

on  the  Federal  TRIO  programs 

May  5,  1994 

Mr.  Chairman,  Members  of  the  Subcommittee,  I  am  honored  to  have 
the  opportunity  to  testify  today.  I  especially  want  to  thank 
Congressman  Louis  Stokes  whose  leadership  within  the  Black  Caucus  on 
education  issues  has  provided  me  great  insight  and  direction. 

Mr.  Chairman,  I  am  here  today  to  recommend  a  funding  level  of 
$506.5  million  for  the  Federal  TRIO  programs.  This  additional  $88 
million  over  the  FY  1994  base  will  allow  TRIO  to  serve  an  additional 
121,000  young  people  and  adults  next  year.  As  a  graduate  of  one  of  the 
TRIO  programs,  Student  Support  Services  at  the  University  of 
Pittsburgh,  I  can  tell  you  first  hand  how  vital  these  efforts  are  in 
providing  real  options  to  low- income  youth  and  adults,  from  both 
majority  and  minority  backgrounds. 

As  you  know,  the  TRIO  programs  are  designed  to  identify  and 
encourage  qualified  individuals  from  low- income  families  to  attend 
college.  They  also  provide  academic  and  counseling  services  to  prepare 
students  for  college  and  to  increase  their  chances  of  being  successful 
once  they  enroll. 

Today  TRIO  programs  serve  over  680,000  young  people  and  adults. 
Two-thirds  of  these  students  are  from  families  where  the  total  family 
income  is  less  than  150%  of  the  poverty  level  and  neither  parent 
graduated  from  college.   Forty-two  (42%)  of  TRIO  students  are  White, 
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35%  Black,  15%  are  Hispanic,  4%  are  American  Indian  and  4%  are  Asian. 
Sixteen  thousand  TRIO  students  are  disabled. 

As  a  student  at  the  University  of  Pittsburgh  during  the  early 
1970' s,  I  was  enrolled  in  what  is  now  called  the  University  Challenge 
for  Excellence  Program  or  U-CEP.  U-CEP,  as  I  mentioned,  receives  about 
50%  of  its  funding  under  a  TRIO  grant.  The  remaining  funding  comes  from 
the  University,  private  foundations  in  Pittsburgh,  and  the  state  of 
Pennsylvania.  U-CEP  is  designed  to  enable  the  University  to  enroll  a 
diverse  undergraduate  student  body  --  both  in  terms  of  race  and 
ethnicity  and  income  --  and  to  provide  all  students  admitted  a 
realistic  opportunity  to  graduate. 

The  services  U-CEP  offers  today  through  its  TRIO  grant  are 
somewhat  more  sophisticated,  but  in  many  ways  quite  similar  to  those 
from  which  I  benefited.  The  University's  Admissions  office  makes 
special  efforts  to  recruit  and  attract  TRIO-eligible  students.  The 
University  invests  over  $800,000  of  its  won  resources  in  financial 
assistance  for  TRIO  students.  Students  in  especially  difficult  majors, 
such  as  engineering  or  the  sciences,  or  with  poor  academic  preparation, 
are  provided  specialized  assistance  in  a  pre-freshman  summer  program. 
Through  the  federal  grant,  the  University  provides  specialized  academic 
advising  to  enable  TRIO  students  to  chose  realistic  course  loads  in 
light  of  their  career  goals  and  academic  preparation.  Tutoring  is 
provided  to  enable  students  to  succeed  in  all  their  courses.  Personal 
counseling  is  available  to  assist  students  in  balancing  their  many 
demands:  academic  responsibilities,  family  responsibilities,  and 
often  employment  as  well. 

Today,  with  the  continued  assistance  of  the  Federal  TRIO  grants, 
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U-CEP  is  doing  remarkably  well  enabling  Pitt  to  enroll  and  graduate  a 
diverse  undergraduate  population.  Over  the  last  several  years,  for 
example,  the  University  consistently  has  ranked  among  the  top  five 
colleges  in  the  country  (excluding  the  historically  black  colleges  and 
universities)  in  terms  of  numbers  of  black  graduates. 

Like  many  others  in  my  generation,  I  was  the  beneficiary  of  the 
efforts  of  Congress  to  expand  opportunities  for  minorities,  which 
directly  grew  out  of  the  Civil  Rights  Movement  and  the  Higher  Education 
Act  of  1965.  I  like  to  think,  however,  that  our  country  benefited  from 
that  investment  in  its  future  leadership  as  well. 

As  you  know,  in  response  to  increased  investments  in  TRIO  and 

the  student  financial  aid  programs  during  the  1960's  and  early  1970's, 

enrollment  of   low- income  and  minority  students  in  college  grew 

steadily.   However,  as  that  investment  dwindled  in  the  1980 's,  so  did 

the  enrollment  of  poor  and  minority  students. 

**The  Washington  Post  reported  in  February,  for  example, 
that  the  number  of  African  American  men  attending  college 
has  dropped  substantially.  Today,  only  30%  of  Black  high 
school  graduates  enroll  in  college  as  compared  to  42%  for 
white  male  high  school  graduates. 

**The  National  Urban  League  notes  that  the  proportion  of 
African  Americans  20  to  29  completing  four  or  more  years 
of  college  decreased  6%  between  1982  and  1991,  while  the 
proportion  of  their  white  counterparts  completing  four  years 
of  college  increased  13%. 

♦♦Thomas  Mortenson  in  Postsecondary  Education   Opportunity 

(September  1993)  notes  that  a  young  person  from  a  family 
whose  income  falls  in  the  bottom  quarter  of  the  nation 

(below  $21,600)  has  only  a  4%  chance  of  graduating  from 
college  by  age  24.  This  compares  to  the  young  person  from 
the  top  income  quartile  (above  $63,600)  who  has  a  76%  chance 
of  receiving  a  baccalaureate  by  that  point . 

It  is  of  great  concern  to  me  that  the  Administration  is  proposing 

no  real  investment  in  reversing  the  trends  or  in  expanding  educational 
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opportunity  in  FY  1995.  The  message  which  is  being  conveyed  to  young 
people  in  our  districts  --  and  other  districts  with  substantial 
numbers  of  low  and  moderate  income  families  --  can  be  a  very 
discouraging  and  cynical  one.  Our  country  must  invest  in  programs  like 
the  TRIO  program  which  gives  real  opportunities  for  upward  mobility. 

We  need  educated  leaders  in  every  field  of  endeavor  -- 
education,  government,  business,  science,  the  arts  and  the 
professions.  Over  the  past  30  years  TRIO  programs  have  proven  their 
ability  to  produce  such  leaders.  I  ask  you  to  continue  and  expand  that 
investment  by  including  $506.5  million  for  TRIO  in  your  FY  1995 
Appropriations  bill . 

Thank  you  very  much  for  considering  these  recommendations. 
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Mr.  Fields.  Thank  you,  Mr.  Chairman.  I  would  like  to  enter  my 
full  statement  for  the  record.  I,  too,  will  summarize  my  summary 
by  saying  that  the  TRIO  program  is  a  very,  very  important  pro- 
gram to  me  because  I  had  an  opportunity  to  be  a  part  of  the  TRIO 
program.  When  I  was  in  high  school,  though  I  lived  10  miles  away 
from  a  college  campus,  I  never  had  an  opportunity  to  go  to  a  college 
campus  to  even  visit  until  I  had  the  opportunity  to  enroll  in  the 
Upward  Bound  program. 

I  come  from  a  family  of  10.  My  mother  worked  two  or  three  jobs, 
and  she  was  still  low-income.  My  father  died  when  I  was  very 
young.  There  were  a  lot  of  students  in  the  same  school  that  I  was 
in  that  were  not  able  to  take  advantage  of  this  program  simply  be- 
cause the  Upward  Bound  had  already  taken  all  the  students  it 
could  take. 

I  was  called  disadvantaged,  at  risk  and  underprivileged;  and  it 
wasn't  until  I  got  to  the  Upward  Bound  program,  which  is  a  gov- 
ernment-funded TRIO  program  where  teachers  told  me  just  be- 
cause they  call  you  disadvantaged,  at  risk  and  underprivileged, 
your  mind  is  not  disadvantaged,  at  risk  or  underprivileged.  They 
are  talking  about  your  income  and  not  your  outcome,  and  you  can't 
let  your  income  determine  your  outcome.  All  that  was  determined 
in  the  TRIO  program. 

I  urge  this  panel  to  enhance  funding,  $88  million,  so  that  we  can 
reach  other  youth  such  as  myself  when  I  was  in  high  school.  Al- 
though I  was  able  to  make  it  out  of  that  crack,  a  bunch  of  students 
in  the  high  school  were  not  able  to  attend  the  TRIO  program;  but 
their  condition  was  the  same,  and  I  would  hope  that  this  panel 
would  take  that  into  consideration. 

I  thank  the  Chairman  and  thank  the  Members  of  the  panel. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  Members  of  the  Subcommittee,  I  appreciate  the  opportunity  to  testify  today 
regarding  the  Federal  TRIO  Programs  and  the  doors  my  participation  in  one  TRIO  program  - 
-  Upward  Bound  -  opened  for  me.    I  also  want  to  take  this  opportunity  to  thank 
Congressman  Stokes  who  has  long  understood  the  importance  of  TRIO  programs  to  children 
from  low  and  moderate  families  in  both  minority  and  majority  communities.    He  has 
championed  TRIO  programs  and  TRIO  students  for  many  years. 

I  come  here  today  to  recommend  a  funding  level  of  $506.5  million  for  the  TRIO  programs, 
an  increase  of  $88  million  over  the  FY  1994  base.    This  is,  I  recognize,  a  very  sizeable 
increase  in  a  year  where  your  Subcommittee  is  again  required  to  make  very  difficult  choices 
among  a  number  of  compelling  needs.    Let  me  tell  you  why  I  believe  this  investment  in  the 
TRIO  programs  —  which  would  allow  them  to  serve  an  additional  121,000  students  —  is  so 
important  this  year. 

Several  weeks  ago  President  Clinton  signed  the  Goals  2000  legislation  which  recommits  the 
country  to  establishing  high  academic  standards  for  all  of  our  children.    It  recognizes  what 
most  of  us  have  always  known,  that  all  children  can  learn.    What  it  also  acknowledges  is  that 
children  have  differential  opportunities  to  learn,  based  on  the  quality  of  their  schools  and 
their  families'  income  and  parents'  education. 
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Your  increased  investment  in  TRIO  will  provide  concrete  evidence  of  our  national 
commitment  to  providing  every  child  an  opportunity  to  reach  their  full  potential.    Presently 
TRIO  programs  can  serve  less  than  5%  of  students  who  are  eligible  to  enroll. 

I  entered  Upward  Bound  as  a  student  at  Mckinley  High  School  in  Baton  Rouge.    I  was  the 
seventh  of  ten  children  and  my  father  had  died  several  years  earlier.   The  staff  and  teachers 
at  Southern  University's  Upward  Bound  --  Lois  St.  Amant,  Earl  Lee,  Willie  Shorter,  John 
Tucker,  Dorothy  Steptoe  -  took  strong  interest  in  me  and  convinced  me  that  there  was  merit 
in  investing  the  time  and  energy  to  become  a  better  student.    Upward  Bound  was  also  one  of 
my  first  opportunities  to  serve  in  an  elected  position. 

The  obstacles  which  children  and  young  people  in  my  district  face  to  educational 
achievement  are  considerable.    Most  come  from  families  where  neither  their  parents  nor  their 
brothers  or  sisters  understand  that  opportunities  which  education  can  open  up.    Many  face 
extreme  pressure  from  their  peers  to  engage  in  delinquent  behavior.    Many  times  they  have 
less  time  than  their  more  privileged  peers  to  devote  to  school  because  they  are  required  to 
work  in  jobs  to  supplement  their  families'  incomes  or  to  care  for  their  siblings.    Few  have 
concerned  adults  outside  of  school  who  can  assist  them  when  they  encounter  difficulty  in 
their  studies. 

Many  middle  class  families  take  for  granted  the  necessity  of  provided  supplemental 
educational  supports  for  their  children:   computers  in  the  home;  special  classes  and  trips; 
tutoring  should  the  child  encounter  difficulty;  intervention  with  teachers,  counselors  and 


1161 


principals.    Parents  with  limited  education  and  financial  resources  -  regardless  of  their  love 
or  responsibility  —  are  often  unable  to  provide  such  information,  guidance  and  support. 

Moreover,  despite  growing  understanding  regarding  the  importance  of  investing  in  education, 
many  states  and  localities,  like  Louisiana,  are  still  not  doing  what  they  should  to  help  our 
least  advantaged  children.    Louisiana's  high  school  drop  out  rate  is  almost  40%;  our  average 
on  the  ACT  was  17.1,  the  lowest  of  any  state  in  the  country;  our  per  pupil  expenditure  of 
$3,300  is  among  the  five  lowest  in  the  country. 

By  investing  in  programs  like  Upward  Bound  the  federal  government  provides  all  of  our 
children  avenues  to  reach  the  high  standards  that  we  set  for  them.    You  may  be  aware  that 
presently  over  1750  TRIO  projects  serve  over  680,000  students.    Two-thirds  of  these 
children,  youth  and  adults,  are  from  families  whose  income  falls  below  the  poverty  level 
where  neither  parent  graduated  from  college.   42%  of  TRIO  students  are  white,  35%  are 
black,  15%  are  hispanic,  4%  are  American  Indian  and  4%  are  Asian.    TRIO  programs  enroll 
students  from  sixth  grade  through  college  graduation  in  every  section  of  the  country,  in  both 
rural  and  urban  areas. 

I  also  want  to  let  you  know  some  of  the  steps  TRIO  staff  members  have  taken  to  improve  the 
programs.    In  the  1992  Reauthorization  of  the  Higher  Education  Act,  for  example,  the  TRIO 
community  recommended  (and  Congress  concurred)  that  all  Upward  Bound  projects  offer 
students  math  through  pre-calculus,  laboratory  science,  foreign  language,  literature  and 
composition.    Upward  Bound  is  offering  high  quality,  rigorous  curricula  because  TRIO  staffs 
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want  TRIO  students  to  meet  the  highest  standards  we  set  for  them. 

At  the  same  time,  the  TRIO  community  also  recommended  that  the  Department  of  Education 
conduct  long-term  evaluations  of  the  programs  so  that  strengths  can  be  built  upon  and  any 
weakness  corrected.  Already,  according  to  that  study  available  of  Upward  Bound  which  was 
completed  for  the  then  Office  of  Education  in  1979  by  Research  Triangle  Institute,  its  impact 
is  substantial.    According  to  that  study,  Upward  Bound  participants  are  four  times  as  likely 
to  earn  a  college  degree  as  their  peers  who  did  not  have  benefit  of  the  program. 

This  year,  as  you  know,  we  are  celebrating  the  thirtieth  anniversary  of  Head  Start.    Upward 
Bound,  which  was  authorized  in  that  same  legislation,  is  also  celebrating  thirty  years  of 
outstanding  record  of  achievement.    Common  sense  tells  us  that  the  federal  investment  in  our 
children  cannot  stop  when  they  enter  school  --  that  we  must  continue  that  investment  until 
they  reach  productive  adulthood.    Certainly,  the  teen-age  years  are  among  the  most  critical 
and  vulnerable  and  programs  which  have  proven  effectiveness  with  low-income  teenagers  — 
such  as  TRIO  —  need  increased  emphasis. 

Thank  you  for  considering  this  request  for  an  increased  investment  of  $88  million  in  the 
TRIO  programs.    I  appreciate  your  consideration  of  my  views. 
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Mr.  Smith.  It  makes  me  feel  good  to  see  Members  of  Congress 
that  have  been  through  the  TRIO  program,  because  I  have  been 
one  of  the  strongest  supporters  since  it  first  started. 

Were  you  the  first  two 

Mr.  Fields.  We  are,  I  guess. 

Mr.  Smith.  I  was  going  to  say  no  other  has  ever  called  it  to  my 
attention,  but  it  makes  me  feel  good  because  I  have  been  a  very 
strong  supporter  of  this  program. 

Mr.  Fields.  Because  of  your  hard  work,  you  see  two  products  of 
your  labor. 

Mr.  Smith.  Thank  you  very  much. 

We  will  now  recess  until  1:30. 


Thursday,  May  5,  1994. 

WITNESS 
BARBARA  SORENSEN,  NATIONAL  MENTAL  HEALTH  ASSOCIATION 

Mr.  Smith.  We  will  go  ahead. 

Barbara  Sorensen,  Wisconsin  Family  Ties. 

Ms.  Sorensen.  Good  afternoon.  My  name  is  Barbara  Sorensen, 
and  I  am  a  member  of  Wisconsin  Family  Ties,  a  Statewide  organi- 
zation of  families  who  have  children  with  serious  emotional  dis- 
turbances. I  also  appear  this  afternoon  on  behalf  of  the  National 
Mental  Health  Association. 

Through  330  affiliates  in  43  States  and  the  District  of  Columbia, 
the  NMHA  works  hard  to  change  attitudes  toward  mental  illness 
through  public  education  and  advocacy.  I  would  like  to  thank  you 
for  the  opportunity  to  appear  before  your  committee  this  afternoon. 

We  in  Wisconsin  recognize  that  the  task  before  you  is  immense, 
and  we  applaud  your  leadership  in  an  effort  to  make  these  very  dif- 
ficult decisions. 

I  want  to  begin  this  morning  by  expressing  my  remorse  at  the 
passing  of  Congressman  William  Natcher.  Chairman  Natcher  was 
a  longtime  friend  of  children  with  serious  mental  health  problems. 
Chairman  Smith,  we  know  that  you  will  carry  on  with  this  worthy 
tradition. 

In  addition,  I  would  also  like  to  thank  Congressman  Obey  for  his 
unsurpassed  leadership  in  the  area  of  mental  health.  His  tireless 
efforts  to  ensure  funding  increases  for  the  Children's  Mental 
Health  Services  program  has  helped  to  keep  kids  with  serious  men- 
tal and  emotional  disturbances  at  home  with  their  families  and  out 
of  large  State  mental  hospitals  and  private  psychiatric  facilities. 
From  all  of  us  in  the  Seventh  Congressional  District  and  all 
throughout  the  great  State  of  Wisconsin,  we  are  thankful  for  what 
the  committee  has  done. 

I  want  to  take  a  few  minutes  this  morning  to  tell  you  about  my 
son,  Oley.  He  is  12  years  old  and  has  been  diagnosed  with  autism, 
a  severe  developmental  disorder.  As  a  single  parent,  it  has  been  a 
constant  struggle  to  keep  Oley  with  me,  much  less  find  services  in 
the  community  that  would  help  him. 

It  is  difficult  to  understand  the  intensity  of  effort  and  supervision 
Oley  requires  unless  you  have  lived  through  it.  Imagine  dealing 
with  a  family  member  who  has  Alzheimer's,  severe  cognitive  and 
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communication  dysfunction  that  requires  that  kind  of  constant 
care,  but  this  autism  is  lifelong  and  the  person  has  the  energy  of 
a  child. 

After  years  of  frustrating  misdiagnosis,  my  son  was  finally  diag- 
nosed with  autism,  which  is  a  severe  developmental  disorder,  when 
he  was  four  years  old,  by  a  team  of  specialists  in  New  York  City. 
In  addition,  he  has  hypotonia,  low  muscle  tone,  causing  gross  motor 
skill  problems. 

When  we  returned  home  to  Wisconsin,  we  began  the  search  for 
appropriate  services  for  Oley.  Because  of  my  background  in  special 
education  and  as  a  skills  trainer  for  adults  with  disabilities,  I  knew 
of  some  programs  that  would  help  Oley  and  began  the  long  and  dif- 
ficult task  of  getting  him  enrolled. 

A  Federal  pilot  program,  the  Family  Support  program,  which  has 
a  counterpart  in  the  Children's  Mental  Health  Services  program, 
was  instrumental  in  helping  me  keep  Oley  at  home  and  avoiding 
placement  in  a  State  hospital.  Oley  requires  speech,  physical  and 
occupational  therapy.  When  he  attends  school  in  a  classroom,  like 
many  other  children  with  disabilities,  he  needs  a  full-time  aide. 
Oley  was  enrolled  in  Head  Start,  and  he  did  very  well  in  kinder- 
garten through  third  grade  at  our  local  elementary  school. 

Last  year,  Oley  began  having  problems  in  school  due  to  poor  su- 
pervision. He  was  becoming  depressed,  agitated,  having  panic  at- 
tacks and  developing  ritualistic  behaviors.  In  addition,  he  was  be- 
coming physically  ill  from  the  stress,  and  finally,  after  his  third  ill- 
ness in  two  months,  his  physician  advised  me  to  take  him  out  of 
a  classroom  setting. 

At  this  time,  I  had  two  choices:  to  continue  my  struggle  to  find 
community-based  mental  health  and  related  services  for  my  child, 
or  to  have  him  placed  in  a  State  facility.  With  the  help  of  Oley's 
physician  and  the  school  superintendent,  I  was  able  to  find  an  oc- 
cupational therapist  and  I  was  able  to  enroll  Oley  in  Bayfield 
County's  Home-  and  Community-Based  Services  program  for  Chil- 
dren with  Special  Needs.  This  program  allowed  me,  as  a  licensed 
special  education  aide,  to  teach  Oley  at  home  while  a  case  manager 
assisted  us  with  other  services. 

The  past  year,  Oley  has  made  a  lot  of  progress.  His  verbal  abili- 
ties and  auditory  processing  skills  continue  to  improve.  Soon,  he 
will  begin  vocational  programming  so  that  when  he  becomes  an 
adult,  he  will  be  able  to  work  in  a  supported  employment  setting. 

I  am  very  grateful  that  despite  the  arduous  task  of  locating  com- 
munity-based services,  Oley  is  able  to  continue  living  with  me  rath- 
er than  a  State  facility  300  miles  away  in  Madison.  I  often  wonder 
how  you  can  teach  a  child  to  function  in  the  home  and  community 
by  removing  the  child  from  the  home  and  community. 

Chairman  Smith,  I  come  before  you  today  to  request  your  contin- 
ued support  for  the  Children's  Mental  Health  Services  program.  It 
provides  seed  money  to  States  and  communities  to  help  children 
like  Oley  and  families  like  ours. 

Thank  you,  Mr.  Chairman  and  Members  of  the  subcommittee  for 
listening.  I  would  welcome  any  questions  you  have  for  me. 

Mr.  Smith.  Thank  you  for  your  statement  and  we  will  take  it  all 
under  consideration.  Thank  you  very  much. 

[The  prepared  statement  follows:] 
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BARBARA  SORENSEN  TESTIMONY 

Chairman  Smith  and  members  of  the  subcommittee  --  good  morning.  My  name  is 

.f.'-"-v 
Barbara  Sorensen  and  I  am  a  member  of  Wisconsin  Family  Ties,  a  statewide 

organization  of  families  who  have  children  with  serious  emotional 

disturbances.  I  also  appear  here  this  morning  on  behalf  of  the  National 

Mental  Health  Association.  Through  330  affiliates  in  43  states  and  the 

District  of  Columbia,  the  NMHA  works  to  change  attitudes  towards  mental 

illness  through  public  education  and  advocacy.  I  would  like  to  thank  you  for 

the  opportunity  to  appear  before  your  committee  this  morning.  We  in  Wisconsin 

recognize  that  the  task  before  you  is  immense,  and  we  applaud  your  leadership 

in  an  effort  to  make  these  very  difficult  decisions. 

I  want  to  begin  this  morning  by  expressing  my  remorse  at  the  passing  of 
Congressman  William  Natcher.  Chairman  Natcher  was  a  long-time  friend  of 
children  with  serious  mental  health  problems.  Chairman  Smith,  we  know  that 
you  will  carry  on  with  this  worthy  tradition.  In  addition,  I  would  also  like 
to  thank  Congressman  Obey  for  his  unsurpassed  leadership  in  the  area  of  mental 
health.  His  tireless  efforts  to  ensure  funding  increases  for  the  Children's 
Mental  Health  Services  Program  has  helped  to  keep  kids  with  serious  mental  and 
emotional  disturbances  at  home  with  their  families  and  out  of  large  state 
mental  hospitals  and  private  psychiatric  facilities.  From  all  of  us  in  the 
seventh  congressional  district  and  all  throughout  the  great  state  of  Wisconsin 
--  we  are  thankful  for  what  the  Committee  has  done. 

I  want  to  take  a  few  minutes  this  morning  to  tell  you  about  my  son,  Oley.  He 
is  12  years  old  and  has  been  diagnosed  with  autism,  a  severe  developmental 
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disorder.  As  a  single  parent,  it  has  been  a  constant  struggle  to  keep  Oley 
with  me,  much  less  find  services  in  the  community  that  would  help  him.  It  is 
difficult  to  understand  the  intensity  of  effort  and  supervision  Oley  requires 
unless  you  have  lived  through  it.  Imagine  dealing  with  an  Alzheimer's >victim 
--  severe  cognitive  and  communication  problems  except  the  illness  is  lifelong 
and  the  victim  has  the  energy  of  a  child. 

After  years  of  frustrating  misdiagnosis,  my  son  was  finally  diagnosed  with 
autism,  which  is  a  severe  developmental  disorder,  when  he  was  four  years  old 
by  a  team  of  specialists  in  New  York  City.  In  addition,  he  has  hypotonia  (low 
muscle  tone)  causing  gross  motor  skill  problems.  When  we  returned  home  to 
Wisconsin,  we  began  the  search  for  appropriate  services  for  Oley.  Because  of 
my  background  in  special  education  and  as  a  skills  trainer  for  adults  with 
disabilities,  I  knew  of  some  programs  that  would  help  Oley  and  began  the  long 
and  difficult  task  of  getting  him  enrolled.  A  federal  pilot  program,  the 
Family  Support  Program,  which  has  a  counterpart  in  the  Children's  Mental 
Health  Services  Program,  was  instrumental  in  helping  me  keep  Oley  at  home  and 
avoiding  placement  in  a  state  hospital. 

Oley  requires  speech,  physical  and  occupational  therapy.  When  he  attends 
school  in  a  classroom,  like  many  other  children  with  disabilities,  he  needs  a 
full-time  aide.  Oley  was  enrolled  in  Head  Start  and  he  did  very  well  in 
kindergarten  through  third  grade  at  our  local  elementary  school. 
Last  year,  Oley  began  having  problems  in  school  due  to  poor  supervision.  He 
was  becoming  depressed,  agitated,  having  panic  attacks  and  developing 
ritualistic  behaviors.   In  addition,  he  was  becoming  physically  ill  from  the 
stress  and,  finally,  after  his  third  illness  in  as  many  months,  his  physician 
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advised  me  to  take  him  out  of  a  classroom  setting.  At  this  juncture,  I  had 
two  choices:  to  continue  my  struggle  to  find  community-based  mental  health  and 
related  services  for  my  child  or  to  have  him  placed  in  a  state  facility.  With 
the  help  of  Oley's  physician  and  the  school  superintendent,  I  was  able'to 
enroll  Oley  in  Bayfield  County's  home  and  community-based  services  program  for 
children  with  special  needs. 

This  program  allowed  me,  as  a  licensed  special  education  aide,  to  teach  Oley 
at  home  while  a  case  manager  assisted  us  with  other  services. 

The  past  year,  Oley  has  made  a  lot  of  progress.  His  verbal  abilities  and 
auditory  processing  skills  continue  to  improve.  Soon,  he'll  begin  vocational 
programming  so  that  when  he  becomes  an  adult,  he  will  be  able  to  work  in  a 
supported  employment  setting.   I  am  very  grateful  that  despite  the  arduous 
task  of  locating  community-based  services,  Oley  is  able  to  continue  living 
with  me  rather  than  a  state  facility  300  miles  away  in  Madison.   I  often 
wonder  how  you  can  teach  a  child  to  function  in  the  home  and  community  by 
removing  the  child  from  the  home  and  community. 

Chairman  Smith,  I  come  before  you  today  to  request  your  continued  support  for 
the  Children's  Mental  Health  Services  Program.   It  provides  seed  money  to 
states  and  communities  to  help  children  like  Oley,  and  families  like  ours. 
The  Children's  mental  Health  Services  Program  builds  community-based  systems 
of  care  for  children  with  serious  emotional  and  behavioral  disturbances.   It 
recognizes  the  many  needs  of  these  children  by  integrating  child-serving 
agencies  like  mental  health,  special  education,  child  welfare,  and  juvenile 
justice.  The  program  lets  kids  be  served  in  their  own  communities, 
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recognizing  the  hazards  of  shipping  them  far  away  from  home. 

I  make  an  appeal  here  this  morning,  Mr.  Chairman,  for  the  subcommittee  to 
recognize  that  the  7.5  million  kids  in  this  country  with  mental  or  emotional 
disorders  are  in  desperate  need  of  appropriate  care  or  no  care  at  all.  I  urge 
the  subcommittee  to  provide  the  $100  million  necessary  to  build  these  systems 
of  care  in  a  greater  number  of  states  and  communities. 

Thank  you  Mr.  Chairman,  and  Members  of  the  subcommittee  for  listening.  I 
would  welcome  any  questions  you  have  for  me. 
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Thursday,  May  5,  1994. 

WITNESS 

HON.   BARBARA-ROSE   COLLINS,  A  REPRESENTATIVE   IN   CONGRESS 
FROM  THE  STATE  OF  MICHIGAN 

Mr.  Smith.  We  are  glad  to  have  Barbara-Rose  Collins  here  this 
afternoon  and  you  may  proceed. 

Ms.  Collins  of  Michigan.  Thank  you,  Mr.  Chairman.  I  thank  you 
for  allowing  me  an  opportunity  to  bring  a  grave  concern  to  this 
committee.  I  appreciate  the  opportunity,  and  I  have  brought  with 
me  a  letter  signed  by  all  Members  of  the  Congressional  Black  Cau- 
cus in  support  of  restoring  funds  for  the  Low-Income  Home  Energy 
Assistance  program.  Since  many  of  us  in  the  Congressional  Black 
Caucus  have  a  disproportionate  number  of  low-income  people  in 
our  districts,  this  program  is  particularly  important  to  African- 
American  Members  of  Congress. 

As  you  know,  for  fiscal  year  1995,  the  President  proposed  only 
$730  million  compared  to  the  $1.4  billion  we  appropriated  for  fiscal 
year  1994.  Coming  after  a  particularly  harsh  winter  in  many  parts 
of  the  country — in  fact,  they  had  hail,  ice  storms  and  snowstorms 
in  Mississippi,  and  several  scorching  summers — these  cuts  are  dif- 
ficult to  understand. 

Most  studies  show  that  the  program  is  a  great  help  to  poor 
households,  many  of  which  contain  elderly  and  handicapped  per- 
sons. Recipients  receive  help  with  their  heating  and  cooling  costs, 
with  weatherization  and  in  some  cases,  as  crisis  intervention. 

In  Michigan  last  winter,  372,000  households  received  home  heat- 
ing assistance  under  LIHEAP.  Approximately  two-thirds  of  these 
households  were  headed  by  single  parents  and  senior  citizens,  liv- 
ing on  incomes  of  less  than  $8,000.  For  these  families,  an  annual 
heating  bill  in  Michigan  can  be  as  high  as  $2,000  but  really  as  high 
as  $3,000.  My  heating  bill  is  $75  a  month  for  a  small  apartment. 

Having  a  warm  house  is  not  just  a  luxury;  it  is  a  necessity.  Not 
only  does  it  help  us  adults  function  better;  it  provides  a  good  home 
environment  for  our  children  to  study  and  to  learn.  I  hope  some 
day  we  can  eradicate  poverty  and  eliminate  the  needs  for  this  pro- 
gram. 

Mr.  Chairman,  I  have  here  a  letter  that  says  that  they  have 
found  that  20  percent  of  the  families  who  experience  dire  unmet 
heating  assistance  needs  become  homeless  a  short  time  later.  Mem- 
bers who  signed  this  letter  stand  ready  to  work  with  you  and  all 
of  the  Members  of  this  subcommittee  to  provide  the  program  ade- 
quate funding. 

We  appreciate  your  strong  past  support  for  the  LIHEAP  program 
and  look  forward  to  working  with  you. 

[The  prepared  statement  follows:] 
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STATEMENT  OF 
CONGRESSWOMAN  BARBARA-ROSE  COLLINS 

TO  THE  SUBCOMMITTEE  ON  LABOR,  HHS,  EDUCATION 

APPROPRIATIONS 

May  5,  1994 

I  appreciate  the  opportunity  to  come  before  you  today  and  to 
bring  with  me  a  letter  signed  by  all  members  of  the  Congressional 
Black  Caucus  in  support  of  restoring  funds  for  the  Low-Income 
Energy  Assistance  Program.   Since  many  of  us  in  the  Caucus  have 
a  disproportionate  number  of  low-income  people  in  our  districts, 
this  program  is  particularly  important  to  African  American 
Members  of  Congress. 

As  you  know,  for  fiscal  year  1995,  the  President  proposed 
only  $730  million,  compared  to  the  $1.4  billion  we  appropriated 
for  FY  1994.   Coming  after  a  particularly  harsh  winter  in  many 
parts  of  the  country  and  several  scorching  summers,  these  cuts 
are  difficult  to  understand. 

Most  studies  show  that  the  program  is  a  great  help  to  poor 
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households,  many  of  which  contain  elderly  and  handicapped 
persons.   Recipients  receive  help  with  their  heating  and  cooling 
costs,  with  weatherization  and  in  some  cases,  as  crisis 
intervention.   In  Michigan  last  winter,  more  than  372,000 
households  received  home  heating  help  under  LIHEAP. 
Approximately  two-thirds  of  these  households  were  headed  by 
single  parents  and  senior  citizens,  living  on  incomes  of  less  than 
$8,000.    For  these  families,  an  annual  heating  bill  in  Michigan  can 
be  as  high  as  $1,000. 

Having  a  warm  house  is  not  just  a  luxury.  It  is  a  necessity. 
Not  only  does  it  help  us  adults  function  better,  it  provides  a  good 
home  environment  for  our  children  to  study  and  to  learn. 

I  hope  some  day  we  can  eradicate  poverty  and  eliminate  the 
need  for  this  program.   I  am  sure  that  the  Members  who  signed 
this  letter  stand  ready  to  work  with  you  and  all  the  members  of 
the  subcommittee  to  provide  this  program  adequate  funding. 

We  appreciate  your  past  support  for  the  LIHEAP  program 
and  look  forward  to  working  with  you. 
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The  Honorable  David  R.  Obey,  Chairman 

Committee  on  Appropriations 

H-218  The  Capitol 

U.  S.  House  of  Representatives 

Washington,  D.  C.  20515 

Dear  Congressman  Obey: 

We  are  writing  to  urge  the  Committee  on  Appropriations  to 
restore  the  Administration's  proposed  1995  reduction  in  the  Low- 
Income  Home  Energy  Assistance  Program  (L1HEAP) .    In  FY  1994, 
Congress  appropriated  $1.4  billion  for  the  program;  the  President 
has  proposed  $730  million  for  FY  1995. 

As  members  of  the  Congressional  Black  Caucus  and  members  who 
represent  many  low- income  Americans,  we  are  especially  concerned 
about  the  impact  the  proposed  reductions  will  have  on  many  of  our 
constituents.   The  majority  of  LIHEAP's  6  million  recipients  have 
annual  family  incomes  under  $7,000  and  devote  65  percent  of  their 
income  to  rent  and  utilities.   Many  of  these  are  senior  citizens 
and  single  parents.   The  energy  burden  for  low- income  people  is 
four  times  that  of  others. 

The  low  temperatures  experienced  by  much  of  the  nation  this 
past  winter  is  an  unwelcome  reminder  of  the  value  of  this  program 
to  low- income  Americans  who  too  often  have  to  choose  between  food 
and  heat.   This  program  has  provided  temporary,  irreplaceable 
assistance  in  heating,  cooling  and  weatherization  to  thousands 
who  struggle  to  make  ends  meet. 

We  hope  that  you  will  agree  that  this  is  program  that  should 
not  be  cut .   We  pledge  our  support  in  helping  you  restore  these 
reductions  and  look  forward  to  working  with  you. 


_/?         ^y      /9      Sincerely, 

Barbara-Rose  'Collins  rAVQ  1  s 1  Mf unn 


E.  Blackwell 


Corrine  Brown 
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The  Honorable  David  R.  Obey     2         April  13,  1994 


f*t\foL.D 

Earl  F.   Hilliard 


^6^f- 


Alan  Wheat 


Albert   Russell  Wynn 


Major  R.    Owens 
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The  Honorable  David  R.  Obey       3       April  13,  199^ 


U4,<6   ft 


*e£j 


Carrie   P.    Meek 


&M]fc4dL   - 


Harold  E.    Ford 


6UdJiu^>rf&i 


William  L.    Clay 


^ 


Eleanor  Holmes-Norton 


Walter  R.  Tucker,  III 
\ 
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Mr.  Smith.  Thank  you  very  much.  Thank  you  for  your  letter  too 
with  all  the  other  Members.  It  is  a  very  serious  problem  for  us,  but 
we  will  see  what  we  can  do. 

Ms.  Collins  of  Michigan.  It  is  very  serious.  This  past  winter  sev- 
eral houses  burned  and  children  and  parents  were  killed  because 
they  tried  to  use  alternative  heating  mechanisms.  In  Washington, 
D.C.  I  think  that  happened  also;  so  it  is  very  serious  and  I  thank 
you  for  your  concern. 

Mr.  Smith.  Thank  you. 


Thursday,  May  5,  1994. 

WITNESS 

HON.  MICHAEL  BILIRAKIS,  A  REPRESENTATIVE  IN  CONGRESS  FROM 
THE  STATE  OF  FLORIDA 

Mr.  Smith.  Mr.  Bilirakis. 

Mr.  Bilirakis.  Thank  you,  Mr.  Chairman. 

Mr.  Chairman,  I  appreciate  the  opportunity  to  be  able  to  testify 
before  you  today,  and  other  Members  of  the  committee  that  might 
arrive.  The  matter  I  wish  to  discuss  concerns  health  care  access  for 
medically  underserved  communities.  I  am  talking  about  a  specific 
area. 

For  three  years,  I  have  testified  before  this  subcommittee  to  re- 
quest funding  for  a  trust  fund  that  has  been  created  within  the  Na- 
tional Health  Service  Corps  program.  The  Labor-HHS  appropria- 
tion bills  for  fiscal  years  1992,  1993  and  1994  included,  in  each 
year,  $1.5  million  for  this  trust  fund;  and  I  would  like  to  thank  the 
subcommittee  Members  and  particularly  our  late  friend,  Mr.  Natch- 
er,  for  support  in  previous  legislation.  Today,  sir,  I  come  before  the 
subcommittee  once  again  to  request  continued  support  of  the  pro- 
gram. 

In  1990,  Congress  reauthorized  the  National  Health  Service 
Corps  program.  I  am  a  Member  of  the  House  Energy  and  Com- 
merce Subcommittee  on  Health  and  the  Environment,  which  has 
jurisdiction  over  the  program,  and  serve  as  a  Member  of  the  House- 
Senate  Conference  Committee  on  the  National  Health  Service 
Corps  reauthorization  legislation. 

I  was  personally  interested  in  the  bill  for  a  number  of  reasons, 
but  particularly  because  of  a  health  care  crisis  that  developed  in 
my  district.  In  early  1990,  a  Community  and  Migrant  Health  Cen- 
ter in  rural  Dade  City,  Florida  was  forced  to  eliminate  obstetric 
services  when  a  National  Health  Service  Corps  ob/gyn  resigned 
from  the  facility.  He  had  obligation  under  the  National  Health 
Service  Corps  and  just  resigned  from  that  obligation. 

Because  the  doctor  left  before  his  commitment  with  the  National 
Health  Service  Corps  had  been  completed,  the  clinic  was  not  pre- 
pared for  his  departure  and  did  not  have  the  resources  to  hire  a 
replacement.  National  Health  Service  Corps  medical  professionals 
who  break  their  commitment  to  the  government  are  required  to 
pay  a  penalty  fee  based  on  the  number  of  years  served  in  the  Corps 
and  the  amount  of  money  owed  to  the  government.  This  particular 
doctor's  contract  was  bought  out  by  a  private  group  of  doctors  who 
wanted  him  to  join  their  practice. 
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As  a  result,  obstetric  services  were  discontinued  in  the  Dade  City 
facility  and  expectant  mothers  were  forced  to  deliver  their  infants 
in  a  nearby  hospital  emergency  room  instead  of  the  hospital  mater- 
nity ward.  Even  more  disheartening  is  the  fact  that  the  penalty 
money  went  directly  to  the  General  Revenue  Fund,  not  to  the  com- 
munity clinic  where  the  money  was  desperately  needed  in  order  to 
replace  the  doctor. 

I  felt  this  needed  to  be  changed  and  saw  an  opportunity  to  do  so 
when  the  Energy  and  Commerce  Committee  was  considering  reau- 
thorization of  this  program.  When  the  committee  considered  this 
bill,  I  authored  an  amendment  which  was  unanimously  approved 
that  would  provide  some  relief  to  health  centers  that  lose  their 
Corps  professionals  prematurely.  My  provision  created  a  special 
fund  under  the  National  Health  Service  Corps,  targeted  specifically 
for  clinics  that  lose  health  professionals  before  their  commitment 
has  been  completed. 

The  purpose  of  the  fund  is  to  enable  clinics  to  operate  at  full  ca- 
pacity instead  of  allowing  the  overall  health  delivery  system  to  de- 
cline when  a  Corps  professional  resigns  unexpectedly.  Its  purpose 
would  be  to  assist  these  facilities  with  recruitment  and  replace- 
ment of  another  health  professional. 

The  money  for  this  fund  would  come  from  the  penalty  dollars 
paid  by  health  professionals  who  defaulted  over  a  loan,  so  we  are 
not  asking  for  new  money.  We  are  talking  about  the  money  coming 
in  as  a  result  of  penalties  and  shifting  it  into  this  fund;  but  we  still 
have  to  go  through  the  appropriation  process. 

The  National  Association  of  Community  Health  Centers  esti- 
mates that  six  Corps  professionals  will  default  on  their  loans  in 
this  fiscal  year.  This,  I  might  add,  is  a  drastic  improvement  over 
what  occurred  in  the  mid-1980s.  Back  then,  as  many  as  30  to  40 
Corps  professionals  defaulted  on  their  loans  each  year.  We  in- 
creased the  penalty. 

After  Corps  professionals  default,  clinics  such  as  the  one  in  Dade 
City  must  then  find  a  replacement  and,  many  times,  hire  profes- 
sional recruitment  services  to  assist  them.  In  my  written  testi- 
mony, I  go  into  detail  about  the  recruitment  expenses  for  commu- 
nity health  centers.  According  to  the  National  Association  of  Com- 
munity and  Migrant  Health  Centers,  the  overall  costs  would  aver- 
age $100,000  per  vacancy. 

When  calculating  the  cost  of  my  provision,  I  took  the  average 
cost  of  $100,000  and  multiplied  the  six  expected  vacancies — and  I 
trust  we  are  not  going  to  be  wrong  there — coming  to  a  total  of 
$600,000  for  the  trust  fund  in  fiscal  year  1995. 

Once  again,  my  provision  requires  that  a  portion  of  the  penalty 
dollars  collected  would  be  set  aside  to  assist  clinics  experiencing 
problems  similar  to  the  Dade  City  clinic.  It  is  my  hope  that  this 
special  fund  will  prevent  other  health  centers  from  closing  their 
doors  on  their  patients  who  are  in  dire  need  of  health  services. 

This  fund  needs  to  be  appropriated  each  year,  and  today,  rather 
than  the  $1.5  million  we  have  requested  before,  because  cir- 
cumstances seem  to  have  improved,  I  am  only  requesting 
$600,000— merely— that  is  what  we  have  gotten  to  here,  $600,000. 

$600,000  is  a  significant  reduction  from  my  previous  requests, 
and  it  is  a  figure  based  on  a  recommendation  from  the  National  As- 
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sociation  of  Community  Health  Centers  and  includes  expenditures 
for  recruitment,  salaries  for  medical  professionals  and  salaries  for 
medical  professionals  who  are  hired  on  a  temporary  basis,  as  well 
as  the  permanent  person  who  niight  be  hired. 

The  Dade  City  Clinic  facility  was  fortunate,  but  other  under- 
served  communities  are  not  so  lucky.  When  a  medical  professional 
leaves  unexpectedly,  the  entire  community  suffers. 

If  I  had  my  way,  Mr.  Chairman,  I  wouldn't  let  them  get  out  of 
these  contracts  at  all.  I  tried  that  in  subcommittee,  but  they  re- 
fused to  be  quite  that  onerous.  When  that  happens,  the  entire  com- 
munity suffers;  and  hopefully,  this  fund  will  prevent  other  health 
centers  from  experiencing  similar  tragedies. 

[The  prepared  statement  follows:] 
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MAY  5,  1994 

STATEMENT  OF  THE  HONORABLE  MIKE  BILIRAKIS 

BEFORE  THE  SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES, 

EDUCATION  AND  RELATED  AGENCIES 

MR.  CHAIRMAN, 

I  WOULD  LIKE  TO  THANK  YOU  AND  MR.  PORTER  FOR  THE 
OPPORTUNITY  TO  TESTIFY  BEFORE  THE  SUBCOMMITTEE  TODAY.    THE 
MATTER  I  WISH  TO  DISCUSS  CONCERNS  HEALTH  CARE  ACCESS  FOR 
MEDICALLY  UNDER-SERVED  COMMUNITIES. 

FOR  THREE  YEARS,  I  HAVE  TESTIFIED  BEFORE  THIS  SUBCOMMITTEE  TO 
REQUEST  FUNDING  FOR  A  TRUST  FUND  THAT  HAS  BEEN  CREATED 
WITHIN  THE  NATIONAL  HEALTH  SERVICE  CORPS  PROGRAM.    THE 
LABOR-HHS  APPROPRIATIONS  BILLS  FOR  FISCAL  YEARS  1992.  1993 
AND  1994  INCLUDED  $1.5  MILLION  FOR  THIS  TRUST  FUND.    I  WANT  TO 
THANK  THE  SUBCOMMITTEE  MEMBERS  FOR  THEIR  SUPPORT  IN 
PREVIOUS  LABOR-HHS  APPROPRIATIONS  LEGISLATION. 
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TODAY,  I  COME  BEFORE  THE  SUBCOMMITTEE,  ONCE  AGAIN,  TO 
REQUEST  CONTINUED  SUPPORT  OF  THIS  PROGRAM.    IN  1990, 
CONGRESS  REAUTHORIZED  THE  NATIONAL  HEALTH  SERVICE  CORPS 
PROGRAM.    I  AM  A  MEMBER  OF  THE  HOUSE  ENERGY  AND  COMMERCE 
SUBCOMMITTEE  ON  HEALTH  AND  THE  ENVIRONMENT  WHICH  HAS 
JURISDICTION  OVER  THIS  PROGRAM.    I  ALSO  HAD  THE  OPPORTUNITY 
TO  SERVE  AS  A  MEMBER  OF  THE  HOUSE-SENATE  CONFERENCE 
COMMITTEE  ON  THE  NATIONAL  HEALTH  SERVICE  CORPS 
REAUTHORIZATION  LEGISLATION. 

I  WAS  PERSONALLY  INTERESTED  IN  THE  BILL  FOR  A  NUMBER  OF 
REASONS  BUT  PARTICULARLY  BECAUSE  OF  A  HEALTH  CARE  CRISIS  IN 
MY  DISTRICT.    IN  EARLY  1990,  A  COMMUNITY  AND  MIGRANT  HEALTH 
CENTER  IN  DADE  CITY,  FLORIDA,  WAS  FORCED  TO  ELIMINATE 
OBSTETRIC  SERVICES  WHEN  A  NATIONAL  HEALTH  SERVICE  CORPS 
OBSTETRICIAN-GYNECOLOGIST  RESIGNED  FROM  THE  FACILITY. 

BECAUSE  THE  DOCTOR  LEFT  BEFORE  HIS  COMMITMENT  WITH  THE 
NATIONAL  HEALTH  SERVICE  CORPS  HAD  BEEN  COMPLETED,  THE  CLINIC 
WAS  NOT  PREPARED  FOR  HIS  DEPARTURE  AND  DID  NOT  HAVE  THE 
RESOURCES  TO  HIRE  A  REPLACEMENT. 
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NATIONAL  HEALTH  SERVICE  CORPS  MEDICAL  PROFESSIONALS  WHO 
BREAK  THEIR  COMMITMENT  TO  THE  GOVERNMENT  ARE  REQUIRED  TO 
PAY  A  PENALTY  FEE  BASED  ON  THE  NUMBER  OF  YEARS  SERVED  IN  THE 
CORPS  AND  THE  AMOUNT  OF  MONEY  OWED  TO  THE  GOVERNMENT. 
THIS  PARTICULAR  DOCTOR'S  CONTRACT  WAS  "BOUGHT  OUT"  BY  A 
PRIVATE  GROUP  OF  DOCTORS  WHO  WANTED  HIM  TO  JOIN  THEIR 
PRACTICE. 

AS  A  RESULT,  OBSTETRIC  SERVICES  WERE  DISCONTINUED  IN  THE  DADE 
CITY  FACILITY  AND  EXPECTANT  MOTHERS  WERE  FORCED  TO  DELIVER 
THEIR  INFANTS  IN  A  NEARBY  HOSPITAL  EMERGENCY  ROOM  INSTEAD  OF 
THE  HOSPITAL  MATERNITY  WARD. 

EVEN  MORE  DISHEARTENING  IS  THE  FACT  THAT  THE  PENALTY  MONEY 
WENT  DIRECTLY  TO  THE  GENERAL  REVENUE  FUND  ~  NOT  TO  THE 
COMMUNITY  CLINIC  WHERE  THE  MONEY  WAS  DESPERATELY  NEEDED.    I 
FELT  THIS  NEEDED  TO  BE  CHANGED  AND  SAW  AN  OPPORTUNITY  TO  DO 
SO  WHEN  THE  ENERGY  AND  COMMERCE  COMMITTEE  WAS 
CONSIDERING  THE  REAUTHORIZATION  OF  THE  PROGRAM. 
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WHEN  THE  COMMITTEE  CONSIDERED  THIS  BILL,  I  AUTHORED  AN 
AMENDMENT,  WHICH  WAS  UNANIMOUSLY  APPROVED,  THAT  WOULD 
PROVIDE  SOME  RELIEF  TO  HEALTH  CENTERS  THAT  LOSE  THEIR  CORPS 
PROFESSIONALS  PREMATURELY.    MY  PROVISION  CREATED  A  SPECIAL 
FUND  UNDER  THE  NATIONAL  HEALTH  SERVICE  CORPS  TARGETED 
SPECIFICALLY  FOR  CLINICS  THAT  LOSE  HEALTH  PROFESSIONALS 
BEFORE  THEIR  COMMITMENT  HAS  BEEN  COMPLETED. 

THE  PURPOSE  OF  THE  FUND  IS  TO  ENABLE  CLINICS  TO  OPERATE  AT 
FULL  CAPACITY  INSTEAD  OF  ALLOWING  THE  OVERALL  HEALTH 
DELIVERY  SYSTEM  TO  DECLINE  WHEN  A  CORPS  PROFESSIONAL 
RESIGNS  UNEXPECTEDLY.    ITS  PURPOSE  WOULD  BE  TO  ASSIST  THESE 
FACILITIES  WITH  RECRUITMENT  AND  REPLACEMENT  OF  ANOTHER 
HEALTH  PROFESSIONAL.    THE  MONEY  FOR  THIS  FUND  WOULD  COME 
FROM  THE  PENALTY  DOLLARS  PAID  BY  HEALTH  PROFESSIONALS  WHO 
DEFAULTED  ON  THEIR  NATIONAL  HEALTH  SERVICE  CORPS  LOANS. 
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THE  NATIONAL  ASSOCIATION  OF  COMMUNITY  HEALTH  CENTERS 
ESTIMATES  THAT  6  CORPS  PROFESSIONALS  WILL  DEFAULT  ON  THEIR 
LOANS  IN  FISCAL  YEAR  1994.    CLINICS  SUCH  AS  THE  ONE  IN  DADE 
CITY  MUST  THEN  FIND  A  REPLACEMENT  AND,  MANY  TIMES,  HIRE  A 
PROFESSIONAL  RECRUITMENT  SERVICE  TO  ASSIST  THEM. 

ACCORDING  TO  THE  NATIONAL  ASSOCIATION  OF  COMMUNITY  HEALTH 
CENTERS,  ACTUAL  RECRUITMENT  COSTS  CAN  RANGE  FROM  A  FEW 
THOUSAND  DOLLARS  TO  OVER  $50,000,  DEPENDING  ON  WHETHER  ONE 
SIMPLY  ADVERTISES  THE  POSITION  IN  JOURNALS  AND  NEWSPAPERS 
OR  PAYS  A  PROFESSIONAL  RECRUITING  FIRM  TO  DO  THE  JOB;  COSTS 
ARE  ALSO  AFFECTED  BY  HOW  SCARCE  A  PARTICULAR  TYPE  OF 
PROVIDER  IS,  AND  HOW  HARD  THE  AREAS  ARE  TO  RECRUIT  FOR 
(RURAL  AREAS  ARE  PARTICULARLY  AFFECTED).    ON  AVERAGE, 
RECRUITMENT  COSTS  WILL  BE  ABOUT  $30,000  FOR  EACH  OF  THE 
VACANCIES. 
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IN  ADDITION,  HEALTH  CENTERS  WILL  HIRE  MEDICAL  PROFESSIONALS 
TO  FILL  THE  VACANCY  TEMPORARILY  UNTIL  A  PERMANENT  HEALTH 
PROFESSIONAL  CAN  BE  HIRED.    ACCORDING  TO  THE  NATIONAL 
ASSOCIATION  OF  COMMUNITY  HEALTH  CENTERS,  THIS  IS  THE  BIGGEST 
EXPENSE  TO  THE  CLINIC.    THIS  IS  BECAUSE,  LIKE  ANY  OTHER 
TEMPORARY  HELP,  TEMPORARY  PHYSICIANS  WILL  COST  MUCH  MORE 
THAN  PERMANENT  ONES. 

EVEN  IF  A  SALARY  FOR  THE  VACANT  POSITION  IS  BUDGETED,  THE 
COST  OF  A  TEMPORARY  PHYSICIAN  CAN  BE  TWO  OR  THREE  TIMES 
THAT  RATE.    THE  NATIONAL  ASSOCIATION  OF  COMMUNITY  HEALTH 
CENTERS  ESTIMATES  THAT  THE  AVERAGE  VACANCY  WILL  REQUIRE 
ABOUT  THREE  MONTHS  OF  TEMPORARY  ASSISTANCE  AT  $15,000  - 
$20,000  PER  MONTH.    THUS,  THIS  WOULD  COST  ABOUT  $50,000  PER 
VACANCY. 
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FINALLY,  THERE  IS  A  SALARY  DIFFERENTIAL  BETWEEN  CORPS 
PROFESSIONALS  AND  THOSE  WHO  ARE  HIRED  TO  REPLACE  THEM. 
MOST  CORPS  ASSIGNEES  HAVE  JUST  COMPLETED  THEIR  RESIDENCY 
TRAINING  AND  THUS,  BEGIN  AT  THE  BOTTOM  OF  THE  SALARY  LADDER. 
HOWEVER,  IF  A  REPLACEMENT  IS  RECRUITED  WITH  THREE  OR  MORE 
YEARS  OF  PRACTICE  EXPERIENCE,  HE  OR  SHE  WILL  DEMAND  A  HIGHER 
SALARY.    THE  NATIONAL  ASSOCIATION  OF  COMMUNITY  HEALTH 
CENTERS  RECOMMENDS  ALLOWING  AT  LEAST  $20,000  PER  POSITION 
FOR  THE  DIFFERENTIAL. 


THEREFORE  THE  COST  ESTIMATE  FOR  MY  PROVISION  IS  AS  FOLLOWS: 


••RECRUITMENT  COSTS  WOULD  BE  $30,000. 


••TEMPORARY  REPLACEMENT  COSTS  WOULD  BE  $50,000. 


••SALARY  DIFFERENTIAL  WOULD  BE  $20,000. 


THUS,  THE  TOTAL  COST  WOULD  BE  $100,000  PER  VACANCY. 
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WHEN  CALCULATING  THE  COST  OF  MY  PROVISION,  I  TOOK  THE 
AVERAGE  COST  OF  $100,000  AND  MULTIPLIED  THE  SIX  VACANCIES. 
THIS  COMES  TO  A  TOTAL  OF  $600,000  FOR  THE  TRUST  FUND  IN 
FISCAL  YEAR  1995. 

ONCE  AGAIN,  MY  PROVISION  REQUIRES  THAT  A  PORTION  OF  THE 
PENALTY  DOLLARS  COLLECTED  WOULD  BE  SET  ASIDE  TO  ASSIST 
CLINICS  EXPERIENCING  PROBLEMS  SIMILAR  TO  THE  DADE  CITY  CLINIC. 
IT  IS  MY  HOPE  THAT  THIS  SPECIAL  FUND  WILL  PREVENT  OTHER 
HEALTH  CENTERS  FROM  CLOSING  THEIR  DOORS  ON  THEIR  PATIENTS 
WHO  ARE  IN  DIRE  NEED  OF  HEALTH  SERVICES. 

THIS  FUND  NEEDS  TO  BE  APPROPRIATED  BY  THE  APPROPRIATIONS 
COMMITTEE  EACH  YEAR.    TODAY,  I  WOULD  LIKE  TO  REQUEST  THAT 
THE  COMMITTEE  APPROPRIATE  $600,000  THOUSAND  IN  FISCAL  YEAR 
1995  FOR  THIS  FUND.    IN  EARLIER  YEARS,  THIS  TRUST  FUND  HAS  BEEN 
APPROPRIATED  $1.5  MILLION  DOLLARS  --  $600,000  IS  A  SIGNIFICANT 
REDUCTION  FROM  MY  PREVIOUS  REQUESTS. 

THIS  FIGURE  IS  BASED  ON  A  RECOMMENDATION  FROM  THE  NATIONAL 
ASSOCIATION  OF  COMMUNITY  HEALTH  CENTERS  AND  INCLUDES 
EXPENDITURES  FOR  RECRUITMENT,  SALARIES  FOR  MEDICAL 
PROFESSIONALS  WHO  ARE  HIRED  ON  A  TEMPORARY  BASIS. 
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WHILE  THE  DADE  CITY  CLINIC  WAS  FORTUNATE    -  SUPPLEMENTAL 
FUNDING  WAS  MADE  AVAILABLE  TO  THE  FACILITY    -  OTHER  UNDER- 
SERVED  COMMUNITIES  ARE  NOT  SO  LUCKY.    WHEN  A  MEDICAL 
PROFESSIONAL  LEAVES  UNEXPECTEDLY,  THE  ENTIRE  COMMUNITY 
SUFFERS.    HOPEFULLY,  THIS  FUND  WILL  PREVENT  OTHER  HEALTH 
CENTERS  FROM  EXPERIENCING  SIMILAR  TRAGEDIES. 

I  HOPE  THE  SUBCOMMITTEE  WILL  SERIOUSLY  REVIEW  MY  REQUEST 
AND  I  WOULD  BE  HAPPY  TO  ANSWER  ANY  QUESTIONS  REGARDING 
THIS  MATTER.    AGAIN,  THANK  YOU  FOR  THE  OPPORTUNITY  TO  TESTIFY 
BEFORE  YOUR  SUBCOMMITTEE  TODAY. 
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Mr.  Smith.  How  much  is  the  penalty? 

Mr.  Bilirakis.  Double  or  triple.  We  tried  to  make  it  as  tough  as 
we  could.  I  would  have  preferred  not  to  allow  them  to  do  it,  but 
there  may  be  something  unconstitutional  about  that.  I  don't  know. 

Mr.  Smith.  How  large  is  Dade  City? 

Mr.  Bilirakis.  It  is  not  a  large  community;  it  is  a  rural  commu- 
nity, 15,000  people,  an  awful  lot  of  citrus  and  strawberry  farms 
around,  and  the  migrants  were  the  ones  that  mostly  took  advan- 
tage of  that  facility. 

Mr.  Smith.  I  wonder  if  the  reimbursement  rate  was  lower  there 
than  where  he  went  to. 

Mr.  Bilirakis.  That  is  a  good  point. 

Mr.  Smith.  I  just  wondered  if  that  had  anything  to  do  with  it. 

Mr.  Bilirakis.  It  may  have  been  a  factor,  and  our  being  able  to 
go  to  the  local  HHS  office  and  receive  enough  funds  for  them  to  be 
able  to  hire  a  replacement,  the  amount  of  money  was  less  than 
would  have  been  required  in  a  large  city  area. 

Mr.  Smith.  A  lot  of  these  doctors,  I  think,  leave  these  areas  and 
go  to  the  other  area  and  are  willing  to  buy  out  because  the  reim- 
bursement rate  is  so  much  lower  than  where  they  are.  And  that  is 
backwards. 

Mr.  Bilirakis.  That  is  true.  That  is  why  I  think  we  should  be 
more  onerous  when  it  comes  to  these  penalties.  It  is  unfair  to  tax- 
payers who  send  physicians  to  medical  school  on  a  promise,  and 
they  violate  that  promise. 


Thursday,  May  5,  1994. 

WITNESS 
ROBERTA  JONES,  NATIONAL  ALLIANCE  FOR  THE  MENTALLY  ILL 

Mr.  Smith.  I  understand  that  Congresswoman  Kaptur  cannot  be 
here,  but  Roberta  Jones  is  here. 

Ms.  Jones.  I  would  like  to  thank  you  for  the  opportunity  to  ap- 
pear before  this  subcommittee.  I  am  Roberta  Jones,  an  active  mem- 
ber of  the  Alliance  for  the  Mentally  111  of  Cleveland,  Ohio.  I  appear 
on  behalf  of  NAMI's  140,000  member-families  and  over  1,000  affili- 
ates covering  every  State  and  all  major  cities  around  the  Nation. 

I  have  a  brother  who  has  suffered  with  schizophrenia  for  over  15 
years.  Therefore,  I  have  followed  closely  with  personal  interest  the 
research  funding  provided  by  the  subcommittee  and  Congress  over 
the  years,  and  the  results  of  that  research,  which  impact  on  the 
care  of  people  in  this  terrible  illness.  Schizophrenia,  together  with 
the  other  severe  and  persistent  disorders — bipolar  disorder,  clinical 
depression,  obsessive/compulsive  disorder  and  panic  disorder — af- 
fects five  adult  Americans,  2.8  percent  of  us,  devastating  families 
and  subjecting  society  to  billions  yearly  in  direct  costs. 

As  Representative  Louis  Stokes,  my  Congressman  and  your  dis- 
tinguished-colleague, will  tell  you,  NIMH-funded  clinical  research 
concerning  the  treatment  of  schizophrenia  at  Case  Western  Re- 
serve University  has  led  to  enormous  benefits  for  many  of  the  seri- 
ously mentally  ill  in  the  Cleveland  area.  In  particular,  my  beloved 
brother  has  benefited,  as  well  as  my  family  and  I.  My  brother  suf- 
fered with  schizophrenia  for  over  a  decade  and  never  received  any 
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effective  help  until  he  joined  this  program.  Congressman  Stokes  re- 
cently met  my  brother  when  he  visited  with  us  at  Case. 

We  are  proud  of  the  knowledge  gained  from  this  research.  It  has 
influenced  clinical  practice  throughout  the  United  States  and  the 
rest  of  the  world.  NIMH  funding  for  the  activities  directed  by  Dr. 
Herbert  Meltzer  at  Case  Western  Reserve  University,  led  to  the 
growth  of  a  Mental  Health  Clinical  Research  Center  for  the  study 
of  schizophrenia.  It  is  among  the  world's  leaders  in  the  identifica- 
tion, testing  and  dissemination  of  information  about  optimal  utili- 
zation of  new  drugs  for  schizophrenia. 

We  were  pleased  to  play  a  role  in  the  major  U.S.  trial  of 
clozapine.  Clozapine  is  a  singularly  effective  treatment  for  schizo- 
phrenia. Over  600  patients  with  schizophrenia,  the  most  difficult 
form  of  mental  illness,  half  of  whom  have  failed  to  respond  to  con- 
ventional treatments,  have  received  lifesaving  help  in  this  pro- 
gram. 

The  United  States  Government,  in  response  to  NAMI  support  of 
the  National  Plan  for  Schizophrenia  Research,  has  made  a  major 
commitment  of  expertise  and  money  through  NIMH  research  to  de- 
velop more  effective  and  safer  treatment  for  schizophrenia.  The 
world  leaders  in  centers  like  that  at  Case  are  funded  to  undertake 
these  vital  studies  which  offer  so  much  hope  for  families  and  pa- 
tients. 

You  know,  Mr.  Chairman,  just  at  a  point  when  science  is  on  the 
brink  of  multiple  new  breakthroughs,  the  schizophrenia  program  at 
Case  and  others  like  it  are  threatened.  Inadequate  NIMH  funding 
has  resulted  in  a  virtual  standstill  in  research  on  severe  mental  ill- 
nesses. The  research  we  need  faces  targeted  cuts  including  a  20 
percent  across-the-board  cut  for  NIMH  research  centers,  as  well  as 
reductions  in  the  number  of  investigator-initiated  grants  that  are 
funded.  Currently,  fewer  than  18  percent  of  approved  grants  can  be 
funded. 

As  Representative  Stokes  can  tell  you,  the  future  looks  so  uncer- 
tain that  many  clinical  researchers  have  left  for  more  secure  posi- 
tions. We  are  concerned  about  the  future  of  the  clinical  research  in 
mental  illness  at  Case  Western  and  at  other  research  centers 
across  the  country. 

On  the  bright  side,  the  House  Budget  Committee  in  Report  103- 
428  has  recommended  a  9  percent  increase  for  NIMH  because  "It 
is  essential  to  increase  funding  for  the  treatment  of  severe  mental 
illness  which  accounts  for  $14  billion  or  25  percent  of  all  Federal 
disability  payments  annually."  This  offers  unprecedented  oppor- 
tunity for  this  subcommittee  to  increase  NIMH  funding  appropria- 
tions. 

NAMI  members  are  very  pleased  with  this  first-time-ever  lan- 
guage in  a  Budget  Committee  report.  It  speaks  to  the  level  of  con- 
cern and  need.  NIMH's  return  to  NIH  reinforces  the  need  to  raise 
mental  illness's  share  of  the  NIH  research  allocation  to  a  level  pro- 
portional to  their  incidence  and  prevalence  in  society.  NAMI  has 
made  this  point  in  its  statement  of  support  for  Senators  Harkin's 
and  Hatfield's  Research  Trust  Fund  proposal. 

My  testimony  grows  largely  out  of  my  personal  experience  as  the 
sister  of  a  person  with  schizophrenia  and  as  an  NAMI  member. 
Every  member  of  NAMI  has  a  son  or  a  daughter,  a  spouse,  sibling, 
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or  a  parent  who  is  suffering  from  mental  illness.  NAMI  is  con- 
cerned about  the  observed  trend  at  the  National  Institutes  of 
Health  of  diminishing  support  for  clinical  research.  I  can't  over- 
emphasize the  importance  of  all  three  research  efforts — basic  neu- 
roscience  research,  clinical  research  and  service  systems  research. 
With  all  three,  my  brother  wouldn't  get  the  help  he  needs. 

NAMI  therefore  urges  this  subcommittee  to  maintain  a  balance 
between  basic  clinical  and  service  research.  We  know  family  mem- 
bers benefit. 

The  real  results  of  this  comprehensive  research,  through  good 
scientists  at  Case  and  elsewhere,  are  out  in  the  community  helping 
men,  women  and  children  who  are  responding  to  new  medications 
and  rehabilitation  strategies.  Congressman  Stokes  and  I  have  met 
many  such  consumers  and  see  them  returning  to  schools  or  jobs  as 
a  result  of  successful  treatments  and  rehabilitation.  They  feel  good 
about  themselves.  They  are  finding  a  life  again  for  hundreds  of 
thousands  of  Americans  with  severe  mental  illness.  Research 
means  hope. 

Mr.  Chairman,  in  order  to  support  these  efforts,  NAMI  urges 
that  this  subcommittee,  one,  provide  a  total  of  $766.8  million  for 
NIMH  in  the  fiscal  year  1995  appropriations  bill;  and  two,  include 
report  language  on  the  importance  of  maintaining  a  strong  clinical 
research  program. 

The  ongoing  linking  of  basic  biological  and  clinical  research  with 
service  and  treatment  research  in  the  real  world  setting  is  both 
cost-effective  and  people-effective.  It  has  brought  new  hope  for  re- 
covery to  our  families.  We  should  be  applauding  NIMH's  strategy, 
and  are  pleased  at  its  response  to  Congress'  direction  to  focus  15 
percent  for  service  systems  research.  This  directive  gains  in  strate- 
gic importance,  given  the  national  discussion  on  effective  mental 
health  care  reform. 

Last  year,  the  Advisory  Council  to  NIMH  reported  that  adequate 
interventions  for  persons  suffering  from  severe  mental  illness 
"would  generate  a  net  savings  to  society  of  $2.2  billion."  This  de- 
pends on  continuing  the  three-step  model  of  basic,  clinical  and 
services  research.  Otherwise,  effective  treatments  and  delivery 
mechanisms  are  not  developed  and  disseminated. 

Mr.  Chairman,  let's  go  for  it.  Thank  you. 

Mr.  Smith.  We  will.  We  thank  you  very  much. 

Ms.  Jones.  Thank  you. 

[The  prepared  statement  follows:] 
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Thank  you,  Mr.  Chairman,  I  now  submit  my  prepared  statement 
for  the  record.  I  am  here  today  to  ask  you  to  continue  funding 
research  on  severe  brain  disorders  at  levels  that  will  not  lose  the 
momentum  you  have  so  well  championed  in  prior  years. 

An  extensive,  impressive  document  was  submitted  to  you  and  to 
your  companion  House  Subcommittee  last  year.  It  was  the  1993 
National    Institutes   of  Health  Report   on   the   Decade   of   the  Brain. 

A  year  earlier,  in  September  of  1992,  the  Office  of  Technology 
Assessment  (OTA),  the  technical  arm  of  the  U.  S.  Congress  released 
The  Biology  of  Mental  Disorders  --  another  substantial  and 
excellent  document.  Two  pronouncements  of  the  federal  government  - 
-  one  from  the  Executive  Branch  and  one  from  the  Legislative.  Each 
of  them  speaks  of  the  efficacy  of  medical  treatments  for  severe  and 
persistent  disorders  of  the  brain  --  developed  directly  or 
indirectly  by  publicly  funded  research.  Permit  me  to  quote  briefly 
from  each. 

The  OTA  study  states:  "The  1990s  bear  witness  to  two  opposing 
realities  of  mental  illness.  One  is  the  pressing  and  even  tragic 
nature  of  mental  disorders:  serious  mental  disorders,  including 
schizophrenia  and  major  mood  and  anxiety  disorders,  afflict 
millions  of  Americans,  producing  long-lasting  and  disabling 
symptoms.  The  other  reality  is  improved  technologies  and  advances 
in  brain  research  that  provide  hope  for  alleviating  the  substantial 
burden  of  mental  disorders  --to  individuals  with  these  conditions, 
their  families,  and  society  at  large  --  and  the  continuing  research 
and  development  that  promises  future  gains."    (emphasis  added.) 

In  the  1993  NIH  Report  on  the  Decade  of  the  Brain,  the  NIMH 
Section,  it  states:  "Tragically,  one  in  five  Americans  will  suffer 
from  mental  illness  at  some  point  in  their  lives."  While  not  all 
of  these  will  suffer  the  severe  and  persistent  illnesses,  we  do 
know  that  suicide  has  now  risen  to  8th  among  the  top  10  official 
causes  of  death,  and  that  one  third  to  one  half  of  the  homeless  are 
mentally  ill.   Our  jails  are  filled  with  the  mentally  ill. 

Mr.  Chairman,  as  this  Subcommittee  well  knows,  you  directed 
the  National  Institute  for  Mental  Health  to  develop  four  national 
plans  a  few  years  back  to  aggressively  attack  the  research  problems 
whose  solutions  will  offer  more  help  with  these  societal  impacts. 
Congress  accepted  the  plans  and  mandated  their  implementation.  The 
Mental  Health  community  knows  that  with  this  Subcommittee  leading 
the  way,  the  Congress  has  increased  the  NIMH  Budget  substantially 
over  the  past  six  years.  Funding  for  mental  illness  research  is 
actually  improving.  Because  of  this  we  can  now  tell  the  stories  of 
discovery  and  progress,  and  can  begin  to  grasp  the  promise  of 
neuroscience  research  for  improving  the  human  condition.  We  need 
to  build  on  this  record  during  the  remainder  of  the  Decade  of  the 
Brain. 

Yet,  Mr.  Chairman,  despite  this  Subcommittee's  unrelenting 
support,  the  National  Plan  requirements  for  Schizophrenia  and  the 
Decade  of  the  Brain  are  so  far  behind  that  they  have  been  adjusted 
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downward  to  reflect  the  impact  of  prior  year  shortfalls.  Any 
Member  of  Congress  might  even  say,  "all  we  need  to  do  is  to  glance 
at  the  status  of  the  Four  National  Plans".  When  we  do  glance  at 
the  status,  as  you  can  see  in  Table  I,  there  is  cause  for  concern. 

In  the  past,  this  Subcommittee  correctly  perceived  that 
funding  for  research  on  severe  disorders  of  the  brain  was 
unconscionably  low.  This  first  became  apparent  when  brain  research 
allocations  were  compared  --  in  proportion  to  the  impact  of  such 
disorders  on  society  --  with  other  diseases  having  easily 
identifiable  public  research  budgets.  Diabetes  research,  for 
instance,  as  we  note  in  Table  II,  is  funded  at  $44.  per  capita, 
while  research  for  severe  brain  disorders  is  funded  at  $17.  per 
capita . 

In  Table  III,  Mr.  Chairman,  we  have  carried  over  the  per 
capita  comparison  to  the  impact  of  the  disease.  The  action 
generated  by  the  Congress  following  the  discovery  of  these 
inequities  --  first  revealed  in  the  study  released  by  the  Office  of 
Technology  Assessment  and  now  in  our  own  current  tables  --  must  be 
continued.  To  coin  a  phrase,  the  bottom  line  is  --  substantial 
increases  in  the  NIMH  share  of  the  budget  must  continue  for  at 
least  these  two  reasons: 

1)  Even  though  NIMH  has  made  gains,  the  agency  started  from 
far  behind  and  must  have  continued  increases  above  the  average 
to  get  back  on  a  level  playing  field.  This  can  clearly  be 
seen  in  the  last  two  graphs  in  the  By-Pass  Budget,  concerning 
NIMH  and  NIH  funding  trends  since  1970. 

2)  The  Harkin/Hatfield  Amendment  #1473,  "The  Health  Research 
Act  of  1994,  "  and  the  House  companion  --  the  Coyne/Upton 
Bill,  H.R.  4260  --  when  triggered,  would  not  alter  the 
proportional  shares  of  funding  made  through  the  normal 
appropriations  process.  In  other  words,  the  decisions  of  this 
Subcommittee  would  not  be  changed.  NAMI  is  pleased  to  note 
that  Rep.  Lowey  is  also  a  cosponsor  of  H.R.  4260. 

Mr.  Chairman,  is  imperative  to  look  ahead  into  the  foreseeable 
future  concerning  the  discretionary  funding  potential  for  medical 
research.  NAMI  is  willing  to  take  a  strong  public  position  that 
the  aforementioned  Trust  Fund  legislation  most  certainly  provides 
one  promising,  and  perhaps  the  only,  solution  to  a  very  bleak 
picture.  However,  we  must  have  assurances  --  that  with  respect  to 
the  shares  of  the  public  resources  ■—  these  medical  research 
allocations  will  not  be  frozen  at  inequitable  levels.  This  can  be 
determined  by  evaluating  the  history  of  funding  trends  to  which  we 
have  referred  in  1)  above. 

In  addition  to  brain  research,  NAMI  is  also  very  concerned 
about  services  to  persons  with  severe  brain  disorders.  The  Center 
for  Mental  Health  Services  in  the  Substance  Abuse  and  Mental  Health 


1194 


Services  Administration  is  the  focal  point  in  the  Public  Health 
Service  for  federal  resources  and  guidance  to  other  levels  of 
government,  families,  and  consumers.  We  know  the  Center  did  not 
emerge  from  the  ADAMHA  reorganization  with  the  resources  it 
requires  to  meet  its  Congressional  mandates.  NAMI  urges  the 
Subcommittee  to  look  carefully  into  CMHS'  needs. 

Mr.  Chairman,  the  National  Alliance  for  the  Mentally  111,  in 
summary,  proposes  these  specific  recommendations  with  respect  to 
fiscal  year  1995  Appropriations  for  NIMH: 

This  Subcommittee  should  include  in  the  FY  1995  Appropriations 
Bill  for  NIMH:  Research  -  $690.7  million;  Research  Training  - 
$39.1  million;  Research  Management  &  Support  -  $$37.0  million; 
for  a  total  of  $766.8  million.  In  this  way,  the  NIMH  can 
maintain  long-term  initiatives  which  will  support  research  and 
development  of  advanced  technologies  to  make  information  more 
readily  to  brain  researchers,  and  provide  an  information 
infrastructure  for  neuroscience  in  the  21st  Century. 

Mr.  Chairman,  we  hope  the  Subcommittee  shares  our  concern  that 
without  a  continuing  substantial  commitment  by  this  Subcommittee, 
as  well  as  appropriate  provisions  in  health  care  reform 
legislation,  medical  research  for  severe  disorders  of  the  brain 
which  the  OTA  states,  "promises  future  gains"  will  not  happen.  We 
also  hope  the  Subcommittee  and  the  Congress  will  act  accordingly. 
Thank  You! 
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TABLE  I 

NATIONAL  INSTITUTE  OF  MENTAL  HEALTH 

STATUS  OF  THE  NATIONAL  PLANS:  FISCAL  YEARS  1993-1995 

(Dollars  in  Thousands) 

FY  1993 PY  1994 FY  1995 

Current  pres . 

Plan        Actual         Shortfall  Plann;      Batjjtata      Shortfall  Planfaj         Budget      Shortfall 

Schizophrenia      348,354      106,596         239, 7SS  268,292         114,487         153,805  145,580         119,098  26,482 

Decade 
of    the   Brain      452,962      230,343         222,619  348,858         228,688         120.170  288,429         238, 24S  50.184 


Combined 

Piano; 

608 

,251 

282 

,977 

325 

,274 

468 

,457 

286 

,514 

181 

,943 

387 

,311 

298 

,342 

88 

,969 

Child  & 
Adolescent 

232. 

900 

135, 

967 

96, 

933 

2S8, 

100 

145, 

372 

112, 

,728 

283, 

300 

152, 

319 

130, 

981 

Services 
Research 

154, 

000 

66, 

980 

87, 

020 

219, 

000 

92, 

017 

126, 

983 

287, 

000 

95, 

689 

191, 

311 

11]  FY  1994  National  Plan  requirements  for  Schizophrenia  and  Decade  of  the 
Brain  have  been  adjusted  downward  to  reflect  the  impact  of  prior  year 
shortfalls . 

12]  The  FY  1995  amounts  for  Schizophrenia  and  Decade  of  the  Brain,  equal  the 
FY  1995  Bypass  Budget  levels,  which  have  also  been  endorsed  by  KAMI  and 
the  Mental   Health  Liaison  Group. 

[3]  Although  Schizophrenia  and  Decade  of  the  Brain  are  separate  Congressional 
mandates  --  the  two,  powerful  research  instruments  have  one  goal  — 
Understanding  and  Treating  Mental  Disorders. 

A)  The  National  Advisory  Mental  Health  Council  recommended  the 
integration  of  both  Plans  into  one,  internal  operation  for  longer- 
term  management  of  the  NIMH  research  enterprise. 

B)  NIMH  has  combined  the  two  —  in  order  to  apply  state-of-the-art 
clinical  investigations  (Schizophrenia) i  and  basic  research  (Decade 
of  the  Brain)    —  each  enhancing  the  other  in  a  synergistic  manner. 

C)  Together,  the  two  Plans  constitute  the  most  intensive  and 
comprehensive  analysis  ever  conducted  in  this  country  of  scientific 
needs  and  opportunities  focused  exclusively  on  the  severe  mental 
illnesses,    involving  both  strategies. 
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TABLE  II         PER    CAPITA    COMPARISONS    OF    FEDERAL    RESEARCH    EXPENDITURES: 
SELECTED   MENTAL    DISORDERS    AND    PHYSICAL    DISORDERS 
(Excludes   AIDS) 

(Per  Capita    =   Budget /Eat  imated   Total    U.S.    Population  ae   of  July  1,    1994. 
Growth   In   the   Population  after  that  date   la  not   Included.] 

The  National   Institute  of  Mental  Health 
(Excludes  AIDS) 


FY  93  Budget  Auth.  FY  94  Estimate FY  95  Pres .  Rqat . 

NIMH:  Total  Mental  Disorder  Research 

NIMH  Appropriation        $504,709,000  $526,262,000        $545, 223, , 000 

Per  Capita   --  $1.94  $2.02  $2.09 

-  approximately  15.7%  of  adults,  18  and  over,  or  289  million  people  experience  a  mental  or 
substance  abuse  disorder  in  a  1  month  period.  Specifically,  22.1%  of  U.S.  Adults  have  any 
mental  disorder  (except  substance  abuse)  in  a  1  year  period  -  that  is  40.7  million  people. 
The  most  recent  estimate  (1990)  of  the  direct  and  indirect  costs  of  mental  disorders  is 
$147.8  billion  per  year. 

Alzheimer's         '$24,165,000         $25,443,000  $26,379,000 

Par  Capita   --         $.09  $.10  $.10 

-  it  is  estimated  that  at  least  4  million  Americans  have  Alzheimer's  disease  and  20% 
of  those  85  or  older  have  the  disease. 

Child  and  Adolescent 

Disorders  *$135,967,000         $145,372,000         $152,319,000 

Per  Capita   --         $.52  $.56  $.58 

-  approximately  20%  or  12  million  of  the  nation's  children  have  a  mental,  behavioral, 
or  developmental  disorder.   The  annual  cost  is  estimated  at  $1.5  million. 

Depression         •$125,324,000         $132,667,000         $138,276,000 

Par  Capita   —         $.48  $.51  $.53 

-  during  a  1  month  period,  5.2%,   or  approximately  10  million  Americans  suffer  from 
clinically  significant  depression;  over  18  million   (9.5%)   in  a  year.   The  annual 

financial  burden  from  these  disorders  is  estimated  to  be  $43.7  billion  in  medical 
costs,  disability,  and  lost  productivity. 

Schizophrenia      '$108,596,000         $114,487,000         $119,098,000 

Per  Capita   --         $.42  $.44  $.46 

-  in  a  one  year  period,  1.1%  of  the  population,  or  2  million  people,  experience  the 
onset  of  schizophrenia.   Schizophrenia  is  estimated  to  cost  $40  billion  per  year 
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Other  NIH  Inst i tut eg 
(Excludes  AIDS) 

PY  93  Budget  Auth. FY  94  Estimate FY  95  Pres  ■  Rqat. 

NIDDK:  Total  Diabetes,  Digestive  Diseases  &  Kidney  Diseases  Research 

NIDDK  Appropriation       $667,226,000         $705,616,000         $731,500,000 

Per  Capita   --  $2.58  $2.71  $2.81 

-  approximately  7  million  Americans  have  been  diagnosed  with  diabetes,  5  million  more  have 
it  and  don't  know  it.  There  are  approximately  500,000  new  cases  per  year.  This 
appropriation  is  also  used  to  study  endocrine  diseases,  including  cystic  fibrosis,  and 
liver,  kidney  and  gastrointestinal  diseases. 

NCI:  Total  Cancer  Research 

NCI  Appropriation       $1,805,391,000       $1,868,810,000       $1,967,709,000 

Per  Capita   --  $6.92  $7.17  S7.5S 

-  NCI  estimates  that,  in  1993,  almost  1.2  million  Americans  will  develop  cancer  and  roughly 
526,000  will  die  from  it.   NCI  estimates  total  yearly  costs  at  $104  billion. 

NHLBI:  Total  Heart,  Lung  &  Blood  Research 

NHLBI  Appropriation     $1,166,682,000      $1,222,903,000       $1,226,961,000 

Per  Capita   —  $4.48  $4.69  $4.86 

-  Seven  million  Americans  have  coronary  artery  disease,  resulting  in  more  than  500,000  deaths 
a  year.  An  additional  1,250,000  Americans  suffer  nonfatal  heart  attacks  annually.  There 
are  600,000  strokes  per  year;  150,000  deaths. 

Heart  and  Vascular 

Diseases  $626,284,000         $658,103,000         $689,192,000 

$2.40  $2.52  $2.64 

$205,738,000         $213,386,000         $219,539,000 

$.79  $.82  $.84 

Asthma  affects  12  million  Americans.  Nearly  80,000  people  die  from  chronic 
obstructive  pulmonary  disease  each  year.  In  1988,  13  million  reported  having 
bronchitis  or  emphysema. 


Per 

Capita 

Lung  Diseases 

Per 

Capita 

NOTES : 

*   Actual  expenditures  for  FY  1993. 

1)  The  estimated  total  U.S.  Population  as  of  July  1,  1994  was  260,711,000  [Census  Bureau 
301/763-5002] . 

2)  All  NIMH  incidence  and  prevalence  percentages,  age  corrected,  are  based  on  the  U.S. 
resident  population  in  the  1990  census;  184  million  adults  18  and  over  [provided  by  NIMH 
Office  of  Scientific  Information] .   Some  people  have  more  than  1  disorder. 

3)  Statistics  on  other  disorders:  Healthy  People  2000,  NCI  Bypass  Budget,  and  the  Statistical 
Abstract  of  the  U.S.,  1993. 

4)  Budget  Information  for  all  NIH  Institutes  from  the  FY  1995  Congressional  Justifications. 
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TABLE   III 


NUMBER   OF   U.S.    ADULTS   WITH  MENTAL  DISORDERS m 


Disorders 


1   month 


Number 


Percent 


Number 


1   year 


Percent 


Cental    &   Substance   Abuse   Disorders 


28.9 


15.7% 


51.7 


28.1% 


Only  Mental   Disorders 


23.9 


13  .0% 


40.7 


22  .1% 


Schizophrenia  Disorders 
Depressive/Affective  Disorders 

Manic -depressive /Bipolar 

Major   Depression 

Dysthymiaw 
Anxiety  Disorders 

Phobia 

Panic   Disorder 

Obsessive-Compulsive   Disorder 
Somatization  Disorders; 
Antisocial   Personality  Disorder 
Severe   Cognitive    Impairment 


1.3 

0.7% 

2.0 

1.1% 

9.6 

5.2% 

17.5 

9.5% 

1.1 

0.6% 

2.2 

1.2% 

3.3 

1.8% 

9.2 

5.0% 

6.1 

3.3% 

9.9 

5.4% 

13.4 

7.3% 

23.2 

12.6% 

11.6 

6.3% 

20.1 

10.9% 

0.9 

0.5% 

2  .4 

1.3% 

2.4 

1.3% 

3.9 

2.1% 

0.2 

0.1% 

0.4 

0.2% 

0.9 

0.5% 

2.8 

1.5% 

3.1 

1.7% 

5.0 

2.7% 

Footnotes : 

[1]    The  numbers,    in  millions,    are  based  on   five  epidemiologic  catchment   area 

(ECA)    sites    in   1990.         The   table    is   adapted   from  Regier,       D.A.,       et    al . 

"The      De   Facto     U.S.      Mental      and     Addictive   Disorder      Service   System," 

Archives   of   General    Psychiatry,    Feb.    1993. 
[2]    A  chronic,    depressive  neurosis   in  children  and  adolescents. 
[3]    A   chronic      psychiatric      condition      characterized     by     multiple   physical 

-.         complaints   for  which  there   is  no  apparent  physical   cause. 

*  *  * 

COMPARISON:    FEDERAL  RESEARCH  FUNDING   VS.    DISEASE   IMPACT 


Mental  Disorders 


AIDS 
HIV  ♦ 


Heart  Condi t  ions 


Alcohol  Abuse 


Mo .  of  People 
Affected  In  0.3. 


23,900,000  n 


113,211 
1,000,000 


Drug  Abuse 


20,258,000  II 
8,000,000   /S 


6,221,000   /« 
21.500,000  16 


5,200,000   /6 


Federal 
Research  Funding 

S393.693.OO0   11 

$1,300,000,000  IS 


$1,000,000,000   /8 
$1,100,000,000   /B 


$272,819,000   /8 
$119,509,000  H 


$190,568,000  11 


Funding 

Per 

Mo .    Deaths 

Hew   Cases 

Affected 

Person 

Per  Year 

Per   Year 

$17 

39,707 

16 

11,520,000 

/ll 

$11,483 

50,000 

/2 

52,000 

/2 

$1,300 

65,000 

/3 

$49 

777,000 

/10 

HA 

$175 

500,000 

/10 

1,040,000 

/12 

$44 

HA 

500,000 

/13 

$6 

95,000 

16 

HA 

$37 


6,100   /6 


HA 


Footnotes  IKA  =  Hot  Available). 

1)  Baaed  on  on*  month  prevalence  of  13%,  and  D.S.  population  In  1990,  adult  and  over  (180,000,000).   Findings  of 
Regier  at  al.i   "The  De  Facto  U.S.  Mental  and  Addictive  Disorders  Service  System." 

2)  Number  with  AIDS,  1989,  using  new  definition  of  1992  (CDC,  AIDS  Surveillance  Office) . 

3)  Current  estimate.   NIMH,  Office  of  AIDS  Programs  - 

4)  1986.  'Statistical  Abstract  of  the  U.S.,  1991,  p.  120). 

5)  Currant  estimate.   (American  Cancer  Society) . 

6)  Diagnosed.   (Rice  et  ali   Economic  Coat  of  Alcohol  and  Drug  Abuse  and  Hental  Illness;  1985,  1990). 

7)  Actual  FY  1989  Institute  Research  Budget;  NIMH,  HIAAA  &  HIDA  (FY  1991  Congressional  Justifications,  Vol  VII). 
6)  Total  Federal  research,  1989  (Robert  Wood  Johnson  Foundation!   Challenges  In  Health  Care,  1991,  p.  48)  . 

9)  Total  Public  Health  Service  diabetes  research  In  1989  (PY  1992  Mover  Report). 

10)  1989  deaths.   (Robert  Wood  Johnson  Foundation:   Challenges  In  Health  Care,  1991,  p.  48). 

11)  Incidence  rate  of  6.4%  per  year,  new  casea  (180,000,000  adults  18  and  over  in  1989  NIMH  unpublished  data). 

12)  1990.  (Statistical  Abstract  of  the  U.S.,  1991,  p.  123). 

13)  national  Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases  (FY  1992  Moyer  Report) . 
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[The  following  statements  were  submitted  to  the  subcommittee 
by  individuals  and  organizations  who  were  unable  to  attend  the 
hearings:] 


EARL  P.  HILUARD 

7th  District.  Alabama 

COMMITTEE  ON  AGRICULTURE 

Suicouuirrti  on  livf Sfoet. 

D«-«»  *wo  Pom*"* 

Su»COMMlTTil    OH    C  CHI  Mini*  TIM. 
CMDIT.  A  HO  fluHAl  DrvtlOPMINT 


COMMITTEE  ON  SMALL  BUSINESS 

Si'i.uMMinu  on  P«ocimi mini 
Taxation  -no  TouaiSw 

SUICOMMtTTM  M  MlKOAtTT 

ENiiarmst.  FiNANCf  and 
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SuKCMMITTII  ON  Rum 
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Congress  of  tfje  ©niteb  Stated 

$ou$e  of  l&epreaentatibei. 
aaasJjinston,  BC  20515-0107 


TESTIMONY    FOR 


CONGRESSMAN    EARL    F.    HILLIARD 

BEFORE    THE    HOUSE    APPROPRIATIONS    SUBCOMMITTEE 

ON    LABOR-HHS-AND    EDUCATION 

MAY    5,     1994 


1007  LONSWORTh  Building 
Washington.  DC  20515 

1202]  225-2665 
DISTRICT  OFFICES: 
305  FEDERAL  Building 
Birmingham  al  35203 

1205)  328-2641 
204  FEDERAL  Building 

Tuscaloosa,  al  35401 

I20SI  752-3578 

301  feoeral  Building 

Montgomery,  al  36104 

(2051  263-4338 

109  Federal  Building 

Selma.  al  36701 

1205)  872-2684 


MR    CHAIRMAN,    THANK    YOU    FOR   THE    OPPORTUNITY    TO    APPEAR    BEFORE    YOUR 
SUBCOMMITTEE    TODAY.        I    AM    HERE    TO    EXPRESS    MY    WHOLEHEARTED 
SUPPORT    FOR   A    PROGRAM   THAT    THIS    SUBCOMMITTEE    HAS    SUPPORTED    IN 
THE    PAST,    AND    I    HOPE    WILL    CONTINUE    TO    SUPPORT    THE    JOB    CORPS 
50-50    PLAN. 

FOR   THIRTY    YEARS,    JOB    CORPS    HAS    SUCCESSFULLY    EDUCATED   AND 
TRAINED    OUR   NATION'S    MOST    DISADVANTAGED    YOUTHS.       JOB    CORPS 
GRADUATES    HAVE   A    72%    JOB    PLACEMENT    RATE,    AND    STUDY    AFTER    STUDY 
HAVE    SHOWN    THAT    THE    PROGRAM    RETURNS    $1.46    FOR    EVERY    DOLLAR 
INVESTED.       IN    THESE   TIMES    OF    SCARCE    FEDERAL    DOLLARS,     WE    NEED    TO 
INVEST    IN    PROGRAMS    THAT    WORK    —    I    KNOW   THAT    JOB    CORPS    WORKS. 

IN   MARCH,     1994,    THE    CITY    OF   MONTGOMERY,    ALABAMA   WAS    SELECTED    BY 
THE    U.S.     DEPARTMENT    OF    LABOR   TO    BECOME    THE    NEW    HOME    FOR    A    JOB 
CORPS    CAMPUS.       THIS    SELECTION    HAS    DONE   WONDERS    FOR   THE 
COMMUNITY.       FOR    THE    FIRST    TIME    IN    YEARS,    MANY    ORGANIZATIONS    THAT 
HAVE    NEVER   WORKED    TOGETHER   ARE    ROLLING    UP    THEIR    SLEEVES    AND 
WORKING    TOGETHER   TO    ENSURE    THAT    THE   MONTGOMERY    JOB    CORPS    CENTER 
BECOMES    A    REALITY.        IN    ORDER   TO   MAKE    THIS    OCCUR,     I    RESPECTFULLY 
REQUEST    THAT    THE    COMMITTEE    FULLY    FUND    PRESIDENT    CLINTON'S 
PROPOSED    $1,157    BILLION    INVESTMENT    FOR   THE    JOB    CORPS'     50-50 
PLAN.       WHAT    IS    ESPECIALLY    CRITICAL    IN    THIS    REQUEST    IS    THE    $85.7 
MILLION    NEEDED    TO    COMPLETE    THE    CONSTRUCTION    OF    THE    8    NEW    JOB 
CORPS    CENTERS.       GIVEN    JOB    CORPS    ECONOMIC    BENEFITS    AND    OUR   MORAL 
OBLIGATION    TO    HELP    OUR    NATION'S    MOST    DISADVANTAGED    YOUTH    ,    A 
$1,157    BILLION    INVESTMENT    IS    MODEST,     RELATIVE    TO    OTHER    IMPORTANT 
YOUTH    INVESTMENTS. 
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HILLIARD 

APPROPRIATIONS  TESTIMONY 

PAGE  2 


WHEN  YOU  LOOK  AT  THE  SERIOUS  ISSUES  THAT   NEGATIVELY  IMPACT  OUR 
SOCIETY  TODAY  —  CRIME,  WELFARE,  LACK  OF  QUALITY  EDUCATION  AND 
MILLIONS  OF  YOUTHS  WITH  NO  FORMAL  TRAINING  —  WE  NEED  TO  FIND  A 
SOLUTION  TO  THESE  PROBLEMS.   IN  MY  OPINION,  JOB  CORPS  IS  A 
SOLUTION  —  DON'T  GET  ME  WRONG,  IT'S  NOT  THE  ONLY  SOLUTION,  BUT 
IT'S  A  START.   THE  JOB  CORPS  50-50  PLAN  IS  A  GOOD  INVESTMENT  FOR 
OUR  FUTURE  AND  YOU  HAVE  MY  FULL  SUPPORT  IN  YOUR  EFFORTS  TO 
OBTAIN  FULL  FUNDING  FOR  THE  PLAN.   THANK  YOU  FOR  YOUR  SUPPORT.  I 
LOOK  FORWARD  TO  WORKING  WITH  YOU  TO  ACHIEVE  THIS  REQUEST. 
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a 
Statement  of  Representative  Marcy  Kaptur  (OH-9)  e 

on  the  Amendment  on  Carcinogen  Report  Criteria 

May  5,  1994  t 

e 

c 

Mr.  Chairman.   The  Secretary  of  Health  and  Human  Services  must 

publish  an  Annual  Report  on  Carcinogens  which  alerts  the  public  to 

substances  that  are  either  "known  to  be  carcinogens,"  or  that  "may 

be  reasonably  anticipated  to  be  carcinogens." 

The  scientific  criteria  that  is  used  by  HHS  to  determine 
whether  or  not  a  substance  may  be  considered  a  carcinogen  has  been 
in  existence  since  1981  —  despite  the  fact  that  in  1988  a  special 
HHS  subcommittee  recommended  review  of  the  criteria  every  "2  or  3 
years."   On  April  6,  1994  the  National  Toxological  Program's  own 
Board  of  Scientific  Counselors  voted  to  create  a  new  permanent 
subcommittee  to  review  the  criteria. 

Mr.  Chairman,  I  bring  this  to  your  attention  because  of  my 
concern  over  a  pending  decision  by  HHS  to  list  glass  wool  —  better 
known  as  fiber  glass  insulation  —  in  its  Annual  Report  on 
Carcinogens . 

Under  current  criteria,  scientists  found  that  if  glass  wool 
insulation  is  implanted  in  laboratory  animals,  it  causes  tumors. 
However,  the  primary  mechanism  for  glass  wool  getting  into  the  body 
is  inhalation  and  many  inhalation  studies  with  test  animals 
breathing  glass  fibers  have  not  shown  an  association  with  tumors. 

For  example,  the  Canadian  Government  uses  a  different  set  of 
criteria  and  they  recently  concluded  that  "...glass  wool  is  not 
entering  the  environment  in  quantities  or  under  conditions  that  may 
constitute  a  danger  in  Canada  to  human  life  or  health." 

Yet  as  a  result  of  the  outdated  criteria  currently  in  place  in 
the  United  states,  the  NTP  Working  Group  voted  last  October  to  list 
glass  wool  as  a  substance  that  may  be  reasonably  anticipated  to  be  a 
carcinogen."   (No  one  is  calling  for  listing  of  glass  wool  as  a 
"known  carcinogen.").   But  they  also  voted  in  the  same  meeting  to 
call  for  review  of  the  criteria  upon  which  they  based  their 
decision.   If  the  scientists  themselves  have  doubts  over  the 
criteria,  then  it's  time  to  review  the  criteria  and  to  follow  their 
own  recommendation  which  calls  for  reviewing  the  criteria  every  2  or 
3  years. 

Mr.  Chairman,  listing  glass  wool  as  a  carcinogen  will  put  at 
risk  thousands  of  productive  jobs  that  pay  good  wages.   I  know, 
because  the  largest  producer  of  fiberglass  insulation  is 
headquartered  in  my  district.   The  workers  and  producers  are  united 
on  this  issue.   It  is  time  for  HHS  to  review  the  criteria  before 
deciding  whether  to  list  glass  wool  as  a  carcinogen.   These 
decisions  must  be  based  on  current  scientific  data. 

I  ask  your  assistance  in  including  language  in  your 
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appropriations  bill  that  would  direct  that  funds  shall  not  be 
expended  on  listing  glass  wool  in  the  Annual  Report  on  Carcinogens 
until  the  Secretary  of  HHS  reviews  and  updates  the  listing  criteria 
based  on  the  most  recent  scientific  evidence.   This  would,  in 
effect,  prohibit  the  listing  of  glass  wool  until  the  review  is 
completed. 
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CONGRESSMAN  ALAN  B.  MOLLOHAN 
TESTIMONY:  LABOR -HHS- EDUCATION  APPROPRIATIONS  SUBCOMMITTEE 

THURSDAY,  MAY  5,  1994 
2:35  P.M. 


THANK  YOU  MR.  CHAIRMAN,  AND  MEMBERS  OF  THE  SUBCOMMITTEE.   I  TRULY 
APPRECIATE  THE  OPPORTUNITY  TO  TESTIFY  BEFORE  YOU  TODAY. 

AS  YOU  KNOW,  THE  PUBLIC  HEALTH  SERVICE  HAS  BEEN  TARGETED  FOR  HUGE 
STAFFING  REDUCTIONS  UNDER  THE  PRESIDENT'S  PROPOSAL  TO  STREAMLINE  THE 
GOVERNMENT  WORKFORCE. 

IN  RESPONSE  TO  THIS  MANDATE,  THE  NATIONAL  INSTITUTES  OF  HEALTH  HAS 
BEEN  OPERATING  UNDER  A  HIRING  FREEZE.   THEY  HAVE  NOT  BEEN  REPLACING  ANY 
EMPLOYBES  WED  LEAVE  THE  AGENCY  --  REGARDLESS  OF  THEIR  POSITION  OR  RELEVANCE 
TO  IMPORTANT  RBSEARCH  PROGRAMS. 

WHILE  1  AM  IN  NO  WAY  OPPOSED  TO  DOWNSIZING  THE  FEDERAL  WORKFORCE,  I  AM 
OPPOSED  TO  THESE  EFFORTS  INTERFERING  WITH  CRITICAL  RESEARCH 

PROGRAMS ...  PROGRAMS  SEARCHING  FOR  THE  CURE  TO  KILLERS  LIKE  PROSTATE  CANCER, 
BREAST  CANCER  AND  AIDS.   AND  -  -  IN  MY  OPINION  --  THIS  IS  EXACTLY  WHAT  IS 
HAPPENING  AT  THE  NIH. 

I  BELIEVE  THE  CURRENT  HIRING  FREEZE  IS  AN  EXTREMELY  ARBITRARY  WAY  IN 
WHICH  TO  REDUCE  STAFFING  LEVELS.   AND  ALTHOUGH  OFFICIALS  AT  THE  NIH  HAVE 
SET  UP  A  COMMITTEE  TO  CONSIDER  EXCEPTIONS,  ALMOST  NONE  HAVE  BEEN  MADE.   AND 
INDIVIDUALS  INSIDE  THE  AGENCY  HAVE  INDICATED  THEIR  FRUSTRATION  TO  ME. 

I  WANT  TO  SPELL  THIS  SITUATION  OUT  MORE  CLEARLY  THROUGH  THE  USE  OF  AN 

BXAMPLB. . -THIS  SUBCOMMITTEE  HAS  GREATLY  INCREASED  FUNDING  OVER  THE  LAST 

NINE  YEARS  FOR  PROSTATE  CANCER  RESEARCH  PROGRAMS  --  FROM  JUST  $10  MILLION 

IN  FISCAL  YEAR  1985  TO  ALMOST  $50  MILLION  IN  FISCAL  YEAR  1994. 

ADDITIONALLY,  LAST  YEAR'S  HOUSE  REPORT  TO  ACCOMPANY  THE  LABOR- HHS - 
EDUCATION  APPROPRIATIONS  BILL  CONTAINED  THE  FOLLOWING  LANGUAGE  IN  SUPPORT 
OF  THE  PROSTATE  CANCER  RESEARCH  PROGRAMS:   "THE  COMMITTEE  IS  ENCOURAGED  BY 
THE  EFFORTS  OF  NCI  TO  EXPAND  PROSTATB  CANCER  RESEARCH  BUT  REMAINS  CONCERNED 
ABOUT  THE  GROWING  INCIDENCE  OF  PROSTATE  CANCER. . .THE  COMMITTEE  STRONGLY 
URGES  THE  INSTITUTE  TO  CONTINUE  TO  MAKE  PROSTATE  CANCER  RESEARCH  ONE  OF  ITS 
TOP  PRIORITIES . " 

DESPITE  THIS  OBVIOUS  MANDATE  FROM  CONGRESS,  THE  CURRENT  HIRING  FREEZE 
HAS  PUT  PROSTATE  CANCER  RESEARCH  PROGRAMS  IN  JEOPARDY.   IN  FACT,  ONE 
PROSTATE  CANCER  PROGRAM  AT  NCI  HAS  HAD  TO  CUT  THE  NUMBER  OF  PATIENTS  IT 
SERVES  BY  TWO -THIRDS  BECAUSE  OF  EMPLOYMENT  SITUATIONS.   IT  IS  IMPORTANT  TO 
NOTE  THAT  FU3JDING  FOR  THIS  PARTICULAR  PROGRAM  HAS  NOT  BEEN  REDUCED. 

I  DO  NC'T  BELIEVE  THAT  THESE  RESULTS  WERE  THE  INTENT  OF  ANYONE  FAVORING 
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REDUCTIONS  G*  GOVERNMENT  EMPLOYEES.   WE  CAN  FUND  PRIORITY  PROGRAMS  AT 
WHATEVER  LEVEL  WE  WANT.  BUT  IT  IS  IRRELEVANT  WITHOUT  EMPLOYEES  TO  RUN  THE 
PROGRAMS.   SCIENTISTS  TO  CONDUCT  THE  CLINICAL  TRIALS.   RESEARCHES  TO  GATHER 
THE  DATA. . .AND  EVEN  RECEPTIONISTS  TO  HANDLE  THE  PHONE  CALLS. 

FOR  THIS  REASON  I  COME  BEFORE  THIS  SUBCOMMITTEE  TO  REQUEST  THAT 
LANGUAGB  BE  INCLUDED  IN  THE  REPORT  ACCOMPANYING  YOUR  BILL  TO  ADDRESS  THIS 
MATTER. 

I  BELIEVE  WE  SHOULD  ENCOURAGE  THE  NIH  TO  ESTABLISH  A  FORMAL  WAIVER 
PROCESS  TO  EXEMPT  PRIORITY  PROGRAMS  FROM  PERSONNEL  REDUCTIONS. 
ADDITIONALLY,  STAFFING  TARGETS  SHOULD  BE  ESTABLISHED  FOR  THESE  PROGRAMS  AND 
FTE  LEVELS  SHOULD  NOT  BE  PERMITTED  TO  FALL  BENEATH  THOSE  TARGETS. 

I  REALIZE  THAT  THIS  IS  A  SENSITIVE  MATTER  --  THAT  EVERY  AGENCY  CAN 
MAKE  A  CASE  THAT  THEIR  STAFF  LEVELS  SHOULD  NOT  BE  REDUCED.   BUT  I  BELIEVE 
THIS  IS  A  TRULY  UNIQUE  SITUATION.   THESE  PROGRAMS  ARE  PRIORITIES  OF  THE 
CONGRESS,  THE  PRESIDENT,  AND  ALL  THE  COUNTLESS  PEOPLE  IN  THIS  NATION  WHO 
ARE  AFFLICTED  WITH  THESE  DEADLY  DISEASES. 

THANK  YDU  FOR  THE  TIME  TO  PRESENT  THBSE  VIEWS,  MR.  CHAIRMAN,  AND  I 
HOPE  THAT  YCU  WILL  GIVE  MY  REQUEST  ALL  APPROPRIATE  CONSIDERATION. 
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TESTIMONY  OF 

REPRESENTATIVE  WILLIAM  H.  ORTON 

REGARDING  MINIMUM  STATE  ADMINISTRATIVE  GRANT  FUNDING 

FOR  TITLE  1  OF  THE  ELEMENTARY  AND  SECONDARY  EDUCATION  ACT 

BEFORE  THE  APPROPRIATIONS  SUBCOMMITTEE  ON 

LABOR-HEALTH  AND  HUMAN  SERVICES-EDUCATION 

Thank  you  Mr.  Chairman,  Mr.  Porter  and  distinguished  members  of  this  committee 
for  the  opportunity  to  present  testimony  in  support  of  increased  appropriations  for  the 
Minimum  State  Administrative  grant  (Elementary  and  Secondary  Education  Act  of  1965, 
Chapter  1,  Part  E,  Section  1404).    State  administration  funds  enable  state  educational 
agencies  to  meet  traditional  monitoring  and  compliance  responsibilities  under  the  Tide  1 
grants  to  LEAs  programs;  to  carry  out  such  other  responsibilities  as  allocating  funds, 
promoting  parental  involvement,  and  improving  services  for  children  enrolled  in  private 
schools;  and  to  perform  program  improvement  and  accountability  responsibilities,  including 
providing  statewide  conferences,  staff  development  workshops  and  technical  assistance. 
Most  states  receive  up  to  1  percent  of  the  amount  allocated  for  their  Part  A  and  Part  D  Title 
\  1  programs,  with  a  minimum  grant  of  $325,000. 

As  you  may  be  aware,  fifteen  states  and  the  District  of  Columbia  currently  receive  the 
minimum  level  of  funding  for  State  Administration  of  Title  1.   Since  fiscal  year  1990, 
appropriations  language  has  provided  a  state  minimum  award  of  $375,000.   During  this  same 
time  period,  other  states  received  an  increase  of  approximately  2.66  percent. 
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As  a  member  of  the  Budget  Committee,  I  share  your  dedication  to  reducing 
unnecessary  expenditures  and  support  your  efforts  to  ensure  that  funds  reach  the  schools  and 
students  instead  of  being  misused  at  the  state  level.   However,  I  have  also  seen  a  gradual 
decline  in  the  ability  of  states,  especially  Utah,  to  comply  with  all  the  requirements  contained 
in  Title  1. 

In  the  Fall  of  1993,  the  National  Association  of  State  Coordinators  of  Compensatory 
Education  submitted  a  resolution  asking  that  the  grant  amount  for  small  states  be  set  at 
$475,000.   This  group  found  that  all  small  states  and  the  District  of  Columbia  were  facing 
funding  dilemmas  and  a  growing  inability  to  oversee  schools  that  receive  Title  1  funds. 
Since  my  experience  relates  to  the  state  of  Utah,  I  would  like  to  review  some  of  the 
difficulties  we  are  experiencing  at  the  state  level. 

Utah  has  expanded  the  scope  of  the  Title  1  program  from  198  to  306  schools  in  the 
past  four  years.    The  same  number  of  support  staff  at  the  State  Office  of  Education  has  had 
to  increase  its  oversight,  administrative  and  technical  assistance  for  state  agencies,  since 
funding  levels  did  not  increase  at  all  during  this  same  period.    As  the  $375,000  state  Title  1 
minimum  grant  has  lost  purchasing  power,  the  staff  has  had  to  decrease  services,  cut  back  on 
the  number  of  conferences,  workshops  and  technical  assistance  efforts  provided  to  school 
districts,  and  postpone  hiring  replacement  staff. 

Even  with  these  efforts,  Utah  spent  $420,425  to  administer  and  provide  support 
services  to  Title  1  programs  in  Utah's  school  districts  during  the  1992-93  school  year.    Due 
to  lower  costs  in  previous  years,  Utah  was  able  to  use  carry-over  funds  to  make  up  for  the 
shortfall.   The  1993-94  school  year  costs  are  projected  to  reach  $417,278.   This  will  require 
another  $42,278  in  carryover  funds  to  balance  the  budget.   Utah  will  not  have  carry  over 
funds  for  future  shortfalls  beginning  with  the  upcoming  1994-95  school  year. 
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Staff  has  already  been  reduced  to  prevent  salary  and  benefit  costs  from  increasing  in 
1992-93  and  1993-94  and  funding  shortfalls  will  require  that  an  additional  position  be 
eliminated  this  summer.    Utah  will  have  only  3  full  time  professional  and  1.6  full  time 
secretarial  positions  by  July  1994.   This  reduction  in  an  already  minimal  staff  will  seriously 
hamper  Utah's  ability  to  facilitate  the  changes  contained  in  the  reauthorizing  legislation. 

And  Utah  is  not  alone.    The  Nebraska  Department  of  Education  has  indicated  that  one 
professional  staff  member  has  the  responsibility  of  overseeing  Title  1  programs  in  37  LEAs, 
in  addition  to  being  responsible  for  the  comparability  component,  the  evaluation  component 
and  assisting  all  local  and  state  N  or  D  activities,  and  being  responsible  for  the  program 
improvement  component.    Nebraska  will  also  be  forced  to  reduce  professional  staff  in  the 
coming  year.    The  other  13  states  and  the  District  of  Columbia  have  similar  problems. 

As  you  may  know,  H.R.  6,  the  House  version  of  the  Improving  America's  Education 
Act,  will  give  the  states  and  local  education  agencies  more  flexibility  but  will  also  require 
considerably  more  responsibility  for  oversight  and  administration.   In  light  of  the  funding 
problems  faced  by  Utah,  these  changes  will  be  extremely  difficult  to  implement  and  carry 
out. 

If  we  are  truly  interested  in  seeing  the  reforms  of  Title  1  programs  contained  in  H.R. 
6  become  a  reality,  we  must  provide  funds  to  carry  out  the  necessary  oversight  functions 
contained  in  this  legislation.   Without  funding  increases,  the  state  of  Utah,  along  with  14 
other  states  and  the  District  of  Columbia,  will  find  it  difficult  if  not  impossible  to  maintain 
quality  Title  1  programs.    For  this  reason,  I  encourage  you  to  increase  the  funding  level  for 
states  that  receive  the  minimum  state  administrative  grant. 

Thank  you  again  for  the  opportunity  to  share  my  concerns  with  this  subcommittee. 
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STATEMENT  OF  HON.    JAKES  L.    OBERSTAR 

before  thm 

SUBCOMMITTEE  OM  LABOR,  HEALTH  AND  HUMAN  SERVICES/  AND  EDUCATION 

COMMITTEE  ON  APPROPRIATIONS 

May  4,  1994 


Mr.  Chairman,  and  members  of  the  Subcommittee,  I  am  very  pleased  to 
come  before  you  once  again  to  request  funding  for  vital  federal  programs 
that  help  millions  of  Americans  meet  their  most  basic  human  needs. 

I  support  President  Clinton's  commitment  to  significant  changes  in 
our  federal  budget  priorities  for  this  country.  We  must  target  limited 
resources  to  investment  programs  to  improve  the  lives  of  our  most 
vulnerable  members  of  society. 

I  respectfully  ask  the  Subcommittee  to  maintain  funding  for 
programs  that  have  been  targeted  by  the  Administration  for  reductions 
(LIHEAP,  Impact  Aid,  Library  Services) ,  and  make  increases  where  you  are 
able  at  a  time  when  the  Subcommittee  faces  considerable  budget 
constraints. 

FUNDING  FOR  WOMEN'S  HEALTH 

Next  Tuesday,  May  10th,  would  have  been  my  wife  Jo's  58th  birthday. 
During  her  eight  year  fight  and  since  her  death  to  breast  cancer,  I  have 
fought  for  additional  resources  for  breast  cancer  research  to  find  a  cure 
for  this  devastating  disease  that  afflicts  one  woman  in  nine. 

Every  three  minutes,  a  woman  is  diagnosed  with  breast  cancer,  and 
the  potential  genetic  link  means  that  my  three  daughters  are  at  risk  for 
contracting  this  disease.  Because  of  the  Subcommittee's  efforts  to 
direct  the  National  Cancer  Institute  to  increase  funding  for  research 
targeted  on  breast,  ovarian,  and  cervical  cancer,  research  for  breast 
cancer  was  increased  from  $211.5  million  to  $263  million  for  fiscal  year 
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1994.    I  am  vary  pleased  with  this  increase  in  funding,  but  it  is 
imperative  to  expand  our  efforts  to  eradicate  this  dreaded  disease,  and  I 
fully  support  the  $323.7  million  funding  level  recommended  by  the  Clinton 
Administration. 

I  also  firmly  believe  that  we  must  provide  sufficient  funding  to 
continue  the  Women's  Health  Initiative.  This  long-term  study,  which  is 
the  largest  clinical  trial  in  the  United  States,  will  hopefully  expand 
our  ability  to  impede  the  advancement  of  cardiovascular  disease,  cancer, 
and  osteoporosis,  the  three  most  common  causes  of  death  and  disability  in 
women  over  the  age  of  50.  Last  year,  $55  million  was  provided  to 
continue  the  study,  and  I  urge  the  Subcommittee  to  fund  this  exemplary 
research  at  $61  million  for  fiscal  year  1995. 

LXHEAP 

I  also  want  to  express  my  strong  support  for  the  Low-Income  Home 
Energy  Assistance  Program  (LIHEAP) ,  and  to  request  that  this  program  be 
funded  at  $1.6  billion,  to  restore  funding  to  the  fiscal  year  1991  level. 

I  am  pleased  that  LIHEAP  is  now  funded  on  an  advanced-funded  basis 
that  permits  community  action  agencies  to  plan  ahead,  but  I  am  very 
disappointed  that  the  Clinton  Administration  has  resurrected  the 
insensitive  proposals  of  the  Reagan  and  Bush  Administrations  to  dismantle 
LIHEAP.  Once  again,  those  responsible  for  distributing  the  energy 
assistance  grants  must  prepare  for  severe  cutbacks  for  this  important 
program,  and  hope  that  the  Subcommittee  will  be  able  to  restore  adequate 
funding.  Even  with  the  best  efforts  of  the  Subcommittee,  inadequate 
funding  for  the  past  several  years  has  required  additional  funding  for 
LIHEAP  in  emergency  supplemental  appropriations  legislation. 
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It  is  imperative  for  LIHEAP  to  receive  adequate  funding  because  the 
need  for  energy  assistance  has  not  diminished.  Once  again,  the  Northeast 
and  Midwest  regions  suffered  extreme  weather  this  past  winter,  and  last 
week,  my  district  received  over  six  inches  of  snow.  It  is  not  uncommon 
for  senior  citizens,  like  my  mother,  to  use  1/2  a  tank  of  heating  oil  to 
just  get  through  the  spring  season. 

LIHEAP  enjoys  strong  bipartisan  support  because  it  is  an  essential 
"safety  net"  program  that  helps  low- income  children  and  families  as  well 
as,  the  elderly  and  disabled  meet  a  most  basic  need.  Far  too  often,  low- 
income  residents  must  choose  between  heating  and  other  necessities 
because  their  incomes  are  insufficient  to  meet  both  needs.  For  these 
reasons,  I  urge  the  subcommittee  to  restore  funding  for  LIHEAP  at  $1.6 
billion. 

RURAL  HEALTH 

The  Eighth  Congressional  District  of  Minnesota  covers  some  25,000 
square  miles.  If  laid  over  the  Eastern  Seaboard,  my  district  would 
stretch  from  Washington,  D.C.  to  Connecticut,  and  encompass  parts  of  six 
states.  Many  of  my  constituents  live  in  small,  isolated  communities — 
many  of  them  in  wilderness  areas — that  are  several  hours  away  from  urban 
medical  centers.  Rural  health  clinics  are  often  the  sole  provider  of 
medical  care  for  hundreds  of  square  miles. 

The  Cook  County  Community  Clinic  in  Grand  Marais  is  one  such  rural 
health  care  provider.  The  clinic  serves  an  area  of  1400  square  miles  and 
a  population  of  4,100.  The  majority  of  the  land  is  publicly  owned 
wilderness  and  marshlands.  The  local  economy  depends  on  tourism.  It  is 
a  popular  location  for  canoeing,  fishing,  camping  and  other  outdoor 
activities.  It  is  also  a  popular  area  for  summer  homes.  The  clinic 
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provides  vital  medical  services  to  visitors  and  year-round  residents. 

For  the  past  twelve  years,  the  clinic  has  received  federal  funding 
under  the  Community  Health  Centers  program,  Section  330.  Without  the  CHC 
grant,  the  clinic  could  not  continue  to  operate.  The  nearest  health  care 
facility  is  50  miles  from  Grand  Marais,  and  considerably  further  from 
other  points  in  the  county.  The  nearest  hospital  is  90  miles  from  Grand 
Marais.  Loss  of  the  clinic's  services  would  have  a  major  impact  on  the 
residents  of  the  county. 

The  Cook  County  Community  Clinic  is  just  one  of  many  such 
facilities  serving  small  communities  and  rural  populations  in  Minnesota 
and  other  states.  Many  of  these  clinics  cannot  stay  open  without  the 
help  of  federal  funding.  I  urge  the  subcommittee  to  fund  the  Community 
Health  Centers  program  at  $700  million  for  fiscal  year  1995.  An  increase 
is  necessary  because  thousands  of  individuals  who  have  lost  their  jobs 
and  their  health  insurance  are  increasingly  turning  to  community  health 
centers  for  basic  health  care. 

IMPACT  AID 

Mr.  Chairman,  Cook  County,  Minnesota,  in  my  district,  is  covered  in 
great  part  by  Superior  National  Forest.  It  also  contains  state  forests, 
Indian  trust  land,  and  Grand  Portage  National  Monument.  Of  the  county's 
1,456  square  miles,  only  11  percent  is  taxable. 

Impact  Aid  provides  school  district  denied  local  tax  revenue  from 
federal  landholdings  with  critical  resources.  Without  Impact  Aid, 
schools  in  Cook  County  and  elsewhere  in  my  district  could  not  survive. 

The  Impact  Aid  program  received  $798,208  million  in  fiscal  year 
1994,  a  reduction  from  the  fiscal  year  1993  level.  Unfortunately,  the 
Clinton  Administration  has  proposed  a  significant  reduction  for  Impact 
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Aid  for  fiscal  year  1995.   I  joined  nany  of  our  colleagues  in  a  letter 
to  you  in  support  of  the  Impact  Aid  program,  and  I  urge  you,  Mr. 
Chairman,  to  provide  $850  million  for  Impact  Aid  for  fiscal  year  X995. 

TRIO 

As  many  state  and  federal  social  programs  attempt  to  break  the 
cycle  of  poverty,  TRIO  programs  help  break  the  cycle  of  ignorance. 

TRIO  provides  special  attention  to  young  adults  of  low-income 
backgrounds,  and  allows  them  to  become  their  families*  first  generation 
to  receive  a  college  education. 

TRIO's  six  programs  help  students  overcome  the  class,  social  and 
cultural  barriers  to  higher  education.  Some  697,  300  students  are  being 
served  by  TRIO  programs  this  year. 

I  am  very  pleased  that  Subcommittee  was  able  to  provide  an  increase 
to  $418.5  million  for  the  TRIO  programs  for  fiscal  year  1994,  and  am  also 
pleased  that  the  Clinton  Administration  has  recommended  a  modest  increase 
to  $436.4  million  for  fiscal  year  1995.  I  respectfully  request  that  the 
fiscal  year  1995  appropriation  for  TRIO  programs  be  increased  to  $488 
■illion  to  ensure  that  the  federal  government  maintains  its  commitment  to 
disadvantaged  students  and  provide  greater  educational  opportunities  for 
these  students  to  attend  and  graduate  from  college. 

LIBRARY  SERVICES 

Throughout  our  50  states,  in  major  urban  centers,  small  towns  and 
peaceful  neighborhoods,  public  libraries  quietly  provide  access  to  the 
world  of  information. 

Libraries  are  where  our  dreams  are  stored  and  shared,  where 
children  first  explore  the  secrets  of  the  written  word;  libraries  are  the 
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record-keepers  of  the  daily  life  of  our  world. 

In  my  state,  Minnesota,  over  4.3  million  people  make  use  of  our  352 
public  library  buildings  and  26  mobile  units.  About  41  million  items 
were  borrowed  from  these  libraries  in  1993  and  approximately  18.441 
million  visits  were  made  to  public  libraries  in  1993.  Academic, 
technical  and  specialized  libraries  serve  thousands  more  readers  daily. 

Local  taxes  fund  the  bulk  of  public  library  expenditures,  but 
federal  dollars  play  an  important  role  in  library  operations.  The 
Library  Services  and  Construction  Act  (LSCA)  provides  money  for  the 
inter-library  loan  programs,  bookmobiles,  and  specialized  services  for 
the  blind,  disabled  and  institutionalized  persons.  Titles  II-A,  II-B, 
and  II-C  of  the  Higher  Education  Act  (HEA)  provide  federal  support  for 
college  and  research  libraries. 

These  programs  demonstrate  the  strong  commitment  the  federal 
government  has  made  to  our  nation's  libraries.  Besides  supporting 
important  services,  the  federal  dollars  also  act  as  a  catalyst  for 
further  state  and  local  funding. 

I  am  very  disappointed  that  the  Clinton  Administration  has  once 
again  proposed  to  eliminate  funding  for  all  HEA  library  programs  and  for 
public  library  construction  and  library  literacy  programs.  In  my 
district,  this  would  mean  a  loss  of  funding  for  bookmobile  services, 
which  are  the  only  link  to  the  library  for  many  rural  and  small-town 
residents,  and  inter-library  loan  services,  which  allow  people  living  in 
the  smallest,  most  remote  towns  access  to  the  resources  of  the  state's 
largest  libraries. 

To  adequately  support  these  needed  functions,  Mr.  Chairman,  I 
request  the  Subcommittee — at  minimum — maintain  the  fiscal  year  1994  level 
of  funding  ($146.3  million)  for  the  LSCA  programs  for  fiscal  year  1995 
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and  strive  to  fully  fund  federal  library  programs  as  authorized. 

ADOPTION  OPPORTUNITIES 

Two  weeks  ago,  I  participated  at  the  National  Council  for  Adoption 
annual  conference,  and  it  is  clear  that  one  of  the  roost  pressing  problems 
is  the  placement  of  children  with  special  needs  in  adoptive  homes.  I 
firmly  believe  that  additional  resources  should  be  targeted  to  the 
Adoption  Opportunities  Program  to  support  efforts  to  recruit  prospective 
adoptive  families  and  to  provide  assistance  with  post  legal  adoption 
services.  This  program  received  $12,163  million  last  year,  and  I  would 
encourage  you  to  increase  the  funding  to  the  authorized  level  of  $30 
Billion  for  fiscal  year  1994. 

Mr.  Chairman,  this  concludes  my  remarks,  and  I  would  be  happy  to 
respond  to  any  questions  you  may  have. 


77-364  0—94 39 
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Testimony  of  Congresswoman  Karen  Shepherd 
The  Jobs  Corps  Program 

May  4,  1994  " 


Mr.  Chairman,  I  thank  the  committee  for  the  opportunity  to  testify  on  behalf  of  the 
Jobs  Corps  program. 

For  the  past  thirty  years,  the  Jobs  Corps  program  has  prepared  hundreds  of  thousands 
of  economically  and  culturally  disadvantaged  American  youth  for  the  world  of  work. 
In  my  home  state  of  Utah  two  Jobs  Corps  centers,  one  in  Clearfield,  UT  and  another 
in  Weber  Basin,  UT,  have  opened  the  door  of  opportunity  for  many  at-risk  youth,  in 
need  of  a  second  chance.  Through  a  comprehensive  curriculum  offering  an 
individualized  combination  of  academics  and  vocational  training.  Jobs  Corps  identifies 
and  develops  untapped  potential.  Not  only  does  Jobs  Corps  training  instill  individual 
self  esteem  and  self  worth,  it  also  teaches  valuable  employment  skills  blazing 
pathways  to  long,  productive  careers. 

Perhaps  most  importantly.  Job  Corps  centers  represent  safe  residential  learning 
environments  which  provide  structure  and  purpose  to  the  lives  of  participants.  For 
many,  Job  Corps  enrollment  represents  the  first  time  that  they  have  been  placed 
directly  in  control  of  their  own  destinies.  The  results  are  well  worth  the  investment. 
More  than  three-fourths  of  Job  Corps  graduates  either  go  on  to  higher  education  or 
obtain  employment.  Every  dollar  spent  on  Jobs  Corps  training  results  in  one  dollar  and 
forty-six  cents  of  savings  due  to  reduced  costs  of  crime,  incarceration,  welfare 
payments  and  increased  taxes  paid. 

Recently,  the  Clinton  administration  unveiled  the  fifty-fifty  plan  for  Jobs  Corps 
expansion  which  I  strongly  endorse.  This  long-term  initiative  will  incrementally  open 
fifty  new  centers  to  serve  fifty  percent  more  youths  than  currently  enrolled.  This 
effort  would  go  a  long  way  in  reducing  the  waiting  lists  which  currently  exist.  In  fact, 
after  the  fifty-fifty  plan  one  in  four  of  those  eligible  will  be  enrolled,  a  tremendous 
improvement  on  the  current  ratio  of  one  in  seven  eligible.  Acknowledging  the  tight 
budgetary  times  faced  by  the  Federal  government,  I  believe  that  this  proposal 
represents  a  prudent  investment  delivering  endless  returns. 

For  the  vast  majority  of  young  Americans  who  do  not  attend  four-year  colleges,  those 
in  need  of  a  fresh  start  in  life,  the  Jobs  Corps  program  is  a  solid  first  step  into  the 
workplace.  I  strongly  urge  the  Committee's  support  for  the  Job  Corps  program 
particularly  the  fifty-fifty  initiative. 
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I  am  Dennis  Kessler,  President  of  the  Dystonia  Medical  Research 
Foundation.  It  is  my  pleasure  to  submit  testimony  to  the 
Subcommittee  on  behalf  of  the  Foundation. 

Dystonia  is  a  neurological  disorder  characterized  by  severe 
involuntary  muscle  contractions  and  sustained  postures  causing 
functional  problems  that  may  affect  as  many  as  250,000  people  in 
North  America  alone.  There  are  several  different  types  of  dystonia 
such  as:  idiopathic  torsion  dystonia  (generalized  dystonia)  which 
are  spasms  afflicting  many  parts  of  the  body  and  usually  begin  in 
childhood;  focal  dystonias  affecting  one  specific  part  of  the  body 
such  as  the  eyelids,  throat,  neck,  arms,  hands  or  feet;  and 
secondary  dystonia  which  is  secondary  to  injury  or  other  brain 
illness. 

There  is  no  definitive  test  for  dystonia  and  many  doctors  have 
never  seen  a  case  of  it.  As  a  result,  it  is  often  difficult  to 
find  a  doctor  with  sufficient  knowledge  and  experience  to  make  a 
correct  diagnosis.  It  is  estimated  that  90%  of  those  suffering 
from  dystonia  are  not  diagnosed  or  have  been  mis-diagnosed. 

In  primary,  uncomplicated  dystonia,  there  is  no  alteration  of 
consciousness,  sensation,  or  intellectual  function.  Treatment  for 
dystonia  is  limited  but  is  often  successful  with  drug  therapy, 
botulinum  toxin  injections  and  several  types  of  surgery. 

The  goals  of  the  Dystonia  Medical  Research  Foundation  are  to 
advance  research  into  the  causes  of  and  treatments  for  dystonia;  to 
build  awareness  of  dystonia  in  the  medical  and  the  lay  communities; 
and  to  sponsor  patient  and  family  support  groups  and  programs. 

TO  ADVANCE  RESEARCH  - 

Since  1977  the  Foundation  has  awarded  over  200  medical  research 
grants  totaling  $12  million  dollars.  Among  the  most  significant 
results  of  this  research  was  the  discovery  in  1989  of  a  genetic 
marker  for  dystonia.  In  addition,  several  drugs  have  been 
developed  through  Foundation  research  including  Botulinum  Toxin, 
Baclofen,  and  Artane. 

In  1981  the  Foundation  established  three  centers  for  dystonia 
research:  1.  The  Dystonia  Clinical  Research  Centre  at  Columbia 
Presbyterian  Hospital  in  New  York;  2.  The  Movement  Disorder  Clinic 
at  the  University  of  British  Columbia;  3.  the  center  at  the 
National  Hospital  London,  England  (funded  until  1991) . 

TO  BUILD  AWARENESS  - 

Since  1976  the  Foundation  has  conducted  eight  medical  workshops, 
now  held  biennially,  for  clinicians  and  researchers  during  which 
all  known  medical  and  research  data  on  dystonia  is  presented, 
discussed,  and  then  published  in  neurological  journals  and  texts. 
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The  dystonia  research  centers  mentioned  above  are  designed  as 
teaching  centers  as  well  as  research  and  treatment  institutions. 

Medical  videos  are  distributed  to  hospitals  and  medical  schools  and 
are  shown  throughout  the  year  at  various  professional  conventions. 
In  addition,  media  awareness  is  conducted  throughout  the  year  but 
most  especially  during  Dystonia  Awareness  Week  observed  each 
September./ 

TO  SPONSOR  PATIENT  AND  FAMILY  SUPPORT  GROUPS  - 

The  Foundation  has  more  than  100  chapters,  support  groups  and  area 
contacts  in  operation  as  well  as  five  Board-reporting  Chairpersons 
and  eight  regional  coordinators  representing  awareness,  children's 
advocacy,  extension,  medical  education  and  symposium. 

Patient  symposiums  are  held  every  two  years  in  order  to  provide  the 
latest  information  to  dystonia  patients  or  others  who  are 
interested  in  the  disease.  The  last  symposium  in  March  of  1994  was 
an  enormous  success,  attended  by  over  3  00  people.  It  was  also  the 
first  time  that  a  symposium  conducted  a  program  for  children. 
Approximately  one  third  of  those  suffering  from  dystonia  are 
children.  As  a  result  we  are  now  starting  a  children's  network  and 
newsletter.  In  addition  it  was  a  unigue  opportunity  for  dystonia 
patients  to  meet  in  small  groups  with  the  leading  experts  in  the 
dystonia  field. 

In  February  199  3  the  Dystonia  Foundation  co-sponsored  with  NINDS  an 
international  workshop  to  bring  together  basic  and  clinical 
investigators.  The  purpose  of  the  workshop  was  to  identify 
research  progress,  future  research  priorities  and  technological 
advances.  Some  conclusions  reached  as  a  result  of  the  workshop 
according  to  the  workshop  summary  were  that  "a  greater  interaction 
is  needed  among  researchers  from  different  scientific  disciplines; 
carefully  collected  epidemiological  information  on  the  dystonia 
subtypes  would  provide  a  greater  recognition  not  only  of  the 
prevalence  of  the  dystonias  but  may  promote  an  understanding  of  the 
environmental  factors  that  result  in  clinical  expression;  and  that 
it  should  be  possible  in  the  near  future  to  further  refine  the 
classification  of  dystonias  based  on  genetic  patterns  and  clinical 
patterns  correlated  with  age  of  onset  and  anatomical  sites  of 
involvement."  The  meeting  summary  also  states  that  "research  on 
the  dystonias  is  clearly  poised  for  potential  breakthroughs  at  this 
time.  A  strong  alliance  within  the  neuroscience  research  community 
and  the  Affiliated  National  Dystonia  Associations  to  continue  and 
promote  the  needed  referrals  for  the  clinical,  genetic  and 
postmortem  brain  collections  and  bridge  the  clinical  and  basic 
science  efforts  is  important  for  the  success  of  these  research 
endeavors.  The  NINDS  encourages  these  ongoing  research  efforts 
towards  the  elucidation,  treatment  and  eventual  prevention  of  the 
various  subtypes  within  the  clinical  spectrum  of  dystonia." 
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An  example  of  a  dystonia  treatment  is  found  in  The  National 
Institute  on  Deafness  and  Other  Communication  Disorders.  They  have 
developed  a  new  treatment  for  spasmodic  dysphonia  which  is  a  voice 
disorder  that  usually  renders  a  person  difficult  to  understand 
because  of  uncontrolled  voice  and  pitch  breaks.  A  drug  called 
botulinum  toxin  A  injected  into  the  laryngeal  musculature  has  been 
demonstrated  to  be  safe  and  effective. 

As  you  probably  are  aware,  it  can  be  extremely  difficult  for  young 
scientists  to  break  into  the  NIH  grant  system,  especially  with 
recent  NIH  budgets  only  allowing  for  the  funding  of  approximately 
20%  of  applications.  The  Dystonia  Foundation  believes  that  NINDS 
needs  to  focus  more  on  dystonia  research  and  would  like  to  lend  its 
assistance  by  establishing  creative  collaborative  efforts  to  share 
the  costs  to  fund  research  grants  with  the  NIH. 

The  Dystonia  Medical  Research  Foundation  recommends  that  the 
National  Institutes  of  Health  be  funded  at  $11,473,000,000  and  the 
National  Institute  on  Neurological  Disorders  and  Stroke  at 
$653,734,000.  Because  dystonia  affects  Americans  six  times  more 
than  most  other  movement  disorders,  we  ask  that  NINDS  fund 
dystonia-specif ic  extramural  research  at  the  same  level  it  supports 
similar  research  in  other  neurological  diseases  such  as 
Huntington's,  Muscular  Dystrophy,  and  ALS. 

Thank  you  for  the  opportunity  to  submit  testimony  to  the 
Subcommittee  on  behalf  of  the  Dystonia  Medical  Research  Foundation. 
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I  appeal  to  you  as  Founder  and  President  of  the  International  Rett  Syndrome  Association,  the 
only  national  support  and  advocacy  organization  for  Rett  syndrome.  I  am  very  grateful  for  the 
ongoing  and  vigorous  support  given  by  the  Subcommittee  on  Health  and  Human  Services,  and 
particularly  for  the  continued  support  of  Congressman  Steny  Hoyer,  who  has  watched  Rett 
syndrome  gradually  cripple  and  confine  his  young  friend,  Kristi  Smith. 

Sometimes  you  can't  understand  the  devastation  of  disease  until  it  strikes  close  to  you. 
Once  a  bouncing  bright-eyed  baby,  Kristi  now  at  the  age  of  22  years,  resides  in  a  long-term 
nursing  facility,  unable  to  walk  or  talk,  fed  by  a  tube  into  her  stomach.  She  has  had  a  number 
of  surgeries  to  correct  spinal  and  joint  deformities  and  takes  medication  for  seizures.  She  still  has 
her  bright  eyes  and  sweet  smile,  which  never  fail  to  capture  the  hearts  of  those  who  come  to 
know  her.  We  all  would  have  wished  a  different  outcome  for  this  little  girl,  who  came  into  this 
world  so  full  of  life  and  with  so  much  potential.  Imagine  the  many  years  of  sadness  and 
frustration  for  her  mother  and  father,  a  pediatrician,  at  not  knowing  how  to  stop  the  insidious  loss 
of  skills  and  declining  health  of  their  precious  little  girl.  Sadly,  every  day  there  are  more  girls 
with  Rett  syndrome  and  every  day  more  families  find  their  lives  changed  forever. 

Funding  through  the  NICHD  has  provided  for  research  which  has  greatly  increased  our 
knowledge  and  understanding  of  this  little  known  disorder  for  the  last  six  years.  However,  we 
have  some  way  to  go  until  we  have  found  the  answers  to  the  puzzle  of  Rett  syndrome. 

RETT  SYNDROME  is  a  severe  and  crippling  disorder  of  childhood  which  has  only  been 
recognized  in  the  American  medical  community  since  late  1983.  The  disorder  affects  only  little 
girls,  who  show  early  normal  development  until  from  6-18  months  of  life.  Following  early 
normal  progress,  infant  girls  experience  a  cessation  of  development  or  regression  of  skills.,  which 
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leads  to  severe  mental  and  physical  handicaps  by  the  age  of  three  years.  Other  characteristics  of 
the  syndrome  include  curvature  of  the  spine  and  epileptic  seizures,  which  can  be  severe.  There 
is  no  known  cause,  treatment  or  cure  for  Rett  syndrome. 

Funding  provided  through  the  NICHD  and  the  NINDS  since  1987  has  enabled  two 
outstanding  research  centers  (at  Baylor  College  of  Medicine  in  Houston  and  at  Johns  Hopkins 
in  Baltimore)  to  do  clinical  research  which  has  led  to  greater  understanding  of  this  long 
overlooked  disorder.  Collection  of  data  from  a  large  number  of  cases  has  established  the  natural 
history  of  Rett  syndrome.  Genetic  studies  have  ruled  out  a  large  portion  of  the  X  chromosome 
thought  to  be  responsible  for  this  condition,  thus  narrowing  the  search.  Postmortem  studies  have 
yielded  information  about  the  nature  of  neurochemical  and  neuropathological  abnormalities  in 
Rett  syndrome  which  provide  important  clues  to  understanding.  Goals  for  the  future  include 
finding  a  diagnostic  marker,  exploring  the  genetic  basis,  and  testing  the  efficacy  of 
pharmacological  and  nutritional  treatments  for  Rett  syndrome. 

The  last  six  years  of  studies  have  enabled  us  to  begin  the  exploratory  and  descriptive 
stages  of  Rett  syndrome.  It  has  now  been  established  that  contrary  to  earlier  reports,  Rett 
syndrome  does  not  represent  a  degenerative  disease,  but  a  developmental  disorder  that  is  sporadic 
in  nature.  This  means  that  once  the  regression  period  is  over,  there  is  no  further  deterioration  of 
cognition.  For  families,  this  is  a  bright  ray  of  hope... to  know  that  their  girls  can  continue  to  learn 
in  spite  of  their  severe  physical  handicaps.  For  the  girls,  it  means  the  chance  to  be  given 
educational  goals  that  are  stimulating  and  challenging  instead  of  settling  for  less.  Therapeutic 
interventions  which  may  have  seemed  senseless  before  can  now  be  explored.  Girls  can  be 
exposed  to  alternative  means  of  communication  and  education  to  maximize  their  capabilities, 
where  in  the  past  they  may  have  languished  without. 
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Because  of  this  improved  prognosis,  families  will  be  more  encouraged  to  keep  their  children  at 
home  with  an  improved  quality  of  life. 

As  we  find  ourselves  at  the  edge  of  understanding,  we  must  be  sure  not  to  let  the  impetus 
wane.  We  are  closer  every  day  to  finding  the  missing  puzzle  pieces  which  can  open  the  door  to 
understanding  this  unusual  disorder.  Research  on  Rett  syndrome  must  continue  until  we  have 
found  the  cause,  treatment  and  cure.  To  stop  short  of  this  goal  would  be  to  give  up  on  the 
thousands  of  girls  who  are  trapped  in  a  body  that  will  not  let  them  walk  or  talk  for  themselves. 
We  are  their  arms  and  legs  and  their  voice  crying  out  for  help.  Just  imagine  what  it  must  be  like 
to  lose  the  ability  to  talk,  and  then  to  walk,  with  no  way  to  understand  what  has  happened  or 
why. 

Research  in  Rett  syndrome  will  help  not  only  girls  with  the  disorder,  but  other  children 
who  suffer  from  similar  conditions,  such  as  autism.  The  knowledge  gained  from  the  study  of  Rett 
syndrome  can  be  applied  to  all  developmental  disorders  in  which  there  is  developmental  arrest. 
Additionally,  research  into  the  hypothesis  that  Rett  syndrome  is  an  infantile  form  of  Alzheimer's 
or  Parkinson's  Disease  due  to  similar  changes  in  the  brain  may  allow  us  to  alter  the  disease 
process  in  other  disorders. 

Progress  has  moved  forward  at  both  centers  in  spite  of  drastic  budget  cuts.  We  know  that 
funds  are  limited  and  are  most  grateful  for  prior  appropriations.  We  hope  that  the  Subcommittee 
will  see  the  need  to  again  set  aside  $2.5  million  to  keep  these  vital  programs  operating  to 
continue  studies  which  will  make  a  difference  in  so  many  lives. 

The  International  Rett  Syndrome  is  doing  its  part  to  keep  the  promise  of  hope  alive  by 
funding  seed  grants.  During  1993,  we  funded  $47,000  in  biomedical  research  grants;  in  1994,  it 
will  exceed  $80,000.  This  fund  is  endowed  by  families  and  friends  throughout  the  country  who 
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contribute  in  small  amounts  that  add  up,  and  through  local  grassroots  fundraising  efforts  from 
car  washes  to  food  festivals.  These  funds  are  used  to  enable  pilot  projects  that  may  then  attract 
major  foundation  or  NTH  funding. 

In  October  of  1994,  the  International  Rett  Syndrome  Association  will  again  join  the 
National  Institutes  of  Health  in  co-sponsoring  an  international  scientific  workshop  and  symposium 
that  will  bring  together  the  foremost  authorities  in  the  world  to  study  Rett  syndrome  and  make 
recommendations  for  future  research  directions. 

Rett  syndrome  has  been  called  the  major  finding  in  mental  retardation  of  the  80's  and 
could  account  for  a  significant  number  of  females  with  a  diagnosis  of  profound  mental 
retardation.  There  are  an  estimated  10,000  girls  and  women  in  the  U.S.  with  Ren  syndrome, 
crossing  all  ethnic  groups  and  all  social  strata.  Each  of  their  families  is  waiting  for  answers  to 
their  long-held  questions  about  what  went  wrong  with  their  precious  baby  daughters. 

We  are  now  closer  than  ever  to  making  a  major  breakthrough  that  will  put  an  end  to  Rett 
syndrome.  Now  that  we  have  come  so  far,  we  hope  that  funds  will  be  set  aside  to  keep  the 
momentum  going  and  keep  interest  high  in  solving  the  riddle. 

Girls  with  Rett  syndrome  have  the  potential  to  be  productive  tax-paying  citizens.  They 
are  bom  with  all  systems  go  until  something  terrible  happens,  something  which  we  do  not 
understand,  but  which  leaves  them  deficient  for  life.  Research  on  the  chemical,  metabolic  and 
structural  nature  of  brain  in  Rett  syndrome  will  lead  us  to  understanding  that  could  change  many 
lives. 

We  are  aware  of  the  need  of  our  leaders  in  Congress  to  be  financially  responsible  in  light 
of  the  nation's  massive  budget  deficit.  Therefore,  it  seems  sensible  to  provide  thousands  for 
short-term  research  that  will  enable  girls  with  Rett  syndrome  to  achieve  an  optimal  level  of 
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productivity  and  achievement,  instead  of  millions  for  long-term  institutional  care. 

The  International  Rett  Syndrome  Association  supports  the  recommendation  of  the  Friends 
of  NICHD  and  the  National  Research  Committee  for  NINDS  funding.  Today's  research  is 
tomorrow's  cure.  As  our  new  President  and  administration  continue  to  seek  ways  to  maximize 
investment  in  a  promising  future,  we  hope  you  will  also  continue  to  contribute  to  hope  by  making 
funds  available  as  a  priority  for  Rett  syndrome  research. 
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The  American  Pediatric  Society,  the  Society  for  Pediatric  Research,  and  the  Association  of 
Medical  School  Pediatric  Department  Chairmen  represent  pediatric  researchers,  the  faculty  of 
medical  and  research  facilities,  and  the  leaders  of  all  U.S.  medical  school  pediatric 
departments,  who  are  committed  to  the  advancement  of  science  and  the  improvement  in  the 
quality  of  life  for  all  America's  children.   In  addition  to  the  specific  recommendations  listed 
below,  we  also  support  the  FY  95  budget  recommendations  presented  by  the  Coalition  For 
Health  Funding  on  overall  health  spending. 

RESEARCH  AND  RESEARCH  TRAINING 

As  we  begin  to  reform  our  health  care  system,  there  is  and  must  be  an  intimate,  necessary  and 
powerful  role  for  medical  research.   To  ignore  this  role  is  to  create  a  very  serious  deficit  in 
both  understanding  and  planning  for  the  future  health  care  in  this  country. 

Biomedical  research  may  not,  in  and  of  itself,  guarantee  cost  savings  in  the  delivery  of  health 
care;  however,  successful  control  of  disease  affecting  both  children  and  adults,  with 
accompanying  cost  reductions,  will  not  occur  without  recognition  of  the  necessity  of  coupling 
research  with  reforms  in  the  design  and  funding  of  health  care  delivery. 

Having  stated  that,  we  are  pleased  that  in  this  tight  budget  year,  the  NIH  was  provided  an 
increase.   However,  we  believe  that  a  further  investment  is  warranted.    We  are  supporting  the 
Ad  Hoc  Group  for  Medical  Research  Funding's  FY  95  NIH  request  of  $1 1.95  billion.   This 
amount  would  make  it  possible  for  NIH  to  fund  approximately  30%  of  new  and  competing 
renewal  research  project  grants,  which  is  essential  to  ensure  that  top-quality  research 
opportunities  are  not  missed.    In  recent  years  the  average  percentage  of  applications  funded 
has  been  about  25%,  and  in  some  NIH  institutes,  less  than  20%  of  applications  are  funded. 
This  is  far  below  the  40%  that  was  once  considered  acceptable. 

These  statistics  illustrate  the  size  of  the  impact  on  NIH,  but  cannot  possibly  illustrate  the  loss 
in  valuable  research  that  will  result,  for  pediatric  research  is  very  exciting  today.   This  is  true 
for  the  entire  spectrum  of  biomedical  and  behavioral  research  —  from  the  most  basic  to  the 
clinical  and  applied  —  even  though  it  can  be  years  before  discoveries  and  developments  are 
incorporated  into  routine  patient  care.   For  example,  infants  born  with  congenital  anomalies 
and  children  with  cancer  are  living  longer,  often  leading  productive  lives.    We  are  unlocking 
the  mysteries  of  the  normal  and  abnormal  development  of  cells,  giving  us  clues  to  possible 
interventions  which  would  save  more  children  from  suffering. 

At  the  instigation  of  Congress  five  years  ago,  the  National  Institute  of  Child  Health  and 
Human  Development  (NICHD)  established  the  Child  Health  Research  Centers  Program. 
During  the  past  five  years,  this  subcommittee  has  supported  that  program.    We  thank  you  for 
your  support.   This  program  has  been  enthusiastically  received  by  our  community  and  the 
competition  has  been  rigorous.   A  major  goal  of  this  program  is  to  develop  a  new  cadre  of 
rigorously  trained  pediatric  scientists,  which  is  vital  to  the  future  of  pediatric  research.    We 
ask  you  to  provide  sufficient  funds  to  finance  the  20  centers  at  $400,000  each,  which  is 
consistent  with  the  program's  objectives  and  the  intent  of  Congress. 
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We  also  urge  you  not  to  forget  the  other  elements  of  research  support.   An  important  aspect 
of  research  is  the  clinical  and  applied  research  which  provides  the  necessary  testing  and 
transition  before  new  knowledge  is  incorporated  into  routine  patient  care.   NIH  provides 
crucial  funds  to  ensure  the  future  of  research  through  the  training  of  new  investigators.    The 
federal  investment  also  supports  the  research  environment,  including  equipment  and  facilities, 
information  management,  animal  resources,  general  clinical  research  and  other  mechanisms  to 
facilitate  the  sharing  of  resources. 

Our  organizations  join  with  the  Ad  Hoc  Group  for  Medical  Research  Funding  in  requesting 
$1 1 .95  billion  for  the  National  Institutes  of  Health.    We  also  join  with  the  Friends  of  NICHD 
in  asking  for  $775.28  million  for  that  institute. 

HEALTH  PROFESSIONS  TRAINING 

Now,  more  than  ever,  these  programs  are  vital  to  ensure  that  there  are  sufficient  numbers  of 
trained  primary  care  providers  to  serve  the  millions  of  new  people  anticipated  to  be  covered 
under  a  new  health  care  system.   Currently,  there  are  many  areas  of  this  country  without 
sufficient  physicians  to  provide  appropriate  care  for  our  infants,  children  and  adolescents.   If 
we  are  going  to  have  an  adequate  supply  of  primary  care  pediatricians  to  meet  the  anticipated 
demand  for  their  services,  then  we  must  protect  graduate  medical  education  funding  now. 

We  ask  that  this  subcommittee  to  continue  to  support  the  very  important  Title  VII  Primary 
Care  Training  Grants.    This  program  is  a  small,  but  crucial,  element  to  pay  for  the  training  of 
general  pediatricians.   An  important  aspect  of  this  program  is  to  allow  for  a  few  institutions  to 
develop  new  models  of  training  for  our  future  pediatricians.   The  funding  for  this  program  has 
been  level  funded  or  decreased  almost  every  year  for  the  past  decade. 

Therefore,  it  is  urgent  that  this  subcommittee  provide  funds  for  the  General  Internal 
Medicine/General  Pediatrics  program  of  Title  VII.    We  recommend  $25  million  for  the  Title 
VII  Primary  Care  Training  Grant  General  Internal  Medicine  /  General  Pediatrics  program. 
We  also  support  the  recommendation  of  the  Health  Professions  and  Nursing  Education 
Coalition  of  an  overall  Title  VII  and  VIII  appropriation  of  $316.35  million. 

The  Public  Policy  Council  is  concerned  that  the  President's  FY  95  budget  request  proposes  to 
consolidate  the  health  professions  training  programs.   As  put  forth,  this  proposal  would 
require  a  legislative  change.    We  believe  that  prior  to  implementation,  these  programs  should 
first  be  studied,  reviewed,  and  streamlined  within  the  agency  by  the  administrator,  rather  than 
by  a  permanent  legislative  change.    With  health  care  reform  and  the  need  for  more  primary 
care  training  on  the  horizon,  it  might  be  short-sighted  to  make  this  change  at  this  time. 

Another  important  program  which  President  Clinton  seeks  to  expand  is  the  National  Health 
Service  Corps,  especially  the  scholarship  and  loan  repayment  program.    We  applaud  this 
initiative  and  agree  that  this  program  is  an  integral  part  of  national  efforts  to  increase 
opportunities  for  minorities  to  become  health  professionals.   Our  organizations  ask  that  this 
subcommittee  provide  $155  million  for  the  field  placement  program  and  the  scholarship  and 
loan  repayment  program. 
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CENTERS  FOR  DISEASE  CONTROL  AND  PREVENTION 

The  Centers  for  Disease  Control  and  Prevention  (CDC)  is  a  unique  agency  within  the  Public 
Health  Service.   The  work  it  supports  affects  most  Americans.   For  infants  and  children,  for 
example,  it  supports  the  Childhood  Immunization  Program,  screening  and  prevention  activities 
for  lead  poisoning,  and  injury  control,  prevention  and  research.   We  are  concerned  that  the 
President  has  requested  level  funding  for  most  of  the  very  important  CDC  programs,  at  a  time 
when  prevention  is  the  focus  of  the  health  care  reform  debate.    We  believe  that  to  adequately 
support  the  activities  and  needs  of  the  CDC,  we  support  the  recommendation  of  the  CDC 
Coalition  of  a  funding  level  of  $2.5  billion  for  fiscal  year  1995. 

AGENCY  FOR  HEALTH  CARE  POLICY  AND  RESEARCH 

This  relatively  new  arm  of  the  Public  Health  Service  is  the  federal  government's  primary 
agency  responsible  for  medical  effectiveness  and  health  services  research.   It  also  supports  the 
training  of  new  health  service  researchers.    The  president  has  requested  $178,155  million  for 
FY  95,  which  should  begin  to  expand  the  agency  activities  to  the  level  necessary  to  make 
available  the  information  needed  for  informed  choices  about  health  care  reform. 

We  urge  your  support  for  the  AHCPR  and  recommend  funding  it  at  $178.155  million  for 
fiscal  year  1995. 

SUMMARY 

We  thank  you  for  the  opportunity  to  present  the  recommendations  of  our  three  organizations 
for  all  programs  involving  research  and  research  training  and  the  financing  of  graduate 
medical  education. 

APPROPRIATION  REQUESTS 

Agency  for  Health  Care  Policy  and  Research  (AHCPR)  $178,155,000 

Centers  for  Disease  Control  and  Prevention  (CDC)  $2,500,000,000 

National  Health  Service  Corps  (NHSC)  $155,000,000 

National  Institutes  of  Health  (NIH)  $  1 1 ,950,000,000 

National  Institute  on  Child  Health 

and  Human  Development  (NICHD)  $775,280,000 

Primary  Care  Training  Grants  (Titles  VII  and  VIII)  $316,350,000 

General  Internal  Medicine/General  Pediatrics  $25,000,000 
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The  American  Academy  of  Pediatrics,  an  organization  of  47,000  pediatricians,  would  like  to  offer 
this  statement  on  behalf  of  the  infants,  children,  adolescents,  and  young  adults  in  this  country. 
This  statement  is  endorsed  by  the  over  1 500  members  of  the  Ambulatory  Pediatric  Association, 
who  are  academic  general  pediatricians  and  child  health  professionals,  and  the  1200  members  of 
the  Society  for  Adolescent  Medicine,  which  includes  physicians,  nurses,  psychologists,  social 
workers,  nutritionists  and  others  involved  in  service  delivery,  teaching  or  research  on  the  welfare 
of  adolescents. 

While  we  recognize  that  budgets  are  tight,  the  Academy  urges  you  to  remember  one  key  fact  ~ 
ensuring  the  health  of  our  children  means  providing  for  today's  needs  plus  planning  for 
tomorrow's.    The  Academy  is  pleased  to  see  that  the  President's  budget  for  fiscal  year  1995 
continues  to  place  a  high  priority  on  children's  health  programs.   The  Academy  hopes  this 
subcommittee  will  invest  its  limited  resources  this  year  in  our  most  valuable  resource,  our  children. 


Fortunately,  most  infants  are  born  healthy  and  continue  to  grow  and  develop  if  they  have  access  to 
and  receive  basic  health  care  services.   Unfortunately,  there  are  still  far  too  many  that  suffer 
needlessly  from  disease,  injury,  abuse,  or  a  host  of  societal  problems.    Our  task  as  pediatricians  is 
to  treat  them  all,  to  provide  such  services  as  we  are  able.    Your  task  is  to  provide  the  funds  to 
allow  vital  federal  programs  to  continue.    We  ask  that  you  recognize  the  correlation  among 
preventive  and  chronic  health  services,  research,  and  the  training  of  new  health  professionals  and 
not  increase  one  program  for  infants  and  children  at  the  expense  of  another.    As  pediatricians  we 
see  the  integral  tie  between  basic  research  and  the  care  we  provide;  we  see  the  impact  of  poverty 
and  the  environment  on  the  health  of  our  children  and  adolescents;  and  we  know  that  the  future  of 
our  workforce  depends  on  the  decisions  we  make  today. 

A  chart  at  the  end  of  this  statement  will  offer  recommendations  for  many  programs,  but  we  would 
like  to  focus  on  a  few. 

Childhood  Immunization  Program 

The  childhood  immunization  program  is  the  cornerstone  of  preventive  health  care  for  children  in 
the  United  States  and  the  Academy  applauds  the  high  priority  assigned  to  this  program  by  the 
Administration.    The  Academy  request  includes  monies  over  and  above  the  Administration's 
request  for  vaccine  purchase  for  those  children  not  covered  by  the  new  federal  vaccine  purchase 
program.     The  Academy  recommends  $  520  million  for  the  Childhood  Immunization  Program  for 
FY  95. 

National  Vaccine  Program  Office 

We  still  have  goals  we  have  not  reached  in  the  quest  to  wipe  out  vaccine-preventable  diseases. 
The  National  Vaccine  Program  Office  and  other  related  programs  are  a  part  of  our  overall  strategy 
to  achieve  these  goals.    The  Academy  recommends  $12  million. 

Lead  Poisoning  Prevention  Program 

Lead  poisoning  is  the  leading  environmental  health  problem  affecting  children  and  it  is  entirely 
preventable.    Furthermore,  there  may  be  low-risk  communities  that  do  not  require  lead  screening, 
but  no  explicit  guidance  has  been  developed  for  determining  a  communities'  lead  risk.    Clearly 
funding  to  provide  more  data  concerning  prevalence  in  specific  regions  and  locales  is  needed.    The 
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Lead  Poisoning  Prevention  Program  at  the  Centers  for  Disease  Control  and  Prevention  is  a 
technical  assistance  and  grant  program  for  the  start-up  and  expansion  of  projects  to  detect  and 
prevent  lead  poisoning.    To  ensure  that  all  children  are  protected  we  urge  you  to  fund  this  Program 
at  S50  million  for  fiscal  year  1995. 

Injury  Control  Program 

Injury  is  the  leading  killer  of  our  children  ages  1-19.   The  national  injury  prevention  program  is  a 
part  of  the  Centers  for  Disease  Control  and  Prevention.    It  funds  research  and  pilot  programs 
which  are  extremely  important  to  learning  more  about  how  to  prevent  injuries  in  our  youth.    This 
type  of  program,  which  is  focused  on  interventions  to  prevent  injuries,  has  the  potential  to  save 
thousands  of  lives.     We  recommend  $85  million  for  this  program  for  the  coming  year. 

In  addition,  the  Academy  supports  the  FY  95  recommendation  of  the  CDC  Coalition  of  $2.5 
billion  for  CDC. 

Maternal  and  Child  Health  Block  Grant 

This  program  is  designed  to  assure  mothers,  infants,  children,  and  adolescents  access  to  quality 
health  care  that  reduces  infant  mortality  and  morbidity,  helps  children  with  special  needs, 
ameliorates  chronic  illnesses,  increases  access  to  health  care  for  adolescents  at  risk,and  encourages 
healthy  lifestyles.    Through  cooperation  with  other  federal  programs,  limited  resources  can  be  used 
effectively  to  reduce  duplication  and  fragmentation  of  services.   The  Academy  wishes  to  stress  the 
importance  of  continued  funding  for  this  program  throughout  the  transition  to  a  reformed  health 
system.    The  MCH  Block  Grant  program  should  be  funded  at  $750  million. 

Pediatric  Emergency  Medical  Services 

Title  III  of  the  Public  Health  Service  allows  for  the  support  of  demonstration  grants  to  improve 
emergency  medical  services  systems  for  acutely  ill  or  seriously  injured  children  and  adolescents. 
We  urge  your  support  for  this  program  and  recommend  funding  at  $10  million  for  fiscal  year 
1995. 

Family  Planning 

Title  X  of  the  Public  Health  Service  is  crucial  to  this  country's  family  planning  activities,  and  it 
provides  high-quality  reproductive  health  care  services  to  millions  of  low-income  and 
marginal-income  women  and  men  each  year.   These  clinics  also  provide  other  essential  services, 
such  as  screening  for  sexually  transmitted  diseases,  hypertension,  diabetes,  and  anemia.    This 
program  continues  to  be  an  integral  part  of  our  health  care  system  for  our  adolescents.    The 
disastrous  effects  of  teenage  pregnancy  and  the  possible  long-lasting  consequences  of  sexually 
transmitted  diseases  are  well  known.   The  Academy  is  pleased  that  the  president's  budget 
recognizes  the  importance  of  this  program  to  our  adolescents  and  young  adults  and   we  ask  your 
support  of  $199  million  for  the  next  fiscal  year. 


Health  Professions  Training 

The  Title  VII  Primary  Care  Training  Grants  for  General  Internal  Medicine  and  General  Pediatrics 
remains  a  small,  but  vital,  incentive  program  for  the  generalist  training  of  pediatricians.    Both  the 
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public  and  private  sector  are  calling  for  health  care  reforms  which  will  remove  the  barriers  to 
medical  care  faced  by  large  numbers  of  Americans  who  are  uninsured  or  underinsured.    If  we  are 
going  to  have  an  adequate  supply  of  primary  care  pediatricians  to  meet  the  anticipated  demand  for 
their  services,  then  we  must  protect  and  expand  graduate  medical  education  funding  now.    The 
Academy  recommends  $25  million  for  the  General  Internal  Medicine  /  General  Pediatrics  Grants 
and  joins  with  the  Health  Professions  and  Nursing  Education  Coalition  in  recommending  $316.35 
million  for  the  Title  VII  and  VIII  programs. 

The  National  Health  Service  Corps  is  a  key  component  of  any  effort  to  remove  barriers  to  health 
care.   The  scholarship  and  loan  repayment  programs  are  another  integral  part  of  national  efforts  to 
increase  opportunities  for  minorities  to  become  health  professionals.   We  thank  the  Congress, 
including  those  on  this  subcommittee,  for  maintaining  this  program.    Our  organizations  recommend 
providing  $155  million  for  this  program. 

Pediatric  AIDS 

The  incidence  of  HIV  infection  among  infants,  children,  adolescents  and  women  continues  to  rise. 
AIDS  has  become  the  ninth  leading  cause  of  death  for  children  ages  one  to  four.   There  are  many 
federal  programs  being  affected  by  this  increase,  and  the  appropriations  for  these  programs  for  the 
coming  year  should  reflect  the  needs.   These  programs  -  -  Ryan  White  CARE,  particularly  Title 
IV,  the  pediatric  AIDS  demonstrations,  and  abandoned  infants  -  -  include  the  delivery  of  services, 
prevention,  and  research.   Without  going  into  great  detail  and  outlining  the  needs  of  each  program, 
the  Academy  urges  you  to  support  the  recommendations  of  the  Pediatric  AIDS  Coalition  of  $875 
million  for  the  Ryan  White  CARE  Act.  $62  million  for  Title  IV  of  the  Ryan  White  CARE  Act, 
and  $  million  for  the  Abandoned  Infants  Assistance  Act. 

National  Institutes  of  Health 

Pediatric  research  today  is  not  only  exciting,  but  rapidly  changing.    Pediatric  research  covers  the 
entire  spectrum  of  research  -  -  basic,  clinical,  applied,  and  service  -  -  and  is  supported  substantially 
by  the  federal  government  through  NIH.    It  is  important  that  this  balance  be  maintained. 

Biomedical  research  itself  may  not  guarantee  cost  savings  in  the  delivery  of  health  care;  however, 
successful  control  of  disease  affecting  both  children  and  adults,  with  accompanying  cost  reductions, 
will  not  occur  without  recognition  of  the  necessity  of  coupling  research  with  reforms  in  the  design 
and  funding  of  health  care  delivery.    To  adequately  fund  biomedical  research,  we  join  with  the  Ad 
Hoc  Group  on  Medical  Research  Funding  in  requesting  $1 1.95  billion  for  the  NIH.    We  also  join 
with  the  Friends  of  NICHD  Coalition  in  requesting  $  775.28  million  for  the  NICHD. 

Agency  for  Health  Care  Policy  and  Research 

This  relatively  new  arm  of  the  Public  Health  Service  is  the  federal  government's  primary  agency 
responsible  for  medical  effectiveness  and  health  services  research.   It  also  supports  the  training  of 
new  health  service  researchers.   We  applaud  and  support  the  president's  request  of  $178.155 
million  for  FY  95.  which  should  begin  to  expand  the  agency  activities  to  the  level  necessary  to 
make  available  the  information  needed  for  informed  choices  about  health  care  reform. 
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Indian  Health  Service 

Native  American  children  face  many  challenges  in  the  coming  decades.   Many  of  the  challenges 
are  similar  to  those  facing  other  American  children  -  -  substance  abuse,  family  crisis, 
nonintentional  and  intentional  injuries  -  -  but  many  of  these  problem  have  been  documented  to  be 
more  severe  among  Indian  populations.   The  President's  FY  95  budget  contains  serious  cuts  in  the 
IHS  programs.   For  the  first  time  the  federal  government  intends  to  subtract  from  the  IHS  total 
budget  an  estimate  of  the  amount  of  money  that  IHS  collects  from  third  party  payers.   The  budget 
estimate  for  this  figure  is  $86  million,  although  in  FY  93  IHS  collected  only  $25  million  from 
third  party  payers.   The  change  in  policy  on  third  party  payers  and  the  overestimation  of  the 
amount  collected  will  result  in  over  a  $100  million  decrease  in  funds  available  for  IHS  activities. 
Additionally,  due  to  personnel  limits,  IHS  will  not  be  able  to  staff  the  new  facilities  on  which  the 
agency  recently  completed  construction.    The  Academy  urges  you  to  provide  $2.223  billion  for  the 
Indian  Health  Service  for  FY  95.  allotting  $1.96  billion  for  services  and  $260  million  for  facilities. 

Head  Start 

Since  1965,  Head  Start  has  been  a  major  source  of  support  for  over  12  million  children.    Many 
people  do  not  realize  that  Head  Start  is  more  than  a  preschool  education;  it  also  enhances 
children's  school  readiness  and  general  well-being  by  providing  preventive  health  services, 
including  immunizations,  screening,  and  follow-up  treatment. 

Despite  its  demonstrated  potential  to  improve  children's  lives,  however,  funding  for  the  Head  Start 
program  currently  allows  it  to  serve  only  one  out  of  three  eligible  preschool  children.    The  Head 
Start  of  the  1990's  should  be  reaching  more  children,  serving  younger  children,  creating  new 
linkages  with  other  available  resources,  and  ensuring  that  the  health  services  provided  are  of  the 
very  best  quality.    Accordingly,  we  request  funding  of  $4.026  million  for  the  program  for  FY 
1995.  which  will  keep  the  program  on  track  for  "full  funding." 

Child  Abuse  Programs 

We  recommend  a  higher  level  of  funding  than  the  President  requested  for  the  basic  state  grants  for 
child  abuse  prevention  and  treatment  because  the  authorizing  language  for  the  program  provides 
that  when  the  funding  level  reaches  $40  million,  the  funds  will  be  used  for  a  critical  and  urgent 
purpose  —  the  improvement  of  child  protective  services  systems.   These  systems  are  currently 
severely  underfunded  and  states  need  financial  assistance  for  their  improvement. 

We  believe  it  is  important  that  funding  for  respite  and  crisis  child  care  continue  to  be  specifically 
allocated  for  these  important  services. 

Office  of  Adolescent  Health 

The  Office  of  Adolescent  Health  was  created  in  P.L.  102-531,  the  "Preventive  Health  Amendments 
of  1992".   The  OAH  is  responsible  for  coordinating  HHS  Adolescent  Health  initiatives,  carrying 
out  demonstration  projects  to  improve  adolescent  health,  establishing  and  maintaining  a  National 
Clearinghouse  on  adolescent  health,  and  developing  a  national  plan  for  improving  adolescent  health 
which  is  consistent  with  the  Healthy  People  2000  goals.   To  effectively  tackle  this  strong  agenda, 
we  recommend  that  the  Office  of  Adolescent  Health  be  appropriated  $7  million  in  FY  95. 
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In  summary,  the  following  list  highlights  programs,  along  with  funding  recommendations,  of 
importance  to  children.  The  Academy  joins  with  its  many  friends  in  other  organizations  and 
coalitions  in  presenting  these  recommendations. 

Recommendations 

Centers  for  Disease  Control  $2,500,000,000 

Childhood  Immunization  Program  $520,000,000 

Lead  Poison  Prevention  $50,000,000 

Injury  Control  $85,000,000 

School  Health  Education  $50,000,000 

Health  Resources  and  Services  Administration 

Community  Health  Centers  $675,000,000 

Migrant  Health  Centers  $100,000,000 

Maternal  and  Child  Health  Block  Grant  $750,000,000 

Pediatric  Emergency  Medical  Services  $10,000,000 

Title  X,  Family  Planning  $198,918,000 

Primary  Care  Training  Grants  -  -  General  $316,350,000 

Internal  Medicine  and  General  Pediatrics  $25,000,000 

National  Health  Service  Corps  $155,000,000 

Ryan  White  CARE  $875,000,000 

Title  IV  (Ped.  AIDS  Demos)  $62,000,000 

National  Institutes  of  Health$l  1,950,000,000 
National  Institute  of  Child  Health  and 

Human  Development  $775,280,000 

Agency  for  Health  Care  Policy  and  Research  $178,155,000 

Administration  for  Children  and  Families 

Child  Care  Block  Grant  $1,090,622,000 

Head  Start  $4,026,085,000 
Child  Abuse 

State  Grants  $40,000,000 

Discretionary  Grants  $17,000,000 

Challenge  Grants  $23,236,000 

Crisis  Nurseries  $  1 1 ,900,000 

Abandoned  Infants  $30,000,000 

Indian  Health  Service  $2,223,542,000 

Health  Services  $1,963,232,000 

Facilities  $260,310,000 

National  Vaccine  Program  Office  $12,000,000 

Office  of  Adolescent  Health  $7,000,000 

Children's  Mental  Health  (SAMHSA)  $100,000,000 
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Subcommittee  on  Labor,  Health  and  Human  Services  and  Education 

Committee  On  Appropriations 

U.S.  House  of  Representatives 

Public  Witness  Testimony  for  FY'95 


Mr.  Chairman  and  members  of  the  Committee,  I  am  Rev.  William  L.  George,  S.J.,  assistant 
to  the  president  of  Georgetown  University.   Thank  you  for  the  opportunity  to  testify  on  the 
following  subjects:  the  Perinatal  Research  Branch,  the  Clinical  Program  on  the  Federal 
Legislative  Process,  the  Health  Education  Assistance  Loan  Program,  the  National  Reference 
Center  for  Bioethics  Literature,  and  the  Bioethics  Information  Retrieval  Project. 

(1)  Perinatal  Research  Branch  at  Georgetown  University  Medical  Center 

The  NICHD  has  established  its  Perinatal  Research  Branch  (PRB)  at  Georgetown  University 
Medical  Center  (GUMC)  in  the  District  of  Columbia. 

The  stated  missions  of  the  PRB  are  perinatal  research  and  training  in  order  to  meet  the 
challenge  of  solving  the  perinatal  and  infant  morbidity  and  mortality  crisis.   GUMC  shares 
these  missions  and  contributes  a  third  mission  of  patient  care.   Thus,  the  newly  created  PRB 
will  emphasize  a  multidisciplinary  approach  using  expertise  from  clinical  (MFM, 
Neonatology,  and  Perinatal  Pathology)  as  well  as  Basic  Sciences  and  Epidemiology  to 
improve  the  etiologic  understanding,  diagnosis,  treatment,  and  prevention  of  disorders  related 
to  infant  mortality. 

The  District  of  Columbia  was  considered  an  ideal  site  due  to  the  very  high  incidence  of 
infant  mortality  here  in  comparison  to  other  major  urban  areas  throughout  the  United  States. 
The  most  recent  statistics  available  indicate  that  20.2  of  every  1000  babies  died  before  their 
first  birthday  in  the  District. 

GUMC  was  awarded  funding  for  this  important  program  through  a  competitive  process.   We 
request  specific  mention  of  the  Perinatal  Research  Branch  in  the  Committee  report  for  FY 
1995. 

FY  1993  awarded  $  3,210,091 

FY  1994  awarded  $  9,921,751 

FY  1995  request  $13,513,748 
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(2)  Georgetown  University  Law  Center 
Clinical  Program  on  the  Federal  Legislative  Process 

Georgetown  University  Law  Center  has  established  a  Clinical  Program  on  the  Federal 
Legislative  Process.    It  would  like  to  expand  that  program  into  a  Federal  Legislative  Center 
at  which  students,  faculty,  and  selected  scholars  could  study  the  Congressional  process.   The 
Center  would  include  a  clinical  education  program,  academic  fellowships,  seminars  and 
conferences  concerning  substantive  and  process  issues  pertaining  to  Congress,  and  archival 
and  media  facilities  for  such  a  study. 

One  component  of  the  Center  would  be  an  expanded  Federal  Legislation  Clinic  where 
students  would  receive  a  rigorous  academic  and  practical  learning  experience  concerning  the 
legislative  process.    Students  would  work  with  selected  non-profit,  public  interest 
organizations  in  formulating  and  implementing  their  legislative  agendas.   They  would  also 
assist  congressional  and  committee  staff  in  researching  issues  and  developing  legislation. 
The  clinic  would  not  only  offer  students  an  excellent  hands-on  and  theoretical  educational 
experience  concerning  the  congressional  process,  it  would  also  encourage  and  prepare  some 
of  them  for  a  career  in  public  service.   Thus,  the  benefits  extend  beyond  Georgetown  and  the 
individual  students  to  the  nation  as  well. 

Georgetown  is  a  natural  place  for  the  federal  legislative  Center  because  we  are  located  close 
to  Capitol  Hill,  employ  many  congressional  and  administrative  agency  staff  members  as 
adjunct  professors,  and  operate  a  state  legislation  clinic.   Georgetown  is  uniquely  qualified  to 
establish  this  center. 

The  need  for  such  a  Center  is  clear.    No  comprehensive  academic  center  currently  exists. 
The  clinical,  scholarly,  and  archival  components  of  the  Center  make  it  a  much-needed 
institution,  bridging  the  academic  and  practical  features  of  the  national  legislative  process. 
We  urge  the  Subcommittee  to  continue  funding  the  Law  School  Clinical  Education  Program 
and  to  note  in  its  report  the  importance  of  funding  clinical  education  regarding  the  federal 
legislative  process.    Alternatively,  we  ask  the  Subcommittee  to  provide  funds  for  such  a 
program  and  urge  the  use  of  discretionary  funds  by  the  Department. 

(3)  Health  Education  Assistance  Loan  (HEAL) 

The  Health  Education  Assistance  Loan  (HEAL)  remains  an  integral  financial  aid  program  for 
students  at  our  institution.    During  the  1993-94  academic  year,  over  30%  of  our  borrowers 
have  accessed  the  HEAL  program  with  loans  averaging  over  $13,000  per  student.    We  have 
been  able  to  maintain  our  policy  of  financial  blind  admissions  in  part  due  to  the  availability 
of  the  HEAL  program  for  our  students. 

Though  not  an  inexpensive  institution,  the  Georgetown  University  School  of  Medicine  has 
maintained  the  same  tuition  cost  for  six  years.    However,  living  expenses  and  other 
educational  costs  for  medical  students  have  continued  to  rise.    It  is  therefore  critical  that  the 
HEAL  program  remain  a  strong  and  viable  financing  option  for  students  in  schools  of 
medicine  who  need  financial  aid.   In  this  regard,  we  applaud  and  thank  the  committee  for  not 
supporting  previous  plans  for  a  proposed  phaseout  of  the  HEAL  program. 
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We  are  pleased  that  our  efforts  have  resulted  in  a  current  HEAL  default  rate  of  4.6%,  a  rate 
below  that  which  requires  institutional  participation  in  the  HEAL  risk  sharing  provisions 
which  were  implemented  1  January  1993  as  part  of  the  Health  Professions  Education 
Extension  Amendments  of  1992  (PL  104-208).   With  regard  to  this  recent  legislation,  we 
would  like  to  thank  Congress  for  allowing  students  to  pay  smaller  insurance  premiums  on 
their  HEAL  loans  when  they  attend  institutions  with  low  HEAL  default  rates.    In  addition, 
we  commend  Congress  for  passing  provisions  which  now  allow  borrowers  to  consolidate 
their  HEAL  loans  with  loans  borrowed  through  Title  IV  programs  such  as  the  Federal 
Stafford  Loan,  Federal  Supplemental  Loan  for  Students,  and  Federal  Perkins  Loan. 

(4)  National  Reference  Center  for  Bioethics  Literature,  and 

Bioethics  Information  Retrieval  Project 

Kennedy  Institute  of  Ethics,  Georgetown  University 

Through  the  work  of  these  two  projects,  the  world's  literature  in  bioethics  is  classified  and 
indexed.  This  information  is  then  used  to  prepare  BIOETHICSLINE  for  the  National  Library 
of  Medicine,  the  annual  Bibliography  of  Bioethics,  and  to  respond  to  requests  for  bioethics 
information  from  across  the  nation  and  abroad. 

Congress  accurately  foresaw  the  growing  need  to  provide  policy  makers,  health  care 
professionals,  educators,  lawyers,  and  the  general  public  with  access  to  the  bioethics  literature. 
Congress  itself  has  considered  many  bioethical  issues  in  recent  months  including:  fetal  tissue 
transplantation  research,  genetic  testing  and  privacy,  access  to  health  care,  fertility  clinic  success 
rates,  and  the  Patient  Self-Determination  Act.  These  resources  provide  support  for  such  debates. 

In  summary,  we  request:  the  inclusion  of  report  language  concerning  the  Perinatal  Research 
Branch  at  Georgetown  University  Medical  Center  in  the  Committee's  FY  1995  Report;  support 
for  the  Clinical  Program  on  the  Federal  Legislative  Process  at  Georgetown  University  Law 
Center;  and  continued  support  of  the  Health  Education  Assistance  Loan  program  as  well  as  the 
National  Reference  Center  for  Bioethics  Literature  and  the  Bioethics  Information  Retrieval 
Project. 
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Thank  you  for  the  opportunity  once  again  to  update  the 
subcommittee  on  the  progress  of  proton  therapy  for  cancer 
treatment.  As  you  know,  the  world's  first,  and  so  far,  only 
hospital-based  facility  that  is  currently  treating  cancer  patients 
with  proton  therapy  is  located  at  the  Loma  Linda  University  Medical 
Center  in  southern  California. 

A  few  years  ago,  the  Subcommittee  on  Energy  and  Water 
generously  supported  the  transfer  of  this  breakthrough  technology 
to  the  Loma  Linda  Proton  Cancer  Treatment  Center.  I  am  pleased  to 
report  the  Proton  Center  is  completing  almost  four  years  of 
continuous  operations  in  treating  cancer  patients  from  nearly  every 
state  and  many  foreign  countries.  In  fact,  it  has  been  necessary  to 
operate  the  gantry  12-15  hours  a  day  to  accommodate  the  demand  for 
proton-beam  therapy.  I  am  also  pleased  to  report  that  the  facility 
reached  another  milestone  in  January  when  the  second  of  three 
gantry  systems  was  commissioned  and  is  now  fully  operational. 
Gantry  No.  3  is  undergoing  commissioning  and  will  be  available  for 
treating  patients  in  the  next  two  months.  This  completes  the  last 
major  hurdle  in  the  development  of  full-scale  hospital-based  proton 
therapy. 

It  is  interesting  to  note  that  engineering  research  and 
developmental  work  on  the  second  and  third  gantries  was  aimed  not 
merely  at  duplicating  the  capabilities  of  the  first  gantry  —  but 
exceeding  them. 
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The  newly  commissioned  gantries  feature  a  new  beam- 
spreading  system,  which  will  be  capable  of  delivering  protons  to 
much  larger  fields,  at  the  same  time  allowing  faster  treatments  of 
smaller  fields.  Work  is  also  proceeding  on  a  control  system  which 
will  permit  rapid  and  continuously  variable  energy  changes  --  a 
unique  characteristic  of  the  synchrotron  --  and  rapid  switching  of 
beam  from  one  treatment  room  to  another,  as  well  as  the  use  of  a 
new  scanning  beam. 

With  all  three  gantries  operating  full  time,  the  patient 
capacity  at  the  Proton  Center  will  double.  That  means  no  less  than 
100  patients  a  day  can  be  treated  with  proton-beam  therapy.  It  also 
means  increased  capacity  opens  up  the  opportunity  for  new  treatment 
protocols  for  patients  having  tumors  in  other  sites  of  the  body. 

More  than  800  patients  have  been  successfully  treated 
with  protons  for  tumors  of  the  eye,  brain,  lung,  pancreas,  bladder 
and  prostate.  Proton  therapy  is  now  being  recognized  worldwide  as 
a  viable,  effective,  painless,  and  proven  alternative  to  other 
forms  of  cancer  treatment.  Protons  can  destroy  cancerous  tumors 
without  the  potential  risks  associated  with  surgery  or  the  side 
effects  associated  with  conventional  radiation  and/or  chemotherapy. 
And  it  can  be  done  on  an  out-patient  basis. 

Protons  have  been  especially  significant  in  the  treatment 
of  prostate  cancer  patients.  For  some  500  prostate  patients,  proton 
therapy  has  been  a  less-devastating  treatment  option  that  cuts  the 
risk  of  side  effects  by  more  than  two-thirds. 

-2- 
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Recently,  the  American  Cancer  Society  announced  that 
165,000  new  cases  of  prostate  cancer  were  reported  in  1993,  and 
35,000  men  were  expected  to  die  from  it.  The  director  of  the 
National  Cancer  Institute,  Dr.  Samuel  Broder,  said: 
"We  have  a  formidable  problem  with  prostate  cancer  in  this  country. 
The  incidence  is  quite  high,  the  death  rate  is  unacceptably  high, 
and  there  is  a  lot  of  suffering.  The  need  for  effective  prevention 
and  treatment  strategies  is  clear." 

Ongoing  studies  of  prostate  patients  at  Loma  Linda's 
Proton  Center  indicate  that  the  majority  of  these  patients  caught 
the  cancer  early,  had  localized  tumors,  and  proceeded  to  educate 
themselves  about  treatment  options.  They  made  informed  choices  and 
chose  proton  therapy  over  surgery  and  therapeutic  x-ray  therapy 
because  they  considered  it  to  be  a  more  effective  and  less 
threatening  response.  These  patients  are  showing  favorable  early 
tolerance  results  and  are  great  examples  of  demonstrating  their 
vitality  in  the  midst  of  treatment  for  a  disease  that  does  not  have 
to  be  fatal. 

I  am  also  pleased  to  report  to  the  committee  that  protons 
are  also  being  used  at  Loma  Linda  to  treat  non-cancerous  blood 
vessel  malformations  in  the  brain.  At  the  request  of  neurosurgeons 
and  radiologists  at  the  Stanford  University  Medical  Center,  over  50 
Stanford  patients  are  being  treated  and  scheduled  for  treatment  at 
the  Proton  Center  for  malformations  of  blood  vessels  in  the  brain. 
Previously,  surgery  was  their  primary  treatment  option.  For  these 
patients,  proton  therapy  is  costing  less  than  the  surgery  and  they 

are  ambulatory,  thus  cutting  hospital  costs. 

-3- 
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In  the  last  few  months,  several  scientific  teams  from  the 
National  Cancer  Institute  visited  Loma  Linda  to  explore  ways  to 
optimize  research  opportunities  at  the  Proton  Treatment  Center. 
NCI's  leadership  is  encouraging  collaborative  research  projects 
with  other  medical  centers  to  conduct  clinical  trials  combining 
protons  with  other  treatment  modalities.  This  will  help  to  spread 
the  word  about  the  advantages  of  proton-beam  treatment.  We  also 
anticipate  developing  cooperative  programs  with  the  Northeast 
Proton  Center  at  Massachusetts  General  Hospital  in  Boston,  which  is 
about  to  begin  construction. 

Mr.  Chairman,  in  closing,  I  am  aware  of  this  committee's 
concern  for  funding  requests  that  may  face  decreasing  public 
support.  I  am  also  aware  of  your  committee  members  insistence  on 
producing  immediate  results  and  not  wasting  taxpayer  dollars.  I 
have  no  funding  request  today.  But  simply  want  to  thank  you  again 
for  your  committee's  investment  in  proton  research  and  development 
for  cancer  treatment.  I  can  assure  you  that  the  American  people 
will  benefit  immensely  and  immediately  from  this  committee's 
support  of  a  medical  technology  that  is  having  a  profound  effect  on 
the  relief  of  pain  and  suffering  by  those  afflicted  by  the  disease 
of  cancer. 

We  are  certain  that  as  more  people  become  educated  and 
aware  of  their  treatment  options,  and  as  health  care  reform  takes 
hold,  proton  therapy  will  continue  to  emerge  as  the  option  of  the 
future.  Not  only  for  this  decade,  but  well  into  the  next  century. 

Thank  you  for  the  opportunity  to  present  this  statement. 

LEONARD  ARZT,  Executive  Director, 
NATIONAL  ASSOCIATION  FOR  PROTON  THERAPY 
4/11/94  -4- 
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Mr.  Chairman,  and  members  of  the  subcommittee,  thank  you  for  including  this 
statement  on  behalf  of  Facing  History  and  Ourselves  (FHAO)  in  the  FY  1995  outside  witness 
hearing  record.   I  would  like  to  take  this  opportunity  to  explain  the  important  work  that  is 
being  undertaken  by  the  Facing  History  program,  and  to  request  that  your  subcommittee 
include  $2  million  in  support  of  expanding  the  program's  reach  to  cities  across  the  country. 

Facing  History  and  Ourselves  is  a  Boston-based  national  educational  and  teacher 
training  organization  whose  mission  is  to  engage  adolescent  students  of  diverse  backgrounds 
in  an  examination  of  racism,  prejudice,  and  anti-semitism  in  order  to  promote  the 
development  of  a  more  humane  and  informed  citizenry.   With  regional  offices  in  New  York, 
Chicago,  and  Memphis,  and  programs  instituted  in  a  number  of  major  cities,  including  Los 
Angeles  and  Baltimore,  Facing  History  has  attempted  to  address  these  issues  in  some  of  the 
most  troubled  areas  of  the  country.   By  studying  the  historical  development  and  lessons  of 
the  Holocaust,  the  Civil  Rights  movement,  and  other  examples  of  genocide  and  community 
violence,  students  make  the  essential  connection  between  history  and  the  moral  choices  they 
confront  in  their  own  -lives.   In  so  doing,  students  learn  the  importance  of  civility,  courage 
and  altruism.   The  program  encourages  students  to  reflect  upon  their  own  roles  in  American 
democracy  by  examining  case  studies  of  individuals  and  groups  who  have  tried  to  make  a 
difference. 

The  program  is  recognized  as  a  quality,  cost  effective  educational  solution  with 
national  impact  in  the  school  reform  movement.   It  has  been  evaluated  and  designated  an 
"exemplary  program''  by  the  Department  of  Education,  and  recognized  as  worthy  of  a 
challenge  endowment  grant  by  the  NEK.    It  is  respected  by  superintendents,  principals, 
teachers,  and  students  alike.   Known  for  bridge  building,  Facing  History  has  built  its 
reputation  over  the  years  by  bringing  violence  and  other  issues  of  import  to  our  children  to 
the  forefront;  its  annual  conferences  bring  major  speakers  to  address  teachers  on  key  issues. 
Its  events  bring  Nobel  Prize  winners  to  meet  with  students  to  discuss  issues  of  hatred  and 
violence.   Major  foundations,  including  Ford  and  Carnegie,  have  helped  to  develop  the 
Facing  History  resources  that  are  being  used  nationally. 

Through  these  programs,  adolescents  learn  to  value  and  respect  differences  and  to 
understand  the  avenues  of  participation  available  to  them  in  their  neighborhoods  and  their 
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cities.   This  is  particularly  important  given  the  widespread  incidence  of  violence  in  our 
schools  and  our  communities.   Violence  has  become  an  integral  part  of  the  everyday 
experience  of  our  youth.   In  pending  legislation,  Congress  has  recognized  that  "almost 
3,000,000  crimes  occur  on  or  near  school  campuses  every  year,  16,000  per  school  day  or 
one  every  six  seconds."    Further,  the  National  Center  for  Education  Statistics  reports  that 
more  than  100,000  students  bring  guns  to  school  each  day  and  160,000  students  each  day  do 
not  attend  school  because  of  fear  of  harm  or  intimidation,  while  over  2,000  students  are 
physically  attacked  each  hour. 

More  and  more,  violence,  hatred,  and  intolerance  seem  to  be  the  response  to 
increasing  diversity.    A  series  of  city  strategic  planning  reports  initiated  by  RAND  in  major 
urban  centers  conclude  that  growing  diversity  could  point  toward  increased  racial  isolation, 
destabilization,  divisive  political  conflicts,  escalating  crime  and,  ultimately,  shrinking 
economic  opportunity.   These  characteristics  are  exacerbated  by  the  poor  economic  condition 
experienced  by  urban  residents.    Since  the  1965  riot  in  the  Watts  section  of  Los  Angeles, 
governmental  remedies  for  declining  urban  areas  and  their  residents  which  address  one 
symptom  or  another  have  been  developed  and  implemented  again  and  again  --  but  clearly 
have  had  little  significant  impact:   In  poor  urban  communities,  the  number  of  young  men 
who  have  completely  stopped  seeking  work  has  jumped  dramatically  as  the  number  of  jobs 
available  for  which  they  qualify  has  consistently  decreased;  criminal  offenses  and  the 
incidence  of  drug  abuse  has  increased;  and  the  proportion  of  African-American  children 
living  in  single-parent  homes  exploded  from  10  percent  in  1960  to  more  than  53  percent  in 
1989. 

The  coalescence  of  these  statistics  show  a  society  in  decline.   Without  the  social 
impetus  to  teach  moral  and  ethical  values  and  behavior,  America's  children  are  becoming 
increasingly  desensitized  to  crime,  and  indoctrinated  into  a  lifestyle  of  bigotry,  hatred  and 
intolerance.   These  qualities  at  best  encourage  increasing  racial  isolation  and  anti-social 
behavior,  and  at  worst,  result  in  the  escalating  incidence  of  crimes  committed  by  juveniles. 
Further,  in  allowing  our  children  to  accept  these  behaviors,  we  also  ensure  increasing 
criminal  behavior  at  all  ages,  a  decreasing  economic  base,  and  the  eventual  death  of 
America's  cities.   We  must  begin  with  our  children  to  change  these  trends.    Our  experience 
is  proof  that  teachers  when  given  the  right  resources  and  technical  support,  can  learn  to  teach 
about  these  issues  in  a  way  that  changes  students  attitudes  and  behaviors. 

Today's  students  are  tomorrow's  citizens  and  work  force.    As  we  work  to  create  new 
jobs  and  improve  the  economy,  we  need  to  recognize  that  economic  hard  times  have  been 
accompanied  by  the  rise  of  hatred,  the  appeal  of  simple  answers  and  intolerance.   Our 
solutions  must  not  be  one-dimensional.   This  is  particularly  true  for  America's  most  troubled 
and  declining  urban  areas.    Schools  can  play  a  positive  role  in  countering  the  forces  of 
intolerance. 

For  18  years,  Facing  History  has  offered  its  unique  approach  to  help  adolescents 
confront  the  complexities  of  history  and  ethical  decision  making.    Facing  History  programs 
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are  now  being  taught  to  more  than  450,000  students  annually  in  public,  private,  and 
parochial  schools  across  the  U.S.  and  Canada.   Over  30,000  educators  from  across  the 
country,  Canada,  and  overseas  have  attended  Facing  History  workshops  or  conferences  held 
throughout  the  U.S. 

Facing  History  was  created  because  of  the  need  for  resources  that  would  connect 
complex  history  to  students'  lives.    A  forum  was  needed  for  students  to  discuss  issues  that  so 
severely  impact  our  society,  including  racism,  class,  bigotry,  anti-semitism,  and  individual 
responsibility.   For  example,  while  other  programs  focus  on  the  Holocaust  itself  as  an 
historical  even,  Facing  History  examines  a  case  study  of  the  steps  that  led  to  the  decline  of 
democracy,  providing  a  framework  for  understanding  the  complexities  of  such  an  event. 
Facing  History  also  employs  innovative  features  which  foster  student  engagement  and 
response.    Examining,  analyzing,  and  interpreting  original  discussion  groups,  student/parent 
classes,  student  journals,  videotaping  of  classrooms,  student  art  and  drama  projects,  resource 
speakers  in  classrooms:  all  of  these  activities  make  the  history  come  alive,  while  encouraging 
students  to  interpret  its  relevance  for  today. 

Facing  History's  programs  are  effective  because  they  include  the  teacher  as  learner. 
While  teachers  are  often  isolated  from  one  another,  FHAO  institutes,  workshops  and  follow- 
up  activities  focus  on  bringing  teachers  together  from  a  variety  of  settings  to  share  their 
experiences  with  the  program.    Facing  History  provides  a  model  for  linking  research  to  the 
classroom  teacher. 

For  example,  a  Cambridge  teacher  who  came  to  Facing  History  wanting  to  address 
these  important  issues  in  her  class  said,  "At  my  school,  half  of  my  kids  were  from  the 
projects  and  were  black  and  the  other  half  were  middle  class  white  kids,  and  they  were  now 
coming  together,  so  we  were  trying  to  find  ways  for  kids  to  be  able  to  talk  about  very 
complex  issues  -  to  talk  about  racism,  to  talk  about  participation  --  when  their  lives  were  so 
different."   This  teacher  is  not  alone  in  struggling  with  this  issue.    Hundreds  of  teachers  in 
the  Facing  History  network  have  identified  the  same  critical  need.    It  is  a  fact  that  has 
profound  implications  not  only  for  all  teachers,  but  for  our  society  as  well. 

The  Facing  History  programs  have  proven  to  be  successful  at  addressing  these  issues. 
In  a  letter  to  Facing  History  and  Ourselves,  Dan  Isaacs,  Assistant  Superintendent  of  the  Los 
Angeles  Unified  District  wrote,  "Without  the  support  of  Facing  History,  we  would  never 
have  been  able  to  give  our  teachers  such  an  opportunity  where  they  could  discuss,  study,  and 
learn  both  content  and  strategy  for  approaching  issues  of  racism  and  bigotry.    Since  one  of 
our  goals  is  ethnic  and  racial  understanding  and  appreciation,  Facing  History  offers  an 
important  means  to  achieving  that  end.    And  in  a  city  whose  population  has  become 
increasingly  diverse  and  complex,  the  successful  accomplishment  of  that  goal  is  essential." 

I  strongly  believe  that  the  content  of  Facing  History's  programs  are  key  to  reducing 
violence  in  our  schools  and  communities.    In  the  recently  passed  "Goals  2000:  Educate 
America  Act,"  language  was  included  in  the  Safe  Schools  Title  of  the  Act  authorizing 
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national  leadership  initiatives  in  our  schools  aimed  at  violence  prevention  through  training 
and  technical  assistance.   This  is  precisely  the  method  being  undertaken  by  Facing  History's 
programs.    Clearly,  the  Facing  History  model  and  its  record  of  successful  implementation  is 
representative  of  the  type  of  program  which  can  benefit  the  activities  of  local  school  districts. 

Facing  History's  programs  have  been  implemented  in  hundreds  of  school  districts 
across  the  country,  but  in  order  to  continue  to  expand  our  reach  to  all  of  America's  needy 
communities,  we  must  significantly  increase  our  resources  and  our  ability  to  provide  our 
program  to  more  teachers  as  a  supplement  to  the  activities  being  undertaken  at  the  local 
education  agency  level.   To  begin  this  process,  we  are  working  to  extend  our  programs  by 
conducting  national  institutes  for  underserved  teachers.    We  hope  to  replicate  on  a  broader 
scale  our  successful  model:  the  type  of  school-based,  professional  development  efforts  now 
recommended  by  educational  reformers. 

By  marshalling  existing  resources  and  focusing  new  efforts  on  the  creation  of 
educational  interventions,  Facing  History  can  help  teachers  across  the  country  provide 
educational  curriculum  which  fosters  mutual  respect,  partnership,  tolerance  and  civic 
responsibility.   Such  widespread  adoption  of  anti-violence  curriculum  can  make  a  remarkable 
reduction  in  the  juvenile  crime  rate  for  both  the  long-  and  short-term.    However,  we  cannot 
accomplish  these  far-reaching  goals  without  assistance. 

The  Federal  government  has  a  vested  interest  in  encouraging  such  programs  as  they 
can  greatly  improve  the  urban  environment  and  significantly  reduce  the  expenditures  relating 
to  law  enforcement,  rehabilitation  and  imprisonment,  as  well  as  other  societal  costs. 
Already,  Members  of  Congress  have  begun  to  recognize  that  greater  efforts  are  needed  for 
counseling  and  training  for  teachers  to  avert  juvenile  violence  in  schools.   However,  local 
educational  agencies  and  cities  are  financially  unable  to  combat  this  increasing  violence 
alone. 

Mr.  Chairman,  because  Facing  History's  programs  can  begin  to  fill  this  gap  for  our 
cities,  our  schools  and  our  children,  I  respectfully  request  this  subcommittee  to  include  $2 
million  in  support  of  further  expansion  of  this  program  and  continued  materials  development 
activities.   I  would  hope  that  you  and  the  other  members  of  this  subcommittee  would 
recognize  the  value  of  Facing  History  and  Ourselves'  programs  to  the  juvenile  justice  system 
and  provide  support  for  our  efforts  in  your  FY  1995  spending  bill. 

Thank  you  for  your  consideration. 
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I  submit  this  statement  as  a  representative  of  the  College  on  Problems  of  Drug 
Dependence  (CPDD).  We  would  like  to  present  our  opinions  on  the  need  for  continuing  support 
for  research  on  the  prevention  and  treatment  of  drug  abuse.  CPDD,  organized  in  1929,  is  the  first 
scholarly  society  in  the  United  States  aimed  at  addressing  the  problem  of  substance  abuse.  We 
are  grateful  for  the  past  work  of  your  Committee  in  providing  funding  for  substance  abuse 
research  and  we  would  like  to  call  attention  to  the  fact  that  substantial  progress  has  been  made. 
This  progress  means  that  our  current  techniques  for  prevention  and  treatment  of  dependence  on 
alcohol  and  other  drugs  are  better  than  they  have  ever  been  in  the  past;  however,  there  is  still 
much  work  to  be  done. 

As  a  result  of  research  funded  through  the  National  Institute  on  Drug  Abuse  (NIDA)  and 
the  National  Institute  on  Alcoholism  and  Alcohol  Abuse  (NIAAA),  we  have  a  much  better 
understanding  of  the  causes  and  mechanisms  of  dependence  on  alcohol  and  other  drugs.  We  also 
have  much  more  effective  treatments;  however,  it  must  be  pointed  out  that  dependence  on 
alcohol  and  other  drugs  is  a  chronic  disorder  rooted  in  social,  as  well  as  biological  problems.  We 
have  become  very  effective  at  treating  drug  dependent  patients  from  the  middle  class.  Our 
results  with  those  who  have  been  raised  in  poverty,  who  have  dropped  out  of  school,  and  who 
have  a  low  degree  of  employability  are  not  as  successful.    When  our  treatment  induces  them  to 
have  a  remission  in  their  drug  abuse,  they  are  still  left  with  impaired  social  functioning  and  a 
high  likelihood  of  relapse  to  substance  abuse.  Thus,  we  recognize  that  our  approach  to  the 
treatment  of  substance  abuse  must  be  coupled  with  social  programs  to  improve  education  and 
employment. 

In  addition  to  improvements  in  treatment  techniques,  substance  abuse  prevention 
programs  also  have  been  associated  with  overall  reductions  in  drug  use  in  various  national 
surveys.  Again,  it  must  be  pointed  out  that  these  improvements  have  been  noted  more  among 
those  remaining  in  school  then  among  the  poor  and  those  who  have  dropped  out  of  school  at  an 
early  age.  The  recent  high  school  surveys  indicate  that  in  the  last  two  years  there  has  been  a 
small  but  significant  upward  trend  in  drug  abuse  among  our  young  people,  even  among  those 
still  in  school.  Among  those  out  of  school  and  living  in  poverty,  hard  core  drug  abuse  remains  a 
serious  problem.  There  are  as  many  as  2,000,000  cocaine  addicts  in  the  United  States,  up  to 
1,000,000  heroin  addicts,  and  over  10,000,000  citizens  suffering  from  alcohol  abuse  and 
alcoholism. 

We  were  very  pleased  to  see  that  the  President's  budget  calls  for  increased  funding  for 
treatment,  but  we  would  like  to  point  out  that  without  adequate  support  for  research,  our 
treatment  programs  are  limited.  For  example,  while  we  have  discovered  several  important 
medications  for  the  treatment  of  opiate  dependence,  there  is  as  yet  no  medication  shown  to  be 
effective  for  cocaine  dependence.  We  need  more  research  on  the  development  of  new 
medications  and  this  means  better  support  for  NIDA's  research  budget. 

A  similar  argument  can  be  made  about  the  budget  of  NIAAA.  There  have  been  important 
recent  discoveries  about  the  basic  mechanisms  underlying  alcoholism  and  the  genetic  factors 
involved  in  the  origins  of  this  disease.  There  are  also  great  opportunities  for  developing  new 
medications  for  the  treatment  of  alcoholism. 

I  could  make  similar  arguments  for  problems  concerning  nicotine  dependence,  inhalant 
abuse,  hallucinogenic  drug  abuse,  and  other  illicit  drugs.  Research  has  opened  up  many 
opportunities  for  improving  our  treatment  of  these  conditions  but  it  requires  continued 
investment.  This  is  why  it  is  so  important  that  the  President's  proposals  for  increases  in  NIDA's 
and  NIAAA' s  research  budgets  be  approved.  It  would  be  a  terrible  mistake  to  assume  that  we 
could  deal  with  our  country's  severe  drug  problem  by  simply  giving  more  money  for  treatment 
without  funding  the  underpinnings  of  all  of  the  treatment  programs.  It  is  research  that  has 
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enabled  us  to  be  as  successful  as  we  are  today.  In  addition  to  improving  our  treatment  strategies, 
drug  abuse  research  has  led  to  advances  in  other  fields  such  as  the  treatment  of  pain  and  may 
well  provide  further  insights  into  the  correlation  between  drug  abuse  and  AIDS. 

The  problems  of  crime  and  drug  abuse  are  closely  intertwined.  Our  research  has  enabled 
us  to  develop  new  treatments  that  result  in  reduced  crime.  For  example,  one  of  our  studies  using 
a  medication  that  blocks  opiate  receptors  resulted  in  half  the  expected  recidivism  rate  among 
federal  probationers  released  with  a  history  of  heroin  addiction.  This  was  a  direct  example  of  a 
research  finding  leading  to  a  treatment  that  directly  reduces  crime  in  the  community. 

Federal  funds  are  essential  for  research  on  substance  abuse.  Unlike  other  medical 
disorders,  there  is  practically  no  non-Federal  funding  for  research  in  this  area.  Thus,  if  Federal 
appropriations  for  NIDA  and  NIAAA  are  not  stable  and  at  least  increasing  with  inflation,  the 
total  research  effort  on  substance  abuse  will  decrease. 

We  understand  the  severe  budget  constraints  placed  on  this  committee  in  this  time  in  our 
nation's  history.  As  citizens  and  as  scientists  we  are  concerned  that  our  federal  deficit  be 
brought  under  control.  We  would  like  to  point  out,  however,  that  it  would  be  an  example  of  false 
economy  if  we  were  to  cut  back  on  our  research  efforts  in  addiction  just  as  our  prior  investments 
are  bearing  fruit.  Not  only  do  addictive  disorders  cost  our  nation  in  human  terms  such  as  the 
suffering  and  family  disruptions  produced  by  this  scourge,  but  also  there  is  tremendous  loss  of 
productivity,  costs  in  crime,  and  cost  in  medical  complications  such  as  AIDS  and  other  diseases. 

It  is  vitally  important  that  NIDA  and  NIAAA  become  more  active  in  the  training  of  new 
scientists.  We  must  attract  outstanding,  young  medical  scientists  and  basic  researchers  to  this 
field  in  order  to  capitalize  on  the  major  developments  in  the  field  of  basic  neuroscience  that 
underlie  addictive  disorders.  Thus,  it  is  particularly  important  that  we  fund  research  training  for 
NIDA  and  NIAAA. 

In  conclusion,  the  problems  caused  by  abuse  of  alcohol  and  other  drugs  touch  every  level 
of  society.  They  are  closely  linked  to  the  problem  of  crime  in  our  society.  In  spite  of  the 
advances  that  research  has  contributed  in  the  areas  of  prevention,  basic  research,  and  treatment, 
substance  abuse  continues  to  be  a  major  problem.  We  urge  you  to  support  the  President's 
proposals  for  increases  in  NIDA's  and  NIAAA' s  research  budgets. 

I  thank  you  for  the  opportunity  to  present  these  thoughts  as  a  representative  of  the 
College  on  Problems  of  Drug  Dependence.  I  would  be  pleased  to  provide  further  information 
and  data  to  back  up  the  assertions  in  this  statement. 
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Mr.  Chairman  and  Members  of  the  Subcommittee: 

Thank  you  for  providing  us  an  opportunity  to  submit  testimony  to  your  Subcommittee.  I  am  Dr.  Joel  G. 
Hardman,  Professor  of  Pharmacology  and  Associate  Vice  Chancellor  for  Health  Affairs  at  the  Vanderbilt 
University  Medical  Center.  I  am  also  President  of  the  American  Society  for  Pharmacology  and 
Experimental  Therapeutics  (ASPET). 

Pharmacology  is  the  branch  of  science  that  deals  with  the  effects  of  drugs  and  other  chemical  agents  on 
biological  systems.  ASPET  has  a  membership  of  more  than  4,300  scientists.  Our  members  teach  and 
conduct  basic  and  clinical  research  throughout  the  United  States.  Pharmacologists  work  in  schools  of 
medicine,  nursing,  dentistry,  pharmacy  and  animal  science;  in  private  and  government  research 
laboratories;  and,  in  a  wide  variety  of  pharmaceutical  and  biotechnology  industries.  Their  research  efforts 
are  crucial  to  the  development  of  new  drugs  to  fight  old  and  new  diseases  and  to  improve  human  and 
animal  health.  The  National  institutes  of  Health's  extramural  grant  programs  fund  many  of  these  research 
efforts. 

We  have  reviewed  the  President's  fiscal  year  1995  recommendations  for  NIH.  Although  we  are  pleased 
that  the  President  has  recognized  the  importance  of  NIH,  we  feel  that  a  higher  appropriation  level  for  NIH  is 
justified.  In  addition,  we  are  concerned  with  some  specific  provisions  in  President  Clinton's  proposed 
fiscal  year  1995  budget  submission  for  NIH.  Although  the  President  has  proposed  a  $517.2  million 
increase  for  NIH  over  the  last  fiscal  year,  much  of  this  is  earmarked  for  specific  programs  and  $121.5  million 
of  the  increase  could  not  be  spent  until  September  19,  1995,  or  two  weeks  before  the  end  of  the  fiscal 
year.  This  so-called  "forward  funding,"  in  delaying  some  of  NIH's  actual  budgetary  outlays  into  fiscal  year 
1996,  will  only  compound  the  difficult  budget  situation  next  year  and  be  very  disruptive  to  the  normal  grant 
allocation  process  at  NIH. 

The  President's  proposed  budget  also  contains  a  provision  aimed  at  reducing  indirect  cost  expenditures, 
by  requiring  institutions  that  receive  more  than  $10  million  a  year  in  grants  to  forego  any  increase  in 
indirect  cost  reimbursements  associated  with  increased  direct  cost  awards  in  FY  1995.  Such  a  reduction  is 
arbitrary,  and  fails  to  recognize  that  indirect  costs  are  real  costs  of  doing  research.  Coming  on  the  heels  of 
recent  changes  in  federal  reimbursement  policy  which  are  reducing  indirect  cost  recovery,  the  so-called 
"pause"  will  have  a  negative  impact  on  important  research  being  conducted  at  institutions  already  under 
financial  strain. 

ASPET  is  a  constituent  Society  of  the  Federation  of  American  Societies  for  Experimental  Biology 
(FASEB).  Leaders  of  our  Society  participated  in  a  consensus  conference  on  biomedical  research  funding 
that  was  held  last  November.  The  Society  also  serves  on  the  Executive  Committee  of  the  Ad  Hoc  Group 
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for  Medical  Research  Funding.  ASPET  endorses  FASEB's  and  the  Ad  Hoc  Group's  recommendations  of 
$11,934  and  $11,950  billion,  respectively,  for  NIH  in  fiscal  year  1995.  Neither  the  Ad  Hoc  Group's  nor 
FASEB's  recommendation  includes  funding  for  the  President's  prevention  research  initiative, 
authorization  of  which  is  contained  in  the  Health  Security  Act  legislation  currently  being  considered  by 
Congress. 

The  recommendations  of  the  Ad  Hoc  Group  and  FASEB  will  allow  the  funding  of  approximately  25,000 
investigator-initiated  research  grants.  The  support  of  investigator-initiated  research  grants  has  been  the 
cornerstone  of  NIH's  record  of  achievement.  We  believe  that  25,000  grants  is  the  minimum  number  that 
should  be  funded  to  maintain  the  nation's  excellence  in  biomedical  science. 

Throughout  the  Subcommittee's  deliberations,  we  urge  you  to  continue  to  hold  investigator-initiated 
research  paramount.  Fundamental,  non-targeted,  biomedical  research  is  the  basis  for  better 
understanding  the  cause(s)  of  disease  as  well  as  treatment  and  prevention.  This  research  is  carried  out  by 
individual  investigators  or  small  groups  of  researchers  who  have  a  good  idea  and  obtain  peer  approval  to 
pursue  it.  Because  of  its  unique  character,  this  research  has  yielded  the  landmark  discoveries  that  have 
provided  the  basic  understandings  that  can  be  built  upon  in  larger  scale,  targeted  research, 
biotechnology  development  and  clinical  utility. 

Biomedical  research  is  at  the  threshold  of  major  discoveries  that  could  affect  the  lives  of  millions  of 
Americans  through  improved  health  and  longer,  more  productive,  better  quality  lives,  and  save  billions  of 
dollars  through  reduced  medical  care  expenditures  and  increased  productivity.  These  advances  will  occur 
only  if  we  invest  effectively  in  the  future  through  better  funding  of  basic  research.  We  strongly  urge  you  to 
provide  NIH  with  the  financial  resources  necessary  to  make  the  progress  we  all  desire. 
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The  Coalition  For  American  Trauma  Care 


Statement  of  the  Coalition  for  American  Trauma  Care  on 
FY  1995  Appropriations  for  the  Trauma  Systems  Program  under  Title  XII, 

U.S.  Public  Health  Service 


The  Coalition  for  American  Trauma  Care  is  very  pleased  to  provide  testimony  to  the 
House  Subcommittee  on  Labor-HHS-Education  Appropriations  in  support  of  the  trauma 
care  systems  planning  and  development  program,  Title  XII  of  the  U.S.  Public  Health 
Service  Act.   The  Coalition  membership  includes  many  of  the  nation's  leading  trauma 
surgeons,  leading  trauma  center  institutions,  and  national  health  and  professional 
organizations  with  an  interest  in  trauma  care  services  and  injury  prevention.   The 
Coalition  was  established  in  1992  so  that  those  individuals,  institutions,  and  organizations 
committed  to  the  care  of  the  seriously  injured  have  a  constant  and  vigorous  voice  as  the 
nation  moves  toward  reform  of  our  health  care  system. 

The  Coalition  for  American  Trauma  Care's  FY  '95  recommendation  for 
Title  XII  of  the  U.S.  Public  Health  Service  (P.L.  101-590^ 

Although  originally  authorized  at  $60  million,  the  trauma  systems  program,  administered 
by  the  Division  of  Trauma  and  Emergency  Medical  Systems  at  HRSA,  has  received  less 
than  $5  million  since  enactment  in  1990.   The  program  was  recently  re-authorized  for 
another  three  years  under  Title  VI  of  P.L.  103-183  and  Congress  has  authorized  "such 
sums  as  may  be  necessary  for  FY  '95." 

The  Coalition  for  American  Trauma  Care  is  pleased  that  the  President  requested  in  his 
1995  budget  at  least  level  funding  for  this  vital  program,  but  we  feel  $4.84  million  will  not 
do  enough  to  further  trauma  system  development.    The  Coalition  recommends  that  for 
FY  '95  the  trauma  systems  program,  Title  XII,  U.S.  Public  Health  Service,  receive  $17 
million,  the  minimum  amount  that  would  permit  the  program  to  operate  as  Congress 
intended,  that  is,  as  a  formula  grant  program  to  states  to  plan  and  implement 
organized,  regional  systems  of  trauma  care. 

Organized,  regional  systems  of  trauma  care  save  lives,  prevent  disability, 
and  could  save  billions  in  direct  and  indirect  health  care  costs  if  Instituted 
nationwide. 

Injury  is  the  leading  cause  of  death  and  disability  for  Americans  from  birth  through  age 
44  causing  1 50,000  deaths  and  over  300,000  permanent  disabilities  each  year.  Because  it 
most  often  strikes  the  young,  injury  is  the  leading  cause  of  years  of  lost  work 
productivity.    For  the  same  reason,  it  is  also  the  nation's  most  costly  disease,  estimated  in 
1988  to  result  in  $180  billion  in  lifetime  costs,  more  than  either  heart  disease  or  cancer. 
When  it  does  strike  the  elderly,  those  over  age  65  are  more  likely  to  die,  have  more 
complications  and  longer  hospital  stays  than  those  under  age  65  regardless  of  the  severity 
of  the  injury.  Those  living  in  rural  areas  are  also  disproportionately  affected;  they  are 
twice  as  likely  to  die  from  an  unintentional  injury  than  those  living  in  urban  areas.  Those 
living  in  urban  areas,  are  increasingly  more  at  risk  for  intentional  injury,  especially  from 
handguns.  Homicide  is  the  leading  cause  of  death  for  young  black  males  age  15-34. 
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Organized,  regional  systems  of  trauma  care,  by  provid:r.g  quick  access  —  within  the 
"golden  hour"  -  to  definitive  care,  are  designed  to  prevent  early  death  from  injury. 
Trauma  systems  consist  of  six  components:    1) prevention— short  and  long-term 
strategies  to  identify  root  causes  of  behavioral  and  societal  factors  that  result  in 
unintentional  and  intentional  injury  must  be  identified  and  implemented;  2)  access  -911 
availability  and  public  awareness  to  act  quickly  to  access  emergency  services;  3) pre- 
hospital care— ambulances,  fixed-wing  and  rotor-wing  aircraft  accompanied  by  trained 
personnel  who  can  provide  initial  resuscitation;  4)  triage,  transport,  and  transfer 
decision-making—  pre-hospita!  and  hospital  based  emergency  care  personnel  match 
patient  needs  with  the  appropriate  level  of  facility  care;  5)  acute  hospital  care  — 
specialized  trauma  care  facilities  with  experienced  surgeons,  other  health  care  personnel 
and  priority  access  to  sophisticated  technology  and  services  all  available  24  hours  per 
day;  6)  rehabilitation  -access  to  rehabilitation  services  which  are  essential  to  restore 
injured  individuals  to  productive  lives.   Access  to  rehabilitation  services  are  especially 
important  for  head  injured  individuals  who  constitute  the  largest  single  group  of  trauma 
patients.  A  1989  Interagency  Head  Injury  Task  Force  made  a  number  of  important 
recommendations  regarding  prevention,  treatment,  and  rehabilitation  of  head  injury,  but 
was  never  formally  issued  by  the  U.S.  Department  of  Health  and  Human  Services.  The 
Coalition  is  supporting  enactment  of  the  Traumatic  Brain  Injury  Act  of  1993  (S.  725). 

Numerous  studies  have  demonstrated  that  organized,  regional  systems  of  trauma  care 
result  in  dramatic  improvements  in  patient  outcomes.   Even  in  the  first  year  of 
implementation  preventable  death  rates  drop  50-60  percent  while  80-85  percent  of  even 
the  most  severely  injured  children  and  adults  fully  recover.  Most  of  the  remaining  15-20 
percent  attain  partial  recovery  and  live  independently.  These  outcomes  are  achieved 
while  also  significantly  reducing  duplication  of  costly  medical  services,  since 
severely  injured  individuals  are  transported  and  transferred  only  to  hospitals  designated 
by  the  state  that  meet  strict  standards  of  trauma  care  based  on  sound  clinical  practice. 
One  recent  study  of  worker's  compensation  claims  for  nonfatal  disabling  injuries  found 
that  states  with  organized  regional  systems  of  trauma  care  had,  overall,  10-12  percent 
lower  costs  per  hospitalized  episode,  and  a  10  percent  decreased  probability  of 
hospitalization.  These  results  indicate  extending  trauma  systems  nationwide  could  lower 
annual  direct  health  care  costs  by  as  much  $4  billion  and  by  as  much  as  $135  billion  if 
preventable  death  and  productivity  loss  were  accounted  for. 

In  fact,  accumulating  evidence  identifies  organized  regional  systems  of  trauma  care  as  one 
of  the  few  areas  of  clinical  intervention  recognized  as  having  outcome  data  establishing 
cost-effectiveness  for  patients  both  short  and  long  term. 

Despite  their  proven  cost-effectiveness  organized,  regional  systems  of 
trauma  care  have  failed  to  develop  In  many  areas  of  the  nation. 

A  1986  GAO  report  entitled,  Health  Care:    States  Assume  Leadership  Role  in  Providing 
Emergency  Medical  Services,  found  that,  "Although  taking  severely  injured  patients  to 
specialized  trauma  centers  increase  survival  chances,  10  of  the  18  areas  GAO  visited  do 
not  have  fully  developed  trauma  systems  to  assure  that  critically  injured  patients  are  taken 
to  these  centers.  The  designation  of  a  hospital  as  a  trauma  center  may  threaten  other 
hospitals  in  the  area  with  potential  loss  of  patients  and  prestige.  Due  partly  to  these 
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concerns  within  the  medical  community,  states  have  done  little  to  encourage  the 
designation  of  trauma  centers."1 

Federal  leadership  has  been  needed  to  help  states  assume  a  stronger  role  in  trauma 
system  development.   The  1990  enactment  of  the  Trauma  Systems  Act  and  its  re- 
authorization in  1993  has  directly  helped  35  states  move  toward  fully  developed 
organized,  regional  systems  of  trauma  care.  One  example  of  those  states  is  New  York 
which  has  received  nearly  $400,000  over  the  past  two  years  to  accomplish  three  goals:   1) 
establish  criteria  and  designate  Level  III  trauma  centers  in  currently  unserved  rural  areas 
of  the  state;  2)  tighten  standards  for  previously  designated  trauma  centers  by  conducting 
on-site  compliance  assessment;  3)  conduct  quality  assurance  studies  using  patient 
outcome  data. 

Funding  of  the  Trauma  Systems  Act  has  been  extremely  modest,  but  even  modest 
amounts  provided  for  planning  efforts  can  achieve  significant  results  for  one  of  the 
nation's  most  costly  diseases.   Clearly,  more  states,  and  more  severely  injured  individuals, 
would  benefit  from  this  important  program  if  it  were  funded  at  higher  levels.  The 
program  is  designed  to  be  a  state  formula  program,  based  on  state  population  and  area 
size.  The  minimum  amount  needed  to  establish  the  formula  program  is  $17  million. 

Tr^ytn^i  Care  and  Health  Care  Reform;    Essential  Principles  to  Ensure  Cost- 
Effective  Outcomes.2 

Clinical  leadership  in  trauma  system  development  has  led  the  nation  in  the  commitment 
to  the  development  of  primary  and  secondary  injury  prevention  strategies,  utilization  of 
patient  outcome  data  to  improve  service  delivery  to  injured  individuals,  and 
implementation  of  practice  guidelines  to  improve  and  maintain  clinical  skills. 
These  elements  constitute  a  paradigm  for  the  overall  health  system  for  increasing  cost- 
effectiveness  without  compromising  quality  of  care.   The  commitment  to  trauma  system 
development  must  continue  as  the  nation  decides  the  ultimate  direction  of  overall  health 
system  reform. 

Organized,  regional  systems  of  trauma  care  already  save  the  nation  billions  in  preventing 
life-long  disabilities  and  the  loss  of  thousands  of  productive  young  lives  through 
premature  death.   If  implemented  universally,  an  estimated  25,000  lives  we  now  lose 
needlessly  every  year  would  be  saved,  and  thousands  of  permanent  disabilities  would  be 
avoided.    This  is  an  investment  we  cannot  afford  to  miss.   Funding  support  for  the 
trauma  systems  program  is  an  important  step  in  the  right  direction  toward  reform  of  our 
nation's  health  care  system. 

Attached  is  a  list  of  FY  1992  and  FY  1993  projects  and  funding  amounts  provided  under 
Title  XII  of  the  U.S.  Public  Health  Service  Act. 


1  United  States  General  Accounting  Office:    Health  Care:    Slates  Assume  Leadership  Role  in  Providing 
Emergency  medical  Services.    Washington,  DC.    GAO/HRD-86-132,  September  1986. 

2  The  Coalition  for  American  Trauma  Care  has  developed  a  set  of  eight  principles  for  inclusion  in  health 
system  reform  proposals.    Chief  among  them  is  the  principle  that  health  system  reform  proposals  should 
recognize  the  cost-efficiencies  inherent  in  organized  regional  systems  of  trauma  care  for  a  major  public 
health  problem,  and  should  support  universal  implementation  of  trauma  systems  as  specified  in  PL.  101-590. 
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Division  of  Trauma  and  Emergency  Medical  Systems 

Title  XII:  Trauma  Grant  Projects  FY  1993 


GRANTS  TO  MODIFY  TRAUMA  CARE  COMPONENT  OF  STATE  EMS  PLAN: 

Alaska 163,597 

Arizona 88,200 

Arkansas 171,435 

Colorado 136,426 

Connecticut 162,585 

Delaware 139,096 

Georgia 160,991 

Illinois 184,293 

Iowa 133,623 

Maryland 157,489 

Massachusetts 142,718 

Michigan 194,191 

Minnesota 101,250 

Montana 179,350 

New  Jersey 200,957 

New  Mexico 137,446 

New  York 188,297 

North  Carolina 190,773 

North  Dakota 134,946 

Oklahoma 145,768 

Oregon 201,217 

Rhode  Island 102,453 

Utah 131,520 

Vermont 161,536 

Washington 240,942 

Wyoming 172,006 

TOTAL  AWARDS $4,123,105' 

GRANTS  TO  IMPROVE  TRAUMA  CARE  AND  EMS  IN  RURAL  AREAS: 

Critical  Illness  and  Trauma  Foundation 91,228 

EMMCOWest 40,862 

Iowa  Methodist  Medical  Center 86,837 

Ramsey  Foundation 70,395 

Northern  California  EMS 77,637 

University  of  Arizona 61,540 

University  of  New  Mexico 160,279 

TOTAL  AWARDS $588,778 

SPECIAL  STATE  PROGRAM  TO  INCREASE  THE  AVAILABILITY  OF  9-1-1: 

Arkansas 48,885 

South  Dakota 74,142 

Vermont 85,736 

TOTAL  AWARDS $208,763 

•   This  figure  reflects  FY  1993  appropriations  for  this  program  and  FY  1992  carryover  funds 

24 
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Division  of  Trauma  and  Emergency  Medical  Systems 

Tide  XIL  Trauma  Grant  Projects  FY  1993 


GRANTS  TO  MODIFY  TRAUMA  CARE  COMPONENT  OF  STATE  EMS  PLAN: 

Alaska 163,597 

Arizona 88,200 

Arkansas 171,435 

Colorado 136,426 

Connecticut 162,585 

Delaware 139,096 

Georgia 160,991 

Illinois 184,293 

Iowa 133,623 

Maryland 157,489 

Massachusetts 142,718 

Michigan 194,191 

Minnesota 101,250 

Montana 179,350 

New  Jersey : 200,957 

New  Mexico 137,446 

New  York 188,297 

North  Carolina 190,773 

North  Dakota 134,946 

Oklahoma 145,768 

Oregon 201,217 

Rhode  Island 102,453 

Utah 131,520 

Vermont 161,536 

Washington 240,942 

Wyoming 172,006 

TOTAL  AWARDS $4,123,105* 

GRANTS  TO  IMPROVE  TRAUMA  CARE  AND  EMS  IN  RURAL  AREAS: 

Critical  Illness  and  Trauma  Foundation 91,228 

EMMCOWest 40,862 

Iowa  Methodist  Medical  Center 86,837 

Ramsey  Foundation 70,395 

Northern  California  EMS 77,637 

University  of  Arizona 61,540 

University  of  New  Mexico 160,279 

TOTAL  AWARDS $588,778 

SPECIAL  STATE  PROGRAM  TO  INCREASE  THE  AVAILABILITY  OF  9-1-1 : 

Arkansas 48,885 

South  Dakota 74,142 

Vermont 85,736 

TOTAL  AWARDS $208,763 

'   This  figure  reflects  FY  1993  appropriations  for  this  program  and  FY  1992  carryover  funds 

24 
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Testimony  of 

Martin  L.  Stephens,  Ph.D. 

Vice  President/Laboratory  Animal  Programs 

The  Humane  Society  of  the  United  States 

On  Behalf  of 

The  American  Humane  Association 

The  Humane  Society  of  the  United  States 

and 

Massachusetts  Society  for  the  Prevention 

of  Cruelty  to  Animals 

Before  the 

House  Appropriations  Subcommittee 

on 

Labor  Health  and  Human  Services 

Education 

FY95  APPROPRIATION  FOR  THE  NATIONAL  INSTITUTE  OF 

ENVIRONMENTAL  HEALTH  SCIENCES 

March  11,  1994 


The  Humane  Society  of  the  United  States 
2100  L  Street,  NW,  Washington,  DC  20037 
(202)  452-1100     FAX  (202)  778-6132 
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Mr.  Chairman,  on  behalf  of  the  American  Humane  Association 
(AHA) ,  The  Humane  Society  of  the  United  States  (HSUS) ,  and  the 
Massachusetts  Society  for  the  Prevention  of  Cruelty  to  Animals 
(MSPCA) ,  I  appreciate  the  opportunity  to  submit  this  testimony  on 
the  FY95  appropriation  for  the  National  Institutes  of  Health's 
National  Institute  of  Environmental  Health  Sciences  (NIEHS) .  The 
AHA,  HSUS,  and  MSPCA  are  three  of  the  nation's  largest  animal 
protection  organizations,  with  a  combined  membership  of  over  three 
million  individuals. 

We  commend  the  NIEHS  for  its  recent  initiatives  to  support  the 
development  and  validation  of  alternatives  to  animal  testing.  We 
welcome  the  agency's  commitment  to  the  pursuit  of  alternatives  as 
evidenced  by  its  new  publication  on  the  subject1,  by  its  favorable 
coverage  of  developments  on  the  subject  in  its  journal2,  and  by  its 
financial  support  for,  and  participation  in,  several  major  meetings 
and  workshops  on  alternatives. 

We  recognize  that  the  NIEHS  is  operating  in  an  era  of 
budgetary  constraints  and  competing  priorities.  However,  we  note 
that  the  NIH  Reauthorization  Act  of  1993  calls  upon  the  NIEHS  to 
significantly  expand  its  role  in  the  area  of  alternative  test 
methods  (see  below) ,  methods  which  are  often  significantly  less 
expensive  than  traditional  testing  procedures.  Therefore,  we 
request  that  the  Subcommittee  urge  the  NIEHS  to  continue  to  develop 
its  alternative  programs,  and  in  particular,  direct  the  NIEHS  to: 

a)  provide  support  and  encouragement  for  the  development  and 
validation  of  alternative  tests  for  both  chronic  and  acute  toxicity 
testing3; 

b)  support  the  development  of  a  leadership/co-ordination  role 
on  alternative  test  development  and  validation  with  the  federal 
funding  and  regulatory  agencies; 

c)  support  investigator-initiated  (R01)  extramural  projects 
that  seek  to  develop  and  validate  new  alternative  test  technology; 
and 

d)  support  the  development  and  marketing  of  alternative  tests 
via  the  Small  Business  grants  program. 


}NIEHS  and  the  Use  of  Alternative  Methods  in  Toxicological 
Research  and  Testing    (brochure),  NIEHS,  November  1993. 

zToxicity  Tests  in  Animals:  Alternative  Models,  Environmental 
Health  Perspectives,  volume  101  (Sept.  1993) ,  pages  288-291. 

3These  alternative  methods  include  "in  vitro"  techniques, 
computer  models,  microorganisms  and  other  nonsentient  organisms, 
chemical  methods,  and  other  techniques.  See  the  Office  of 
Technology  Assessment's  report  Alternatives  to  Animal  Use  in 
Research,  Testing,  and  Education,  (Government  Printing  Office, 
Washington,  D.C.,  February,  1986). 
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These  recommendations  were  developed  in  consultation  with 
scientists  and  administrators  in  industry  and  academia. 

These  initiatives  would  help  the  NIEHS  satisfy  several 
provisions  in  the  NIH  Revitalization  Act.  This  Act  states  in  part: 

(a)  There  is  established  within  the  Institute  [NIEHS]  a 
program  for  conducting  applied  research  and  testing  regarding 
toxicology,  which  program  shall  be  known  as  the  Applied 
Toxicological  Research  and  Testing  Program.  (b)  In  carrying 
out  [this  program],  the  Director  of  the  Institute  shall,  with 
respect   to   toxicology,    carry  out   activities — ... 

(3)  to  develop  and  validate  assays  and  protocols,  including 
alternative  methods  that  can  reduce  or  eliminate  the  use  of 
animals  in  acute  or  chronic  safety  testing; 

(4)  to  establish  criteria  for  the  validation  and  regulatory 
acceptance  of  alternative  testing  and  to  recommend  a  process 
through  which  scientifically  validated  alternative  methods  can 
be  accepted  for  regulatory  use; 

(5)  to  communicate  the  results  of  research  to  government 
agencies,  to  medical,  scientific,  and  regulatory  communities, 
and  to  the  public;   and 

(6)  to  integrate  related  activities  of  the  Department  of 
Health  and  Human  Services.       (Title  XIII,  §  1301) 

In  addition  to  enacting  these  provisions,  the  Congress  has 
also  been  supportive  of  alternative  methods  through  the  work  of 
this  Subcommittee  and  its  counterpart  in  the  House.  We  have  been 
particularly  pleased  with  the  receptivity  of  members  of  the  Senate 
Appropriations  Committee  who,  for  the  last  three  years,  have 
recognized  the  importance  of  developing  better  toxicity  tests  and, 
in  two  of  the  last  three  years,  have  approved  additional  funds  to 
further  this  activity. 

Private  industry  is  hesitant  to  pursue  alternative  test 
methods  to  their  full  potential  without  the  involvement  and 
imprimatur  of  the  federal  government,  which  regulates  the  safety  of 
consumer  products.  It  is,  therefore,  imperative  that  an  agency  of 
the  federal  government  assume  an  active  and  high  profile  role  in 
alternative  test  development.   The  NIEHS  is  that  agency. 

Mr.  Chairman,  thank  you  for  the  opportunity  to  submit 
testimony  in  support  of  greater  federal  involvement  in  the  search 
for  more  humane  methods  of  testing  potentially  dangerous  chemicals. 
We  look  forward  to  working  with  you  on  this  and  other  issues. 
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Summary 


Members  of  the  Association  of  Outplacement  Consulting  Firms  International 
(AOCFI)  provide  an  estimated  70  percent  of  private  outplacement  (reemployment)  services 
in  the  United  States.  The  industry  assists  over  1  million  Americans  each  year  transition 
from  one  job  to  another,  funded  by  employers  without  government  subsidies.  The  industry 
also  helps  employers  plan  for  and  carry  out  workforce  reductions,  including  helping 
employers  identify  alternative  employment  for  the  workers  within  the  company.  Employers 
spent  more  than  $700  million  for  private  reemployment  services  in  1993. 

The  Administration  has  initiated  a  dramatic  expansion  of  government-funded 
reemployment  and  training  assistance  to  dislocated  workers.  The  Administration  has 
requested  $1.5  billion  for  FY  1995,  almost  three  times  the  FY  1993  appropriation  and  a  36 
percent  increase  over  the  FY  1994  appropriation.  These  government  programs  are  intended 
to  provide  many  of  the  same  services  as  are  provided  by  the  private  outplacement  industry. 

These  large  budget  increases  could  result  in  the  replacement  of  private  funding  of 
reemployment  services  with  public  funds,  creating  two  serious  problems.  First,  there  could 
be  no  net  increase  in  the  number  of  displaced  workers  served  if  only  the  funding  source 
changes  from  downsizing  companies  to  taxpayers.  Second,  competition,  which  provides 
choice  and  improves  quality,  will  be  diminished  as  private  outplacement  firms  are  forced  out 
of  business.  The  AOCFI  believes  that  encouraging  public-private  partnerships  is  essential 
to  maximizing  the  return  on  the  government's  investment  in  dislocated  worker  programs. 
The  AOCFI  recommends  that  the  Appropriations  Committee  encourage  the  Labor 
Department  and  the  states  to  match  employers'  expenditures  for  dislocated  workers  rather 
than  replace  them. 

The  Private  Outplacement  Industry 

Private  outplacement  firms  are  retained  by  downsizing  companies  to  help  laid-off 
workers  transition  to  new  employment  and  to  assist  the  companies  with  the  workforce 
reduction  process.  The  industry  serves  about  1  million  dislocated  American  workers  each 
year.  AOCFI  members  provide  an  estimated  70  percent  of  total  private  reemployment 
services  in  the  United  States.  Employer  expenditures  for  these  services  exceeded  $700 
million  in  1993.  The  industry,  which  had  its  origins  in  the  early  1960's,  experienced 
substantial  growth  in  the  1980's  as  companies  increasingly  reorganized,  repositioned  and 
relocated  in  response  to  technology  changes,  import  competition,  deregulation,  and  financial 
and  other  pressures.  Most  private  outplacement  firms  have  been  providing  services  for 
more  than  ten  years  and  all  of  the  major  firms  have  fifteen  or  more  years  experience. 

Outplacement  services  generally  consist  of  two  components: 

•  Consulting  to  Employers  Contemplating  Workforce  Reductions 

Outplacement  firms  help  employers  address  issues  with  respect  to  workforce 
reductions.  Outplacement  firms  help  employers  achieve  consistency  and  fairness  in 
the  application  of  severance  policies  and  practices.  They  apprise  employers  of 
applicable  federal  and  state  laws  and  the  duties  imposed  on  an  employer.  In  some 
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cases,  outplacement  firms  help  employers  identify  alternative  employment  within  the 
company  for  workers  and  thus  reduce  the  number  of  dislocated  workers. 

•  Counseling  for  Employees  Whose  Employment  is  Terminated 

Reemployment  services  help  employees  plan  and  execute  job  searches  to  obtain  new 
employment  at  the  earliest  possible  date.  Services  are  purchased  by  employers  and 
are  provided  to  all  levels  of  employees,  from  blue  collar  and  clerical  workers  to 
executives.  The  services  are  designed  to  fit  the  needs  of  the  individual  being 
outplaced  and  routinely  begin  the  moment  the  employee  is  notified  of  termination. 

The  design  of  an  outplacement  program  for  employees  whose  employment  is  to  be 
terminated  is  governed  by  the  particular  characteristics  of  the  affected  individuals.  Factors 
that  are  taken  into  account  include  an  individual's  job  history  and  compensation,  the  trade 
or  business  engaged  in,  the  current  demand  for  that  specific  trade  or  business  in  the  current 
marketplace,  as  well  as  many  subjective  factors  such  as  the  individual's  personal  goals,  age 
and  willingness  to  relocate. 

Services  typically  include  assessment,  development  of  career  objectives,  development 
of  job  search  strategy,  identification  of  job  opportunities,  assistance  in  preparing  job 
applications  and  resumes,  training  in  interview  and  communication  techniques  and  referral 
to  training  and  retraining  where  appropriate. 

Concerns  about  Federal  Dislocated  Worker  Programs 

The  Administration  has  undertaken  a  dramatic  expansion  of  government-funded 
employment  and  training  assistance  to  dislocated  workers.  In  its  FY  1994  budget  request, 
the  Administration  asked  for  $1.9  billion  to  fund  dislocated  worker  programs,  a  $1.3  billion 
increase  over  FY  1993.  Congress  agreed  to  a  $550  million  increase  for  these  programs  ~ 
almost  doubling  FY  1993  funding.  The  FY  1995  request  is  for  $1.5  billion  and  the 
Administration  plans  to  seek  further  increases  to  an  annual  funding  level  of  $3.5  billion  over 
five  years.  Under  the  Reemployment  Act  of  1994,  the  Administration  has  also  proposed  to 
broaden  eligibility  for  dislocated  worker  services  and  reorganize  the  delivery  of  services. 

Federally  funded  worker  adjustment  programs  provide  reemployment  services  to 
employees  without  cost  to  their  employers,  in  effect  providing  a  government  subsidy  to 
companies  seeking  to  restructure  for  businesses  purposes.  Although  federal  programs,  such 
as  the  Economic  Dislocation  and  Worker  Adjustment  and  Assistance  Act  (EDWAA), 
provide  training  and  other  services  not  provided  by  outplacement  firms,  there  is  substantial 
overlap  between  the  two  sectors. 

Many  employers  currently  pay  for  reemployment  services  to  help  employees  faced 
with  major  layoffs  and  plant  closings  find  new  jobs.  In  fact,  private  expenditures  for  job 
transition  assistance  in  1993  exceeded  the  federal  budget  for  such  purposes.  A  study  by  the 
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American  Management  Association  found  that  46  percent  of  its  members  had  downsized 
between  June  1992  and  June  1993  and  that  more  than  half  of  these  companies  provided 
outplacement  assistance  to  ah  affected  workers.  Seventy-eight  percent  of  these  downsizing 
employers  provided  outplacement  to  at  least  some  employees  compared  to  just  over  50 
percent  four  years  ago.  The  exponential  growth  and  broadening  of  the  federal  programs 
threatens  to  significantly  reduce  employers'  incentives  to  buy  services  for  their  departing 
employees.  Increasingly,  companies,  regardless  of  their  financial  condition,  are  turning  to 
government  agencies  to  provide  reemployment  services. 

There  are  two  significant  issues  involved.  First,  it  is  not  an  effective  use  of 
government  resources  to  replace  private  spending  on  reemployment  services  with  public 
spending.  Second,  the  public  loses  the  benefit  of  the  professional  services  that  the  private 
outplacement  industry  has  been  providing  for  30  years  and  the  choice  and  quality  generated 
by  a  competitive  market. 

If  federal  programs  supplant  private  services,  the  private  outplacement  infrastructure 
will  be  undermined  and  firms  that  now  serve  companies  and  their  employees  will  go  out  of 
business.  This  will  create  a  ripple  effect  as  more  and  more  companies  and  dislocated 
workers  become  dependent  on  publicly  funded  programs,  increasing  federal  spending  and 
the  burden  on  taxpayers. 

The  Labor  Department  has  estimated  that  approximately  2.2  million  dislocated 
workers  per  year  need  help  transitioning  to  new  jobs.  This  estimate  does  not  include  the 
1  million  dislocated  workers  currently  served  by  the  private  system,  many  of  whom  find  jobs 
before  their  severance  payments  expire.  If  federal  funds  supplant  private  outplacement 
efforts,  the  number  of  workers  in  need  of  publicly  funded  assistance  would  increase  by  5JJ 
percent. 

Recommendation 

Workers  affected  by  plant  closings  and  mass  layoffs  will  be  served  better  and  more 
efficiently  if  the  private  and  public  sectors  work  together  and  do  not  duplicate  efforts.  In 
view  of  the  predicted  restructuring  of  the  American  economy  in  the  1990s,  there  are  likely 
to  be  far  more  dislocated  workers  than  even  the  most  generously  funded  state  and  federal 
programs  will  be  able  to  serve.  Government  should  seek  to  maximize  the  use  of  private 
reemployment  services  so  that  government  funds  are  used  most  effectively,  Le^,  where 
private  industry  does  not  fully  meet  the  need. 

We  recommend  that  the  Committee  encourage  the  Department  of  Labor  and  the 
states  to  avoid  whenever  possible  displacing  the  voluntary  provision  of  private  reemployment 
services  by  employers.  The  Labor  Department  and  the  states  should  be  encouraged  to 
leverage  public-private  partnerships  by  offering  to  match  downsizing  companies' 
outplacement  expenditures  with  public  funds. 
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Support  of  FY  1995  NIDR  Funding 
law  Joints  &  Allied  Musculoskeletal  Disorders  Foundation.  Inc. 

The  Jaw  Joints  &  Allied  Musculoskeletal  Disorders  Foundation,  Inc.  [JJAMD]  wishes  to 
go  on  record  in  support  of  funding  of  the  FY  1995  budget  for  the  National  Institute  of 
Dental  Research  (NIDR).  Some  part  of  this  budget  will  be  used  for  urgently  needed 
funding  to  foster  research  and  knowledge  in  the  area  of  Temporomandibular  Joints 
and  for  the  disorders  to  them,  mostly  known  as  "TMJ,"  and  concomitantly  for  funding 
for  appropriate  education  and  training  at  all  levels  in  the  Dental  profession. 

JJAMD  is  an  educational  and  patient  advocacy  organization  dedicated  to  a  greater 
awareness  of  the  function  and  dysfunction  of  the  Jaw  Joints,  fostering  TMJ  research 
and  prevention.  According  to  NIDR  and  ADA,  it  is  estimated  that  over  10,000,000  people 
in  the  United  States  suffer  from  TMJ  Disorders.  Other  sources  quote  even  more.  The 
late  Congressman  Ted  Weiss  said  that  it  is  expected  that  500,000  to  1,000,000  new  patients 
might  occur  each  year.  Dr.  Loe  testified  at  the  hearings  conducted  by  Congressman 
Weiss  on  June  4,  1992,  that  NIDR  spent  just  2%  of  the  total  appropriation  of  $159  M  on 
TMJ  in  FY  92.  Since  TMJ  is  a  pervasive  whole  bod}'  disorder,  this  amount  is  insufficient 
to  address  the  problem. 

JJAMD  strongly  encourages  you  to  provide  adequate  funding  for  this  devastating 
health  problem  as  a  whole-body  health  disorder  and  for  the  entire  TMJ  population  .  . 
We  urge  you  not  to  confine  TMJ  as  if  it  were  mostly  a  psychosocial  jaw  disorder, 
chronic  pain  disorder,  or  a  female  stress  disorder.  Although  there  is  an  urgency  to 
help  our  stricken  TMJ  patient,  who  have  devastating  consequences  as  a  result  of 
artificial  jaw  joint  implant  population,  we  must  in  tandem  remember  our  entire  TMJ 
population—which  numbers  in  the  millions— who  also  require  and,  indeed,  deserve 
considerate  research  from  all  resources,  for  they  too  have  devastating  consequences 
from  a  variety  of  other  treatment  modalities.  JJAMD  truly  believes  that  with 
appropriate  research  on  all  of  the  many  facets  of  this  complex  multifaceted  disorder 
that  the  potential  for  preventing  others  from  unnecessarily  falling  victim  should 
become  evident,  thereby  benefiting  society  as  a  whole. 

Currently-and  justifiably  so-there  is  an  explosion  of  attention  being  dedicated  to  TMJ 
Proplast  Implant  Patients  and  also  to  the  inadequate  education,  training,  competence, 
skill,  of  the  Dentists  who  operated  and  implanted  the  proplast  devices. 

-  while  JJAMD  concurs  with  the  need  to  help  this  segment  [perhaps  as  many  as 
26,000  TMJ  patients  out  of  the  millions  acknowledged]  as  advocates,  we  must  advocate 
for  ail  TMJ  patients. 

we  are  concerned  that  with  the  pressure  brought  to  bear  by  the 
Congressional  Hearings  and  with  the  media  and  legal  attention  that  all  the  attention 
for  research  funding  will  be  focused  solely  on  this  proplast  issue,  thereby  leaving  no 
hope  for  the  rest  of  this  huge  population  and  for  the  opportunity  to  educate  and  train 
the  large  population  of  Dental  students  and  professionals  who  vitally  need  a  broader 
appropriate  education  and  training  for  the  entire  oral  health  care  field. 

America  can  no  longer  afford  these  mistakes,  both  in  terms  of  cost  to  the 
health  care  system  and  the  cost  in  human  terms  of  devastated  lives.  It  should  be 
remembered  that  no  human  being  is  exempt  from  falling  victim  to  TMJ,  because  of  the 
necessary  routine  use,  and  from  misuse,  abuse,  trauma,  and  the  aging  process.  This  is 
compounded  by  lack  of  appropriate  technical,  ethical  education,  training,  and 
research  in  both  Dental  and  Medical  Schools. 
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JJAMD  truly  believes  that  TMJ  is  largely  preventable  through  appropriate 
research,  patient  and  professional  education,  and  broad  public  awareness.  Had  these 
unfortunate  TMJ  Proplast  Patients  had  the  opportunity  of  such  research  funding,  they 
would  not  have  been  subjected  to  such  devastating  results  from  unscientific,  invasive, 
irreversible,  experimental  treatment.  They,  however,  are  just  a  microcosm  of  the 
millions  of  other  TMJ  patients,  who  have  been  medically  or  dentally  compromised  by 
other  unscientific  experimental  treatment,  of  which  we  have  many  examples. 

JJAMD's  expertise  in  the  subject  of  TMJ  Disorders  comes  from  long  experience  with 
patients  as  well  as  practitioners.  Since  1982,  we  have  been  dealing  with  TMJ  Patients 
who  have  devastating  pain  and/or  dysfunction— from  a  variety  of  causes  and  from  a 
variety  of  treatment  modalities—that  contributed  to  their  affliction.  TMJ  has 
compromised  the  quality  of  and  threatened  their  lives,  and  has  contributed  to  the 
unnecessary  and  spiraling  high  cost  of  health  care,  TMJ  has  become  a  troublesome 
human  issue  in  America,  and  much  of  the  blame  is  being  pointed  at  the  profession  of 
Dentistry. 

These  points  are  embodied  in  the  enclosed  testimony  we  gave  to  the  NIDR  Blue  Ribbon 
Panel  on  Intramural  Research  in  Bethesda  in  1993,  and  which  are  included  as  an 
exhibit.  Our  recommendations  regarding  the  separation  of  TMJ  into  defined 
laboratories  have  been  adopted  by  the  Panel  and  were  included  in  their  final  written 
report  published  in  the  Federal  Register.  This  recommendation  was  echoed  by  Dr. 
Harald  Loe  in  his  "Opening  Statement  of  The  Director"  remarks  of  the  National  Institute 
of  Dental  Research  before  the  House  Appropriations  Subcommittee  on  March  30,  1993. 
We  were  told  by  many  panelists  that  our  joint  testimonies  made  a  difference. 

The  Arthritis  Foundation  is  in  the  beginning  stages  of  cooperating  with  JJAMD  in  a 
campaign  for  education  of  Osteoarthritis  sufferers,  many  of  whom  have  evidenced 
involvement  of  their  Temporomandibular  Joints  as  an  arthritic  component.  JJAMD  has 
two  Board  members  associated  with  the  Arthritis  Foundation,  and  one  is  associated  with 
NIH.  We  now  have  a  Scientific  Advisory  Board,  and  we  have  just  completed  our  own 
research  study,  which  will  be  available  soon.  It  clearly  evidences  that  in 
Massachusetts  people  diagnosed  with  TMJ  are  sicker  than  their  cohort  group  and  are 
incurring  at  least  twice  as  much  medical  costs. 

It  should  be  noted,  as  well,  that  many  other  emerging  and  burgeoning  health  disorders 
have  also  evidenced  a  TMJ  component  as  a  part  of  their  health  disorder.  To  name  a  few: 
Paget's,  Ehlers-Danlos,  Fibromyalgia,  Tinnitus,  Lupus,  Sjogrens  Syndrome,  and  others. 
It  is  imperative  that  Dentists  be  educated  to  screen  and  diagnose  the  various 
differences. 

As  a  member  of  the  NAOH,  we  are  increasingly  aware  that  other  members  of  the  NAOH 
Special  Care  Population  admit  to  a  TMJ  component.  "TMJ"  might  very  well  be  the  most 
common  denominator  for  all,  when  research  sorts  them  out. 
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State-Of-The-Art  Update  «  1994 

The  following  is  an  excerpt  from  the  annual  report  of  JJAMD's  Founders  on  issues  that 

reflect  on  the  TMJ  situation  in  1994. 

Former  Surgeon  General  Everett  Koop,  M.D.,  who  is  championing  the  importance  of 
oral  health,  says:  "It's  never  too  late  to  practice  prevention...if  you  don't  have  oral 
health,  you're  simply  not  healthy."  "You're  not  healthy  without  good  oral  health." 
"New  research,  education,  and  service  programs  are  needed  to  fulfill  the  promise  of 
improving  the  oral  health  of  Americans  of  all  ages.-'  JJAMD  is  in  agreement,  and  in 
addition  we  know  that  oral  health  is  affecting  total  body  health  of  TMJ  patients. 

Millions  of  people  suffer  from  TMJ,  and  unsuspecting  millions  more  are  potential 
victims  of  this  devastating  disorder.  Present  and  future  patients  will  continue  to 
suffer,  often  unnecessarily,  until  current  practices  and  attitudes  change.  A 
multidisciplinary  approach  to  TMJ  diagnosis  and  treatment,  and  public  education  on 
TMJ  Disorder  and  its  prevention  can  help  reverse  this. 

There  is  currently  no  universally  recognized  or  accredited  medical  or  dental  discipline 
or  specialty  that  addresses  the  temporomandibular  joints.  The  jaw  joints  are  the  only 
joints  in  the  body  that  are  considered  medical/dental  joints.  They  are  commonly,  and 
we  believe,  mistakenly  divorced  from  the  rest  of  the  body  and  assigned  largely  to  the 
dental  profession.  It  is  urgent  that  these  joints  be  reunited  with  all  other  joints  in  the 
body  and  perceived  as  part  of  the  whole  body  system.  Such  a  change  in  perception 
would  have  several  important  consequences. 

First,  medical  professionals  would  appropriately  become  more  involved  in  the 
diagnosis  and  treatment  of  TMJ.  Although  the  disorder  is  now  the  focus  of  a  diverse 
group  of  health  care  practitioners,  medical  doctors  are  noticeably  absent  from  this 
group.  Physicians  would  add  the  dimension  of  extensive  research  findings  and  decades 
of  treatment  experience  with  joints. 

Second,  we  believe  TMJ  patients  require  more  holistic  care.  Current  treatments  often 
focus  narrowly  on  the  jaw.  Other  physiological  systems  are  often  neglected,  despite 
reports  from  patients  of  body-wide  symptoms.  It  is,  thus,  not  surprising  that  the 
desired  therapeutic  outcome  is  often  not  achieved,  and  many  patients  are  left  in  pain, 
serious  dysfunction,  or  both.  Many  face  financial  ruin,  loss  of  family,  work,  and 
entitlements. 

Finally,  TMJ  would  become  part  of  an  inter-disciplinary  medical  and  dental  specialty 
that  would  set  the  appropriate  standards  for  diagnosis  and  treatment.  Such  standards 
would  in  turn  facilitate  much  needed  and  broader  insurance  coverage.  The  new 
specialists  would  engage  in  scientifically  valid  research,  and  some  consensus  about 
TMJ  Disorder  would  emerge  from  their  work.  Until  this  occurs,  the  many  theories, 
biases,  diagnoses,  therapies,  and  attitudes  that  surround  TMJ  will  continue  to  clash,  and 
the  most  vested  and  strident  voices  in  the  controversy  will  be  those  most  often  heard. 

The  current  focus  on  health  care  reform  places  on  all  of  us  the  responsibility  for 
preventive  education  to  help  lower  the  cost  of  health  care.  Additionally,  awareness 
can  help  to  alleviate  unnecessary  pain,  dysfunction,  and  suffering  caused  by  a  lack  of 
understanding. 
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STATEMENT  OF  THE 

RENAL  PHYSICIANS  ASSOCIATION 

FOR  THE  RECORD  OF  THE  HEARING  OF  THE 

APPROPRIATIONS  SUBCOMMITTEE  ON  LABOR,  HHS, 

EDUCATION,  AND  RELATED  AGENCIES 

UNITED  STATES  HOUSE  OF  REPRESENTATIVES 

CONCERNING 

FISCAL  YEAR  95  APPROPRIATIONS  FOR  THE 

AGENCY  FOR  HEALTH  CARE  POLICY  AND  RESEARCH  (AHCP&R) 

AND 
NATIONAL  INSTITUTE  OF  DIABETES  AND  DIGESTIVE  AND  KIDNEY  DISEASES  (NIDDK) 

APRIL,  1994 
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The  Renal  Physicians  Association  (RPA)  is  a  professional  organization  of  nephrologists  whose 
goals  are:  to  insure  the  optimal  care  under  the  highest  standards  of  medical  practice  of  patients 
with  renal  disease  and  related  disorders;  to  act  as  a  national  representative  for  physicians 
engaged  in  the  study  and  management  of  patients  with  renal  disease  and  related  disorders;  and 
to  serve  as  a  major  resource  for  the  development  of  the  national  health  policy  concerning  renal 
disease.  Consistent  with  these  goals,  the  RPA  is  pleased  to  have  this  opportunity  to  provide  the 
House  Appropriations  subcommittee  with  this  information  in  support  of  increasing  funding  for  the 
Agency  for  Health  Care  Policy  and  Research  (AHCPR),  and  the  National  Institute  of  Diabetes, 
Digestive  and  Kidney  Diseases  (NIDDK)  within  the  National  Institutes  of  Health. 

Agency  For  Health  Care  Policy  and  Research  (AHCPR): 

The  RPA  has  long  been  involved  as  an  advocate  for  socio-economic  research-that  is,  research 
focusing  on  the  organization  and  delivery  of  medical  care.  To  that  end,  RPA  supported  creation  of 
the  Agency,  which  is  charged  with  producing  and  disseminating  information  about  quality,  cost 
and  medical  effectiveness  of  health  care  needed  to  guide  policy.   The  Agency  supports  studies 
on  the  outcomes  of  health  care  services  and  procedures  used  to  prevent,  diagnose,  treat,  and 
manage  illness  and  disability. 

The  Clinton  Administration's  FY  95  budget  request  represents  a  12  percent  increase  for  AHCPR. 
Priority  will  be  given  to  research  on  health  care  costs,  quality  and  access.   Investigation  into  how 
health  care  delivery  can  be  improved,  and  special  health  services  and  technology  research 
programs,  and  research  training  will  be  highlighted.  Information  acquired  from  these  activities  is 
expected  to  be  critical  in  evaluating  approaches  to  health  system  reform. 

AHCPR's  Medical  Treatment  Effectiveness  Program  supports  four  activities:  effectiveness 
research,  practice  guideline  development,  development  of  research  data  bases  and  information 
dissemination.   In  essence,  the  research  conducted  aims  to  answer  the  fundamental  questions 
"what  is  the  impact  of  medical  care?,  do  patients  benefit?,  what  treatments  are  best?,  are  health 
care  resources  well-spent?".  A  7  percent  increase  is  proposed  for  the  Medical  Treatment 
Effectiveness  Program  (MEDTEP)  in  FY  '95.   RPA  supports  the  conduct  of  research  through  the 
Medical  Treatment  Effectiveness  Program  which  we  believe  will  contribute  to  more  informed 
clinical  decision-making  and  a  more  effective  and  efficient  health  care  system. 
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The  conduct  of  outcomes  research  by  the  Agency  is  based  on  several  factors:  the  number  of 
people  affected,  extent  of  variation  in  clinical  practice,  and  costliness  of  treatment.   Outcomes 
research  on  end  stage  renal  disease  should  be  included  in  future  activities  conducted  through 
this  program.  Collectively,  kidney  diseases  represent  on  of  our  nation's  most  acute  and  growing 
public  health  problems.   Direct  costs  associated  with  kidney  diseases  are  estimated  to  be  more 
than  $50  billion  each  year.   The  number  of  people  who  completely  lose  kidney  function  is  rising  at 
an  annual  rate  of  nearly  10%.  In  order  to  improve  the  quality  and  cost-effectiveness  of  care  being 
provided  to  the  ESRD  population,  providers  will  need  access  to  findings  which  this  research 
project  will  provide.   RPA  recommends  that  congress  increase  funding  for  AHCPR  by  $30  million 
over  the  FY  94--level--(another  $15  million  above  the  President's  reouest)  to  include  funds  directed 
toward  outcomes  studies  on  interventions  for  end  stage  renal  disease. 

National  Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases  (NIDDK): 

NIDDK-supported  investigators  recently  have  made  significant  progress  that  sheds  light  on  the 
causes,  treatment,  and  prevention  of  kidney  disease.   The  institute  is  now  poised  to  rapidly  exploit 
opportunities  created  by  these  advances  with  new  initiatives. 

For  example,  two  major  clinical  trials  designed  to  prevent  the  progression  of  kidney  disease  to 
kidney  failure  have  been  completed:   The  Modification  of  Diet  in  Renal  Disease  study  (MDRD) 
demonstrated  that  when  blood  pressure  is  maintained  at  a  lower  level  than  is  customarily  targeted 
(140/90),  the  decline  in  kidney  function  was  significantly  retarded  in  those  persons  with  clinically 
meaningful  amounts  of  protein  in  their  urine.  The  other  clinical  trial,  just  completed,  demonstrated 
that  a  specific  type  of  antihypertensive  medication,  classified  as  an  angiotensin-converting 
enzyme  inhibitor  (Captopril),  significantly  retarded  the  progression  of  renal  disease  in  insulin- 
dependant  diabetics  with  chronic  renal  failure.   The  results  of  this  study  have  provided  physicians 
with  an  effective  therapy  for  diabetics  with  renal  disease. 

The  NIDDK  has  begun  the  pilot  phase  of  a  clinical  trial-The  African  American  Study  of  Kidney 
Disease  and  Hypertension-to  determine  whether  the  progressive  renal  disease  associated  with 
hypertension  in  African  Americans  can  be  prevented  by  antihypertensive  therapy.   With  the 
launching  of  this  major  clinical  trial,  there  is  also  an  opportunity  for  basic  research  to  focus  on  the 
physiology  and  pathophysiology,  as  well  as  the  genetic  and  immunogenetic  mechanisms, 
underlying  the  development  of  hypertension-associated  kidney  disease  and  its  progression  to 
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ESRD  in  African  Americans.  It  is  hoped  that  this  combination  of  clinical  and  basic  research  will 
provide  clues  to  preventing  or  delaying  ESRD  in  this  population. 

The  RPA  believes  that  further  congressional  attention  should  be  directed  to  the  NIDDK's  current 
study  on  morbidity  and  mortality  in  dialysis.  In  their  fiscal  year  1993  reports,  the  House  and 
Senate  Committees  expressed  support  for  NIDDK's  efforts  to  better  understand  morbidity  and 
mortality  associated  with  dialysis.  Peritoneal  dialysis,  the  third  most  common  form  of  treatment  for 
ESRD  in  the  U.S.,  is  used  more  frequently  in  other  countries  around  the  world,  and  it  appears  that 
it  may  be  underutilized  in  this  country.  A  significant  "drop-out"  rate  exists  for  this  form  of  therapy. 
The  factors  which  contribute  to  this  are  unclear  and  need  to  be  investigated.  Additional  funds  are 
therefore  needed  in  FY  95  to  allow  the  NIDDK  to  fully  support  its  current  project  aimed  at 
understanding  morbidity  and  mortality  in  dialysis,  and  determining  the  possible  benefits  of  optimal 
peritoneal  dialysis  therapy  on  patient  survival,  illness,  and  quality  of  life.  RPA  recommends  that 
Congress  appropriate  $798  million  for  NIDDK.  an  increase  of  1 1 .5%  over  the  FY  94  level.  In 
addition.  RPA  supports  the  recommendation  of  the  Ad  Hoc  Group  for  Medical  Research  Funding. 
for  an  appropiation  of  $1 1 .95  billion  in  funding  for  the  NIH.  overall,  in  FY  95.  The  RPA  appreciates 
the  committee's  consideration  of  our  views. 
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NATIONAL 
CAPTIONING 
INSTITUTE, 
INC. 


TESTIMONY  SUBMITTED  TO  THE 
APPROPRIATIONS  SUBCOMMITTEE  ON  LABOR,  HHS,  EDUCATION 

March  1994 


Thank  you,  Mr.  Chairman,  for  the  opportunity  to  submit 
testimony  in  support  of  funding  for  the  Department  of  Education's 
Media  and  Captioning  Services  division.  This  program  supports 
thousands  of  hours  of  captioned  television  programs  annually. 

The  National  Captioning  Institute  (NCI)  urges  the  committee  to 
increase  funding  for  Media  and  Captioning  Services  for  FY  1995  by 
$1  million  above  the  current  level  of  $18,642  million  to  provide 
funding  for  the  captioning  of  cable  programming. 

Additionally,  NCI  reguests  that  the  committee  add  a  provision 
to  the  Department  of  Education  appropriations  bill  that  requires 
that  all  educational  television  and  video  programming  funded  with 
federal  funds  be  captioned. 

NCI  is  a  nonprofit  corporation  created  with  the  help  of 
Congress  in  1979.  The  National  Captioning  Institute  introduced  the 
closed-captioning  television  service  in  March  1980.  In  its  14-year 
history,  NCI  has  expanded  access  to  entertainment  media  for  deaf 
and  hard-of -hearing  people.  In  addition,  NCI  has  the  sole 
responsibility  for  TeleCaption  decoder  development,  consumer 
research,  public  awareness  efforts,  and  many  other  activities. 
Headquartered  in  Falls  Church,  Virginia,  it  has  offices  in 
Hollywood,  New  York  City,  and  Peterborough,  England. 

Federal  funding  is  largely  responsible  for  the  evolution  of 
the  captioning  service.  It  was  federal  funds  that  helped  establish 
NCI  and  it  has  been  federal  funds  that  have  expanded  the  amount  of 
captioned  programming  on  television. 

In  1980,  when  NCI  began  its  captioning  service,  only  16  hours 
per  week  of  television  was  captioned.  Today,  as  a  result  of 
federal  funding,  over  835  hours  of  network,  public  television, 
syndicated,  and  cable  programming  are  available  per  week.  ABC, 
NBC,  and  CBS  now  broadcast  over  80  percent  of  their  programming 
with  captions.  PBS  has  captions  on  all  of  its  nationally 
distributed  programming. 
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Congress  has  also  expanded  the  captioning  service  by  passing 
legislation,  the  Television  Decoder  Circuitry  Act,  reguiring  that 
televisions  be  eguipped  with  built-in  captioning  capability.  The 
decoder  circuitry  act,  implemented  last  year,  ensures  that  20 
million  households  each  year  will  gain  access  to  captions. 

With  this  new  viewer  access  to  captions,  there  has  been  an 
increased  demand  for  more  captioned  programming.  Congress  can 
continue  its  leadership  role  in  the  expansion  of  this  service  by 
increasing  funding  for  Media  and  Captioning  Services  to  allow  for 
greater  captioning  on  cable. 

According  to  NCI  research  reported  in  May,  1992,  closed- 
caption  viewers  subscribe  to  cable  at  a  rate  higher  than  the 
national  average  (72%  v.  62%).  They  also  subscribe  to  pay-TV  at  a 
rate  higher  than  the  national  average  (39%  v.  26%). 

NCI  believes  that  the  cable  industry  wants  to  make  its 
programs  more  accessible  to  deaf  and  hard-of-hearing  customers. 
Federal  funds  are  necessary  to  make  this  happen,  just  as  federal 
dollars  were  needed  to  encourage  the  broadcast  networks  to  expand 
the  amount  of  captioning  on  their  programming. 

NCI  also  urges  the  subcommittee  to  add  a  provision  in  the 
Department  of  Education  section  of  the  appropriations  bill  to 
reguire  that  all  federally-funded  educational  television  and  video 
programming  be  captioned.  Precedents  for  this  kind  of  reguirement 
already  exist  —  all  presidential  campaign  commercials  must  be 
captioned  if  the  candidate  receives  federal  matching  funds  and  all 
federally-funded  public  service  announcements  must  be  captioned. 

Captioned  television  serves  as  a  particularly  beneficial 
educational  tool  in  the  classroom.  Research  has  shown  that  as  a 
result  of  watching  captioned  television,  people,  both  deaf  and 
hearing,  have  a  better  understanding  of  the  content  of  the 
television  program,  better  spelling,  vocabulary  and  word 
comprehension . 

In  the  last  several  years,  nearly  half  of  all  decoders  sold 
have  been  purchased  by  people  learning  English  as  a  Second 
Language,  not  by  deaf  or  hard-of-hearing  people.  These  consumers 
realize  the  educational  benefits  of  captioning  and  are  using  the 
technology  to  improve  their  language  and  literacy  skills. 

Specific  language  reguested  is:  "Each  recipient  of  a  grant 
under  programs  in  this  section  involving  television  or  video 
programming  must  provide  closed  captioning,  where  appropriate." 
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In  conclusion,  Congress  has  taken  a  leadership  role  in  the 
development  and  expansion  of  the  captioning  service.  Congress 
should  continue  its  role  by  encouraging  more  captioned  cable 
programming,  a  priority  among  deaf  and  hard-of -hearing  viewers,  and 
reguiring  that  educational  television  and  video  programming  funded 
by  the  federal  government  be  accessible  to  all  people  regardless  of 
their  ability  to  hear. 


National  Captioning  Institute 
5203  Leesburg  Pike 
Falls  Church,  VA   22041 
(703)  998-2400  (voice/TDD) 
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Mr.  Chairman,  I  am  Miriam  Feder,  Executive  Director  of  the 
Dystrophic  Epidermolysis  Bullosa  Research  Association  (D.E.B.R.A.) 
of  America,  Inc. . 

Dana  Marquardt  has  in  previous  years  had  the  honor  to  testify 
before  this  committee.  She  is  a  young  woman  severely  affected  by 
Epidermolysis  Bullosa.  Today  I  submit  the  testimony  to  you  on 
behalf  of  Dana  and  the  100,000  Americans  who  suffer  from  some  form 
of  EB. 

When  Dana  was  born  on  April  27,  1971,  she  was  presented  to  her 
mother  with  sacs  of  fluid  hanging  from  her  tiny  hands  and  feet. 
Her  parents  didn't  hear  the  words  "Congratulations".  Along  with 
their  baby  daughter,  her  mother  and  father  were  also  the  parents  of 
uncertainty.  The  doctors  began  their  efforts  to  discover  the 
genetic  defect  that  would  change  their  lives  forever.  Weeks  later, 
they  were  still  looking  for  clues  as  to  what  might  be  causing  this 
strange  skin  abnormality.  Two  hospitals  and  three  months  later, 
Dana's  parents  brought  her  home  with  a  diagnosis  of  Recessive 
Dystrophic  Epidermolysis  Bullosa. 

EB  is  a  disease  as  complicated  as  the  care  and  attention  it 
requires.  Every  day  Dana's  mother  changes  her  bandages  and  drains 
the  fluid  from  the  blisters  that  result  from  excessive  friction  to 
her  skin  so  that  the  blisters  will  not  spread  and  become  larger. 
A  topical  antibiotic  ointment  is  applied  to  the  blisters  and  opened 
sores  to  reduce  the  amount  of  infection.  After  this  is  done,  she 
covers  all  her  lesions  with  sterile  pads  and  secures  them  with  a 
wrap  of  gauze  bandage  and  paper  tape.  Dana's  dad  manages  the  sea 
of  red  tape  that  also  accompanies  this  condition.  He  battles  with 
insurance  forms  and  medical  claims,  fights  to  have  her  cases  of 
bandages  delivered  from  the  health  care  service,  he  handles  all  the 
hospital  arrangements  when  surgery  is  needed  and  makes  sure  Dana 
has  the  best  doctors  who  are  competent  and  v/ell  informed  about  EB. 

Dana  constantly  fights  a  losing  battle  with  her  own  body.  As 
she  begins  to  notice  an  improvement  in  her  skin,  the  war  is 
declared  once  again.  She  wakes  up  the  next  morning  with  a  massive 
breakdown  of  blisters  and  new  lesions,  only  to  start  the  process 
all  over  again.  When  her  appetite  begins  to  improve,  her  throat 
betrays  her  and  forms  a  blister  so  that  eating  even  ice  cream  can 
be  extremely  painful.  She  has  long  since  given  up  the  war  to 
regain  the  use  of  her  fingers,  which  have  webbed  into  a  fist  due  to 
scar  tissue.  After  many  hand  surgeries,  which  brought  only 
temporary  relief,  she  has  learned  to  manage  well  without  fingers 
but  needs  to  use  both  hands  for  even  the  simplest  functions. 

The  emotional  aspect  of  EB  is  often  worse  than  the  physical 
pain.  It  robs  a  person  of  independence  and  self-esteem.  Dana  must 
rely  on  her  parents  for  practically  everything  needed  during  the 
course  of  daily  living.  She  needs  to  be  dressed  because  she  lacks 
the  physical  agility  it  takes  to  maneuver  a  shirt  and  pants  into 
position  and  to  put  socks  and  shoes  on  her  feet.   She  cannot  bathe 
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on  her  own  because  she  has  difficulty  getting  into  the  tub,  and 
removing  bandages.  When  she  eats,  her  food  has  to  be  cut  for  her. 
These  are  only  the  basics  for  living. 

Dana  is  fully  dependent  upon  others,  even  for  some  mobility. 
Her  motorized  wheelchair  must  be  transported  wherever  she  goes. 

She  has  never  participated  in  childhood.  She  watched  children 
enjoying  play  through  her  living  room  window.  She  was  reminded  of 
her  extreme  fragility  even  when  with  other  disabled  children.  In 
grade  school  her  wounds  didn't  permit  her  to  participate  in  a 
simple  school  yard  recess.  Dana  always  is  reminded  of  how 
different  she  is.   EB  took  away  her  childhood. 

I  am  pleased  to  report  that  the  prognosis  for  a  child  born 
with  EB  today  is  far  brighter  than  in  1971.  Extraordinary  advances 
in  EB  research  promise  cure  and  prevention.  The  level  of  this  work 
has  created  scientific  breakthroughs  thought  impossible  only  five 
years  ago.  Most  of  this  science  has  been  supported  by  funds  that 
you  have  appropriated  to  the  NIAMS.  Your  support  has  created  the 
opportunity  for  researchers  to  identify  the  mutations  underlying 
Koebner  and  Weber-Cockayne  EBS,  in  addition  to  Dowling-Meara  cases, 
and  to  find  mutations  in  the  Kalinin  genes  in  cases  of  Junctional 
EB  for  the  first  time.  Over  20  cases  of  Recessive  Dystrophic  EB 
have  been  characterized  at  the  molecular  level  and  involve 
mutations  in  Type  VII  Collagen.  Using  the  information  showing  that 
the  Type  VII  Collagen  gene  is  linked  to  Recessive  Dystrophic  EB,  a 
test  for  this  gene  was  designed  and  performed  during  the  10th  week 
of  pregnancy  of  a  parent  with  a  child  with  Recessive  Dystrophic  EB. 
The  prediction  was  for  a  healthy  baby  that  would  not  need  any 
special  birthing  precaution  plans  or  for  early  specialized  neonatal 
care.  A  7  lb.  7  oz.  baby  girl  was  born  on  October  9,  1993.  There 
has  been  successful  prenatal  diagnosis  of  Junctional  EB  using  anti- 
body tests  for  Kalinin  in  amniotic  fluid,  and  three  successful 
prenatal  tests  for  Recessive  Dystrophic  EB  from  chorionic  villi. 

Future  prospects  include  pre-implantation  testing  for 
Dystrophic  Epidermolysis  Bullosa,  and  gene  replacement  therapy  for 
Dystrophic  Epidermolysis  Bullosa  and  Junctional  Epidermolysis 
Bullosa. 

We  remain  concerned  about  the  level  of  funding  for  NIAMS 
because  the  award  rates  are  below  the  NIH  average  and  fear  numerous 
promising  research  opportunities  may  be  lost.  Recent  advances  for 
people  like  Dana  need  to  be  seen  to  fulfillment.  Therefore,  we  ask 
that  you  increase  the  funding  to  NIAMS  by  12%  in  FY95  raising  the 
funding  level  to  $250  million  in  FY95. 

Every  American  household  will  be  affected  by  your  decision. 
Every  American  family  will  at  one  time  be  affected  by  the  diseases 
funded  by  the  NIAMS. 


77-364  0—94 41 
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Thank  you  and  your  committee  for  your  dedication  and  devotion 
to  biomedical  research  and  to  the  betterment  of  the  human 
condition. 

On  behalf  of  all  people  suffering  from  EB,  thank  you  for  the 
opportunity  of  submitting  this  presentation. 
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The  American  Society  for  Microbiology  (ASM)  appreciates  the  opportunity  to  submit  a  written  statement 
on  the  fiscal  year  1995  appropriation  for  the  National  Institutes  of  Health  (NIH).  The  ASM  is  the  largest 
life  science  society  in  the  world  with  over  39,000  members.  ASM  members  are  involved  in  the  important 
areas  of  infectious  and  immunological  diseases,  molecular  biology  and  genetics,  biotechnology  and  public 
health. 

The  ASM  sincerely  appreciates  the  support  of  this  Subcommittee  for  health  research  and  for  the  important 
programs  of  the  National  Institutes  of  Health.  We  understand  the  reality  of  increasing  constraints  facing 
the  Subcommittee  because  of  OBRA  1993,  which  requires  a  freeze  on  funding  for  all  discretionary 
programs.  However,  we  believe  we  have  a  responsibility  to  inform  the  Subcommittee  of  the  public  health 
needs  facing  the  country  and  to  bring  our  recommendations  for  the  NTH  budget  before  the  Subcommittee 
for  consideration  as  it  deliberates  spending  priorities  for  the  coming  year.  Health  research  represents  only 
about  2%  of  the  nation's  overall  health  care  budget,  but  the  return  on  this  small  investment  is  enormous  in 
terms  of  real  and  potential  cost  savings.  There  are  many  examples  of  how  biomedical  research  contributes 
to  health  care  cost  savings.  For  example,  less  than  $27  million  in  NIH  research  funds  were  spent  to 
determine  that  a  bacterium  was  correlated  with  chronic  peptic  ulcers.  The  use  of  antibacterial  therapy  for 
this  disease  will  save  $760  million  each  year,  28  times  the  initial  investment    By  investing  more  today  in 
solving  public  health  problems,  the  nation  stands  to  save  billions  tomorrow. 

The  ASM,  therefore,  recommends  that  Congress  increase  the  appropriation  for  fiscal  year  1995  for  the 
National  Institutes  of  Health  (NIH)  by  $1  billion  over  fiscal  year  1994,  as  recommended  by  the  Ad  Hoc 
Group  for  Medical  Research  Funding    This  increase,  which  represents  a  9%  increase  over  fiscal  1994, 
would  provide  more  adequate  support  than  the  Administration's  budget  request  for  vital  activities  related 
to  basic  and  clinical  research,  research  training  and  research  infrastructure. 

The  ASM  applauds  the  Administration's  inclusion  of  public  health  initiatives  within  Title  III  of  the  Health 
Security  Act.  The  ASM  is  particularly  pleased  to  note  the  inclusion  of  infectious  diseases  as  an  area 
highlighted  for  special  attention.  Vaccines  are  among  the  most  powerful  tools  that  have  been  developed 
for  prevention  of  disease  and  their  cost  effectiveness  has  been  demonstrated  for  smallpox,  measles,  polio 
and  most  recently,  Haemophilus  influenzae  type  b  (Hib).  The  use  of  Hib  vaccine  is  projected  to  save  nearly 
$400  million  annually  for  each  cohort  of  children  immunized  in  the  U.S.  We  note,  however,  that  the  public 
health  initiatives  included  in  the  Administration's  bill  have  no  identified  source  of  funding  to  support  them. 
We  believe  that  funding  for  this  important  expansion  of  NIH's  prevention  research  activities  should  be  in 
addition  to  the  current  NIH  budget  and  not  transferred  from  existing  activities.  As  the  nation  proceeds 
with  health  care  reform,  it  is  crucial  that  health  research  as  well  as  prevention-oriented  public  health  policy 
be  a  component  of  plans  for  reform. 

With  these  recommendations  in  mind,  the  American  Society  for  Microbiology  would  like  to  focus  its 
testimony  on  the  importance  of  infectious  diseases,  both  established  and  emerging,  and  urge  Congress  to 
ensure  appropriate  federal  funding  levels  for  infectious  and  immunological  research  at  the  National 
Institute  of  Allergy  and  Infectious  Diseases  (NIAID).  Last  year,  the  ASM  brought  its  concerns  to  both  the 
Congress  and  the  Administration  that  proposed  funding  reductions  would  have  an  extremely  adverse  effect 
on  research  in  infectious  diseases  and  immunology  at  the  NIAID.  The  ASM  does  not  want  to  detract  from 
the  importance  of  the  efforts  being  applied  to  AIDS  research;  but  it  does  want  to  emphasize  the  problems 
of  the  emergence  of  new  virulent  agents  and  the  reemergence'of  older  infectious  agents  previously  thought 
to  be  under  control. 

In  fiscal  year  1994,  the  NIAID's  non-AIDS  budget  was  required  to  absorb  the  entire  amount  of  budget  cuts 
that  were  assessed  on  NIAID's  total  budget,  AIDS  plus  non-AIDS.  The  method  used  to  compute  and 
allocate  budget  reductions  at  NIH  resulted  in  a  $56.8  million  reduction  for  NIAID,  which  was  deducted 
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only  from  the  non-AIDS  budget.  Furthermore,  without  the  Administration's  earmarks  and  investment 
initiatives  for  tuberculosis  and  vaccines,  NIAID's  non-AIDS  budget  is  actually  8%  lower  in  fiscal  1 994  than 
in  fiscal  1993.  The  NIAID  will  be  able  to  fund  unsolicited  non-AIDS  research  project  grants  only  with 
percentile  scores  of  10  or  better,  compared  with  those  of  14  or  better  in  1993.  Approximately  86  fewer 
grants  will  be  funded  in  non-AIDS  research,  6%  fewer  than  in  fiscal  1993,  and  about  30  training  slots  will 
be  lost  in  microbiology,  immunology  and  infectious  diseases.  The  Institute's  research  programs  related  to 
infectious  and  immunological  diseases  are  being  critically  impaired.  The  ASM  is  concerned  that  continued 
underfunding  of  infectious  disease  research  will  have  a  lasting  and  profound  effect  on  the  U.S.  population. 

Last  year,  the  Institute  of  Medicine  (IOM)  issued  a  report  entitled  "Emerging  Infections:  Microbial 
Threats  to  Health  in  the  U.S."  The  New  York  Times  called  the  report,  "a  wake-up  call  to  doctors,  medical 
schools,  government  officials  and  the  public  to  end  complacency  over  infectious  diseases."  Disease- 
causing  agents  are  far  from  eliminated  as  a  public  health  problem,  and  the  U.S.  population  is  increasingly 
vulnerable  to  an  expanding  array  of  new  and  emerging  infectious  diseases.  This  grim  fact  is  illustrated  by 
front-page  news  stories  this  past  year  about  the  spread  of  Lyme  disease;  the  sudden  appearance  of  a  deadly 
respiratory  illness  caused  by  a  previously  unknown  hantavirus  which  has  been  detected  in  at  least  nine 
states;  the  emergence  of  a  bacterial  pathogen,  Escherichia  Coli  0157:H7  which  caused  a  multi-state 
foodborne  outbreak  of  bloody  diarrhea  and  kidney  failure,  and  an  obscure  intestinal  parasite, 
Cryptosporidium,  which  caused  an  unprecedented  waterborne  disease  outbreak  in  the  U.S.  Infectious 
agents  continue  to  contaminate  our  nation's  food  and  water  supplies.  Over  9,000  deaths  were  attributed  to 
foodborne  infectious  diseases  in  1992.  The  situation  worsens  when  we  consider  that  our  antimicrobial 
drugs  are  becoming  less  effective  against  many  infectious  agents.  There  is  a  growing  epidemic  of  microbial 
resistance  and  this  scientific  challenge  must  be  addressed.    The  incidence  of  rabies  is  on  the  rise.  Children 
in  day  care  centers,  now  numbering  over  1 1  million,  are  increasingly  at  risk  for  hepatitis  A, 
cryptosporidiosos,  respiratory  illness  and  middle  ear  infections.  Childhood  ear  infections  increased  150% 
between  1975  and  1990. 

Infectious  agents  may  be  causing  diseases  once  considered  noninfectious.  Helicobacter  pylori  infections, 
for  example,  are  being  associated  with  peptic  ulcer  disease,  and  sexually  transmitted  human  papillomavirus 
is  associated  with  cervical  cancer.  Hepatitis  C  virus  has  recently  been  suggested  as  the  most  significant 
cause  of  chronic  liver  disease  and  cirrhosis  in  the  U.S.  Chlamydia  infections  are  implicated  in  infertility  and 
more  recently  have  been  tentatively  linked  to  coronary  artery  disease.  Rodent  borne  hantavirus  may  play  a 
role  in  hypertensive  renal  disease.  Twenty-five  percent  of  cancers  in  the  U.S.  may  be  directly  or  indirectly 
caused  by  viruses.  Viruses  may  also  be  implicated  in  Sjogren's  syndrome,  multiple  sclerosis,  Alzheimer's 
disease,  connective  tissue  diseases,  Kawasaki  disease,  and  juvenile  onset  diabetes  mellitus. 

The  industrialized  world  may  not  realize  that  infectious  diseases  remain  the  leading  cause  of  death 
worldwide.  However,  even  in  the  U.S.,  infectious  disease  still  account  for  25%  of  all  visits  to  physicians 
each  year  and  antimicrobial  agents  are  the  second  most  frequently  prescribed  class  of  drugs.  Infectious 
diseases  have  a  staggering  impact  on  health-care  costs.  Each  year,  between  9  million  and  1 1  million 
people,  of  whom  3  million  are  adolescents,  contract  at  least  one  sexually  transmitted  disease  (STDs).  The 
treatment  of  STDs,  and  their  sequelae-pelvic  inflammatory  disease,  infertility,  ectopic  pregnancy,  cervical 
cancer,  fetal  wastage,  prematurity,  and  congenital  infection  —  result  in  treatment  costs  exceeding  $5  billion. 
STDs  can  increase  the  transmission  of  HIV  3  to  5  fold.  In  the  U.S.,  the  cost  of  treating  all  persons  with 
HIV  is  expected  to  increase  48%  from  $10.3  billion  in  1992  to  $15  2  billion  in  1995.  Tuberculosis  is  once 
again  a  serious  threat  to  the  public  health  of  this  country.  TB  has  infected  one-third  of  the  world's 
population  and  an  estimated  15  million  Americans  are  infected  with  the  TB  organism  and  may  develop 
clinical  TB  at  some  time  in  their  lives.  Multi-drug  resistant  (MDR)  strains  of  TB  are  emerging  and  add 
another  dimension  of  concern  to  this  threat  to  public  health.  TB  is  difficult  to  diagnose  and  it  is  costly  to 
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treat.  Current  treatment  for  TB  is  $12,000  per  patient  with  the  treatment  cost  for  MDR  TB  as  much  as 
$180,000  per  patient.  Annual  direct  medical  costs  due  to  nosocomial  infections  reached  $4  5  billion  in 
1992.  Influenza  produces  direct  medical  costs  approaching  $5  billion. 

The  1 992  IOM  report  noted  that  disease  emergence  will  be  affected  by  climate  changes;  the  increased 
magnitude  and  speed  of  international  travel;  growth  of  the  world's  population  and  more  crowding  in  urban 
areas;  the  breakdown  of  or  changes  in  public  health  measures;  the  increased  evolution  of  drug-resistant 
organisms;  and  increased  use  of  immunosuppressive  therapies. 

As  we  enter  one  of  the  most  challenging  periods  in  our  history  because  of  the  emergence  of  new,  more 
virulent  infectious  agents  and  the  reemergence  of  older  infectious  agents,  it  is  imperative  that  the  NIAID  be 
able  to  maintain  strong  and  adequately  funded  research  and  training  programs  to  respond  to  the  growing 
number  of  infectious  disease  problems  facing  the  U.S.  Basic  research  is  critical  to  increased  understanding 
of  the  microbes  that  cause  human  disease  and  the  immune  system  that  provides  protection  from  microbial 
invaders.  Training  is  also  necessary  to  build  a  critical  mass  of  investigators  with  appropriate  expertise  in 
areas  related  to  infectious  diseases.  With  more  adequate  resources,  the  NIAID  can  more  fully  realize 
opportunities  to  prevent  unnecessary  suffering  and  reduce  the  economic  burden  of  infectious  diseases.  We 
believe  that  the  Administration's  fiscal  1 995  budget  request  for  non-AIDS  research  at  the  NIAID  is  a  step 
in  the  right  direction  for  increasing  funding  for  infectious  and  immunological  diseases.  However,  in  view 
of  the  magnitude  of  the  problem  we  are  facing  with  infectious  and  immunological  diseases,  we  believe 
additional  resources  of  as  much  as  $200  million  for  the  NIAID  are  justified.  This  would  enable  NIAID  to 
expand  its  investment  in  basic  research  and  training,  provide  additional  funding  for  TB,  STDs,  exploit  the 
new  area  of  topical  microbicides  and  develop  the  foundation  for  further  advances  in  immunology, 
infectious  diseases  and  vaccine  development. 

The  N1H  is  uniquely  positioned  to  return  the  investment  in  its  basic  research  programs  into  clinical 
advances  and  health  care  cost  savings.  We  urge  Congress  to  provide  increases  in  the  NIH's  budget  in  the 
appropriations  process  to  ensure  stability  and  growth  for  one  of  our  nation's  most  valuable  agencies. 
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New  York  University  Medical  Center 

550  First  Avenue,  New  York,  NY  10016 

April  5,  1994 


Chairman  and  distinguished  Members  of  the  Subcommittee  on  Labor,  Health  and  Human 
Services,  and  Education  of  the  House  Appropriations  Committee,  this  testimony,  on  behalf  of  the 
New  York  University  (NYU)  Medical  Center,  is  in  support  of  the  programs  of  the  National  Institutes 
of  Health  (NIH).  Thank  you  for  this  opportunity  to  submit  testimony  and  for  your  continued  support 
of  biomedical  research  efforts.  Your  leadership  in  protecting  and  supporting  medical  research  is 
deeply  appreciated,  especially  in  the  face  of  numerous  efforts  in  the  past  few  years  to  erode  the 
financial  support  for  medical  research.  Unfortunately,  these  cuts  in  research  funding  come  just  as 
scientists  are  on  the  brink  of  important  new  discoveries  that  can  save  human  life  and  avoid 
unnecessary  pain  and  suffering. 

My  name  is  Saul  J.  Farber,  M.D.,  MACP,  and  I  am  Provost  and  Dean  of  the  NYU  Medical  Center. 
In  this  testimony,  I  will  describe  :  [1]  NYU  Medical  Center;  [2]  the  instrumentation  needs  of  the 
Medical  Center  in  order  to  pursue  critical  medical  research  opportunities;  and  [3]  the  dire  state  of 
important  financial  resources  at  the  National  Center  for  Research  Resources. 

NYU  was  founded  in  1831  and  is  the  largest  private  university  in  the  United  States,  with  a 
current  enrollment  of  47,000  students.  NYU  includes  13  schools,  colleges  and  divisions  and 
occupies  six  major  centers  in  Manhattan.  The  motto  of  the  University  is  "A  private  University  in  the 
public  service".  The  NYU  Medical  Center,  a  key  component  of  NYU,  encompasses  one  health  care 
philosophy  with  three  key  priorities:  education  of  future  physicians,  exemplary  patient  care,  and 
innovative  scientific  research. 

In  terms  of  patient  care,  29,000  patients  are  admitted  to  the  Medical  Center's  Tisch  Hospital 
annually.  In  addition,  NYU  faculty  serve  as  the  attending  physicians  at  Bellevue  Hospital-New  York 
City's  largest  municipal  hospital  where  over  400,000  patients  are  treated  each  year.  In  fact,  the 
NYU/Bellevue  campus  provides  care  to  the  largest  AIDS  and  TB  patient  populations  in  New  York 
City.  NYU  physicians  also  staff  the  Coldwater  Memorial  Hospital-the  City's  largest  chronic  care 
facility. 

NYU  Medical  Center  has  historically  been  recognized  for  its  leadership  in  medical  research, 
physician  education  and  clinical  care  programs.  Recently,  the  Medical  Center  has  made  an 
important  strategic  decision-and  a  highly  visible  investment-to  expand  its  level  of  research  activity 
and  become  a  biomedical  research  institute  of  the  first  order.  The  opening  in  October  1993,  of  the 
86,434  net  square  foot  Skirball  Institute  for  Biomolecular  Medicine  was  a  defining  moment  for  the 
Medical  Center,  signaling  a  new  era  of  purpose  and  institutional  commitment  to  a  research-oriented 
mission. 

The  focus  and  central  principle  of  the  Skirball  Institute  is  to  form  a  bridge  between  basic  science 
and  the  clinical  departments.  This  link  between  basic  science  research  and  its  successful  conversion 
to  clinical  applications  is  crucial  to  the  continued  viability  and  excellence  in  American  biomedical 
research.    There  are  three  priority  multi-disciplinary  research  programs  at  the  Institute  including: 

►  Developmental  genetics:  which  will  take  advantage  of  transgenic  mice  as  experimental  models 
in  the  fight  against  important  human  disease; 

►  Neurobiology:  to  strengthen  the  molecular  approach  to  the  nervous  system;  and 

►  Molecular  Pathogenesis:  which  will  focus  on  human  defense  mechanisms  against  microbial 
infections,  cancer,  and  other  major  diseases. 
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The  multi-disciplinary  research  programs  at  the  Skirball  Institute  will  support  basic  and  clinical 
research  in  dreaded  diseases  associated  with  inner-city  populations,  such  as  Acquired 
Immunodeficiency  Syndrome  (AIDS),  Tuberculosis  (TB),  and  breast  and  prostate  cancer.  The  ultimate 
goal  is  to  make  the  Skirball  Institute  for  Molecular  Medicine  a  human  disease  center  focusing  on 
alternative  molecular  approaches  to  treat  various  important  diseases.  At  the  same  time,  the  Institute 
will  actively  engage  the  physicians  and  the  scientists  in  the  clinical  research  units  in  teaching  and 
research,  so  an  awareness  of  the  molecular  models  and  assays  are  available  at  the  bedside. 

The  application  of  new  and  exiting  basic  research  techniques  from  molecular  and  cellular 
biology,  as  well  as  structural  biology,  to  many  aspects  of  clinical  research,  poses  problems  that  have 
not  yet  been  encountered.  These  technologies  are  still  new  and  complex  and  there  are  few  research 
centers  where  clinicians  are  adequately  trained  in  their  applications.  The  can  be  achieved  best  in 
a  setting  where  there  is  a  blend  of  clinical  and  non-clinical  scientists  with  expertise  in  the  field.  The 
Skirball  Institute  provides  the  perfect  environment  for  translating  bench  research  into  clinical 
practice. 

The  Skirball  Institute  will  also:  [1]  facilitate  collaboration  between  academia  and  industry;  and 
[2]  establish  new  working  relationships  with  industry  and  academia  to  spur  the  development  of  new 
technologies  and  the  formation  of  new  companies  in  the  advanced  technology  sector.  These  efforts 
will  contribute  to  America's  ability  to  remain  competitive  in  the  global  economy. 

The  Skirball  Institute  provides  an  unparalleled  opportunity  for  NYU  Medical  Center  to  keep  in 
pace  with  other  national  research  universities  and  leading  biomedical  research  centers  in  the  United 
States  and  abroad.  However,  the  Medical  Center  is  facing  severe  pressure  to  secure  new  sources 
of  research  support,  at  the  same  time  as  the  biomedical  research  community  at  large  is  bracing  for 
lean  years  in  anticipation  of  decreased  funding  from  the  Federal  Government.  In  the  face  of  this 
new  building,  research  at  NYU  Medical  Center  is  threatened  by  serious  losses  in  research  revenue 
if  the  Administration's  plan  to  "pause"  indirect  cost  payments  is  approved  by  Congress.  We  urge 
the  Subcommittee  to  reject  this  proposed  "pause"  that  would  cost  $3  million  in  research  funding  to 
NYU  Medical  Center  in  1995  and  $12  million  in  1996  and  $21  million  by  1997  (when  the  Skirball 
Institute  is  expected  to  be  fully  operational). 

Indeed,  this  is  a  difficult  environment  to  embark  on  our  new  initiative  in  research.  Constructing 
the  Skirball  Institute  in  the  middle  of  New  York  City  took  a  tremendous  investment;  equipping  this 
facility  with  proper  equipment  will  take  even  more.  One  of  the  most  critical  priorities  of  the  Skirball 
Institute  is  ensuring  that  it  contains  state-of-the-art  equipment  to  support  the  paramount  research 
being  conducted. 

The  issue  of  increasing  instrumentation  costs  is  not  unique  to  NYU  Medical  Center.  All  who  are 
involved  in  the  fundamental  biomedical  research  arena  are  dependent  on  the  tremendous  power  of 
the  technologies  we  are  now  harnessing.  I  urge  the  Subcommittee  to  recognize  the  opportunity  for 
advances  in  understanding  the  causes  of  many  diseases,  rests  in  our  ability  take  advantage  of  the 
new  horizons  opened  to  us  by  these  advanced  instruments.  In  fact,  medical  research  has  developed 
clinical  applications  for  many  technologies  but  the  application  of  these  new  technologies  are  limited 
by  government  concern  about  the  expense  of  the  devise.  Many  of  these  devices,  may  in  the  long 
run,  save  money  as  they  supersede  costly  invasive  procedures.  More  importantly,  the  use  of  this 
technology  can  and  does  save  lives. 

NYU  Medical  Center  supports  a  Fiscal  Year  1995  National  Institutes  of  Health  (NIH)  budget  of 
$1 1.9  billion.  This  represents  a  9%  increase  over  last  year's  appropriation  and  provides  a  level  of 
support  for  NIH  that  keeps  pace  with  the  enormous  research  opportunities  before  us  today. 

NYU  Medical  Center  also  urges  the  Subcommittee  to  restore  funding  for  the  NIH  National  Center 
for  Research  Resources  (NCRR)  Biomedical  Research  Support  Grant  (BRSG)  and  the  Shared 
Instrumentation  Grant  (SIG)  Programs.  For  more  than  30  years,  the  BRSG  program  allowed  medical 
schools  to  provide,  under  an  internal  competitive  process,  seed  support  for  young  investigators.  This 
funding  was  invaluable  in  terms  of  young  scientists  having  the  opportunity  to  gain  experience  and 
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accumulate  data  for  submission  of  their  first  formal  (ROD  proposal.  The  SIG  Program  addresses  the 
problem  of  cost  and  budget  constraints  by  encouraging  groups  of  NIH  grantees  to  jointly  compete 
for  a  specific  instrument  that  they  pledge  to  share  among  themselves.  The  philosophy  of  shared 
instrumentation  fits  in  perfectly  with  that  of  the  Skirball  Institute  where  scientists  from  many 
disciplines  are  working  together  to  attain  a  common  goal. 

The  necessity  of  sharing  research  resources  such  as  advanced  instrumentation  is  recognized  and 
embraced  by  NYU  Medical  Center.  Approximately  $50  million  in  funding  will  be  needed  by  NYU 
alone  to  fund  the  instrumentation  needs  at  the  Skirball  Institute.  Instruments  vital  to  the  success  of 
the  Skirball  Institute  include  crystallography  and  nuclear  magnetic  resonance,  as  well  as  the 
development  of  confocal  and  electron  microscopy  and  biocomputing. 

The  Subcommittee  must  restore  adequate  funding  to  the  SIG  Program.  While  funding  was  at  an 
all  time  high  of  $32.5  million  in  FY's  1990  and  1991,  the  program  was  cut  dramatically  in  FY  1992 
when  it  suffered  a  75%  cut  to  $8.7  million.  Concurrently,  the  number  of  research  grants  awarded 
in  FY  1991  was  139,  compared  to  only  39  in  FY  1992.  Funding  has  remained  static  since  that  time. 
Consequently,  it  is  virtually  impossible  to  compete  and  receive  funding  under  this  program  at  the 
present  time. 

Increasing  budget  constraints  and  increasingly  complex  technologies  are  providing  us  with  a 
unique  set  of  opportunities.  Together  we  can  continue  to  explore  and  expand  methods  for  sharing 
scientific  research  instrumentation  for  the  betterment  of  the  health  of  the  American  people.  We  need 
the  Federal  Government  to  remain  a  strong  and  leading  partner  in  these  efforts.  That  will  mean 
restoring  critical  funding  to  the  Biomedical  Research  Support  Grant  and  Shared  Instrumentation  Grant 
Programs  of  the  NCRR  and  rejecting  the  Administration's  request  for  a  "pause"  in  funding  for  indirect 
costs.  The  exciting  research  opportunities  before  us  provide  a  more  pressing  need  now  more  than 
ever  before  to  accomplish  our  biomedical  research  agenda. 

Again,  thank  you  for  giving  NYU  Medical  Center  the  opportunity  to  present  this  testimony.  The 
NYU  Medical  Center  community  is  grateful  to  this  Subcommittee  for  their  interest  and  support  for 
biomedical  research. 


Testimony  .SJF 
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Thank  you  for  the  opportunity  to  submit  testimony  on  FY  1995  appropriations  for  drug 
and  alcohol  treatment  and  prevention  programs  within  the  Department  of  Health  and  Human 
Services  and  specifically  those  funded  by  the  Substance  Abuse  and  Mental  Health  Services 
Administration  (SAMHSA),  the  National  Institute  on  Alcohol  Abuse  and  Alcoholism  (NIAAA) 
and  the  National  Institute  on  Drug  Abuse  (NIDA).  We  have  also  commented  on  funding  for  the 
Department  of  Education  for  the  Safe  and  Drug  Free  Schools  and  Communities  Program. 

This  testimony  is  submitted  by  the  Legal  Action  Center,  a  not-for-profit  law  and  public 
policy  office  that  specializes  in  drug,  alcohol,  AIDS  and  criminal  justice  issues,  and  the  National 
Coalition  of  State  Alcohol  and  Drug  Treatment  and  Prevention  Associations,  a  coalition  of 
twenty-three  state  treatment  and  prevention  associations  from  around  the  country.  These 
associations  represent  the  individuals  on  the  front  lines  of  treatment  and  prevention  activities 
who,  on  a  daily  basis,  confront  the  dramatic  need  to  bolster  existing  services  to  meet  the 
complex  needs  of  individuals  with  drug  and  alcohol  problems. 

Alcoholism  and  drug  dependence  are  among  our  nation's  most  critical  and  costly  health 
problems.  A  1993  report  prepared  by  Brandeis  University  for  the  Robert  Wood  Johnson 
Foundation  estimated  that  untreated  drug  and  alcohol  problems  cost  $166  billion,  or  $700  for 
each  American,  each  year,  in  health  care,  criminal  justice,  social  and  lost  productivity  costs. 
At  the  same  time,  numerous  studies  demonstrate  that  treatment  is  effective  and  reduces  AIDS 
and  other  health  care  expenditures,  crime  and  criminal  justice  costs  and  increases  worker 
productivity. 

President  Clinton's  FY  199S  budget  seeks  critically  needed  increases  in  funding  for  drug 
and  alcohol  treatment,  prevention  and  research  activities  that  will  move  us  closer  to  meeting  his 
promise  of  providing  "treatment  on  demand''  and  provide  real  solutions  to  the  problems  of 
violence,  crime  and  runaway  health  care  costs. 

The  Center  for  Substance  Abuse  Treatment  (CSAT) 

We  urge  the  Subcommittee  to  fund  the  President's  proposal  to  increase  critical  treatment 
services  administered  by  the  Center  for  Substance  Abuse  Treatment  (CSAT).  The  major  funding 
increase  for  treatment  in  the  President's  proposal  is  a  $310  million  treatment  initiative  for 
"hardcore  substance  abusers"  channeled  to  the  states  through  the  Substance  Abuse  Block  Grant. 
We  strongly  support  this  new  initiative  and  also  this  funding  mechanism  which  is  the  most 
equitable  and  efficient  way  to  get  money  to  communities. 

Drug  and  alcohol  treatment  is  one  of  the  most  effective  interventions  to  prevent  crime, 
homelessness,  AIDS,  domestic  violence  and  other  social  and  health  problems.  This  additional 
money  will  help  prevent  these  critical  problems  by  increasing  the  availability  of  treatment  for 
individuals  with  the  most  serious  drug  and  alcohol  problems. 
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We  also  urge  the  Subcommittee  to  fund  the  new  Hardcore  Demonstration  program.  The 
President  proposes  to  redirect  $35  million  from  existing  CSAT  demonstration  programs  to  fund 
projects  that  develop  and  test  models  for  integrating  treatment  services  for  individuals  with 
chronic  problems  into  managed  care  systems  and  primary  health  systems.  We  must  find 
innovative  and  creative  ways  of  integrating  community  based  drug  and  alcohol  services  into  new 
health  care  delivery  systems  without  losing  the  character  of  these  programs  and  equally 
important,  the  elements  that  have  made  them  successful  in  reaching  and  retaining  individuals  in 
treatment.  These  projects  will  provide  guidance  to  the  nation  as  we  move  in  the  direction  of 
integrating  drug  and  alcohol  services  into  the  mainstream  health  care  system. 

The  one  concern  we  have  with  the  President's  budget  for  CSAT  is  that  it  would  reduce 
funding  for  the  AIDS  Outreach  Demonstration  Projects.  While  many  CSAT  programs,  including 
the  new  hard  core  initiative,  provide  direct  treatment  services  to  individuals  who  are  at  risk  for 
HTV  disease,  none  of  these  initiatives  focus  on  preventing  the  spread  of  HTV  through  innovative 
outreach  efforts  that  attract  injecting  drug  users  into  treatment  and  out  of  high  risk  behaviors. 
These  projects  provide  critical  prevention  and  intervention  services  and  we  cannot  afford  to  cut 
them  back  or  phase  them  out  when  the  incidence  of  HTV  is  increasing  among  intravenous  drug 
users,  their  partners  and  children.  Therefore,  we  urge  the  Subcommittee  to  restore  the  $10 
million  to  this  program  that  was  cut  in  the  Administration's  budget  and  fund  the  AIDS  Outreach 
Demonstration  Projects  at  the  FY  1994  level  of  $18.3  million. 

The  Center  for  Substance  Abuse  Prevention  (CSAP) 

We  urge  the  Subcommittee  to  fund  the  Center  for  Substance  Abuse  Prevention  (CSAP) 
at  the  President's  requested  level  of  $253.5  million.  This  would  provide  level  funding  for 
virtually  all  of  CSAP's  prevention  activities. 

The  single  new  initiative  is  for  prevention  services  targeted  to  women.  Under  the 
Administration's  budget,  $20.9  million  from  expiring  PPWI  grant  funds  would  be  redirected  to 
a  number  of  important  activities  designed  to  prevent  drug  and  alcohol  problems  among  women, 
including  an  initiative  targeted  to  adolescent  women  and  a  national  public  education  campaign 
to  prevent  drug  and  alcohol  use  during  pregnancy.  We  urge  the  Subcommittee  to  support  these 
efforts  that  will  provide  critically  needed  prevention  services  to  young  women. 

The  National  Institute  on  Alcohol  Abuse  and  Alcoholism  (NIAAA) 

We  urge  the  Subcommittee  to  fund  the  Administration's  request  for  $192,498  for  the 
National  Institute  on  Alcohol  Abuse  and  Alcoholism  (NIAAA).  Alcohol  is  the  nation's  most 
used  and  misused  drug.  We  cannot  afford  to  cut  biomedical,  prevention  and  treatment  research 
on  these  issues.  NIAAA  supports  the  majority  of  the  nation's  research  on  alcohol  issues  and 
should,  at  a  minimum,  be  funded  at  its  current  level. 
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We  also  urge  the  Subcommittee  to  require  that  NIAAA  spend  25  %  of  its  research  budget 
on  services  research  (NIAAA  and  NIDA  are  now  required  to  spend  15  %  of  their  research  budget 
on  services  research).  While  biomedical  research  is  important,  there  has  been  a  gross  imbalance 
in  the  share  of  resources  that  have  supported  prevention  and  treatment  services  research.  We 
must  be  able  to  answer  questions  about  how  to  prevent  alcohol  problems  and  what  interventions 
are  most  successful  with  specific  populations  as  we  devote  public  and  private  resources  to  these 
serious  health  problems. 

The  National  Institute  on  Drug  Abuse  (NIDA) 

We  urge  the  Subcommittee  to  fund  the  Administration's  request  for  $443.7  million  for 
research  activities  at  the  National  Institute  on  Drug  Abuse  (NIDA).  This  is  an  increase  of  $21 
million  over  FY  1994  funding.  NIDA  funds  the  nation's  research  on  drug  use  and  abuse 
including  providing  important  information  on  the  causes  of  drug  abuse  and  strategies  for 
prevention  and  intervention.  We  recommend  that  NIDA,  like  NIAAA,  be  required  to  spend  25 
percent  or  its  budget  on  services-related  research.  We  also  recommend  that  the  Subcommittee 
request  an  accounting  from  both  NIAAA  and  NIDA  of  whether  they  are  meeting  the  existing  15 
percent  services-related  research  requirement  and  the  specific  activities  they  are  supporting  with 
these  funds. 

Department  of  Education  —  Safe  and  Drug-Free  Schools  and  Communities  Program 

We  urge  the  Subcommittee  to  fund  the  Administration's  request  for  $480  million  for  the 
Safe  and  Drug-Free  Schools  and  Communities  Act.  This  is  a  $1 10.5  million  increase  above  the 
FY  1994  level  and  would  essentially  restore  funding  to  the  FY  1993  level.  The  funds  would 
support  grants  to  Governors  and  State  educational  agencies  for  drug  and  alcohol  and  violence 
prevention  in  schools  and  communities.  Approximately  $1  million  of  these  funds  would  be  used 
for  a  national  evaluation  of  the  program.  We  support  the  continuation  of  the  Governor's  30 
percent  share  which  has  funded  innovative  community  based  prevention  activities  throughout  the 
nation. 

We  also  urge  the  Subcommittee  to  fund  the  Administration's  request  for  $64  million,  a 
$4.5  million  increase,  for  the  Safe  and  Drug-Free  Schools  and  Communities  National  Programs. 
These  funds  would  support  drug  and  violence  prevention  activities  including  training, 
demonstrations,  direct  services  to  school  systems  with  special  needs,  research,  program 
evaluation,  and  the  development  and  dissemination  of  information  and  materials. 
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April  18,  1994 

Mr.  Chairmen: 

I  am  Helene  K.  Frank  and  I  represent  the  full-time  Federal 
occupational  health  nurses  who  staff  the  government's  Public 
Health  Units.   Thank  you  for  affording  us  the  opportunity  to 
submit  this  testimony  regarding  the  provision  of  health  care  to 
Federal  employees. 

Since  1985,  I  have  had  the  privilege  of  submitting  testimony 
to  this  committee  concerning  the  policies  of  the  Department  of 
Health  and  Human  Services,  Federal  Occupational  Health,  its 
privatization  of  the  delivery  of  health  services  to  government 
employees,  and  the  adverse  effect  which  those  policies  have  had 
on  the  quality  of  government  employee  health  care  and  the  job 
security  of  the  full-time  federal  nurses  who  staff  PHS  units. 

Last  year,  after  we  nurses  submitted  testimony  to  you,  the 
Committee  expressed  its  view,  it  is  Report  language,  that  PHS 
"should  make  every  effort  to  staff  the  Federal  employee 
occupational  health  program  with  Federal  employees  and  phase  out 
the  contract  operation."   Further,  the  Committee  stated  that  it 
intended  to  maintain  oversight  over  the  Federal  Occupational 
Health  program  to  be  certain  that  neither  the  rights  of  the  full- 
time  health  unit  staff  nor  the  quality  of  health  care  available 
at  the  federal  work  place  would  suffer. 

Although  the  Committee  has  adopted  this  view  since  I  first 
gave  testimony  in  1985,  PHS  has  openly  defied  the  mandate  of  this 
committee  and  refused  to  phase  out  the  contracting  operation. 
Instead,  PHS  has  embarked  on  and  continued  its  relentless  policy 
of  privatization.   At  the  present  time,  the  union  is  only  able  to 
identify  seven  (7)  PHS  units  that  are  staffed  with  full-time 
Federal  nurses.   These  nurses  average  over  50  years  in  age  and 
average  over  2  0  years  experience.   They  have  generally  served  the 
same  health  units  for  most  of  their  careers.   They  uniformly 
provide  a  high  quality  of  health  service,  and  their  units  are  the 
most  heavily  used  because  of  their  familiarity  with  the 
populations  they  serve  and  the  confidence  which  the  employees 
served  place  in  those  nurses. 

Now,  as  most  of  these  loyal  conscientious  Federal  employees 
approach  retirement,  we  again  find  our  positions  threatened,  and 
we  find  ourselves  in  danger  of  having  our  positions  abolished 
before  we  will  be  able  to  retire. 

On  March  11,  1994,  Frank  Zampiello,  M.D.  Director  of  Federal 
Occupational  Health,  took  advantage  of  his  "first  opportunity"  to 
communicate  with  his  staff  by  E-Mail  (Attachment  1) ,  to  advise 
the  staff  that  he  is  planning  to  abolish  their  positions. 
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Specifically,  he  is  planning  to  "go  forward  with  new  contracts 
for  corporations  to  provide  not  only  health  care  professionals, 
but  also  to  manage  the  professional  staff.   What  we  (Division  of 
Federal  Occupational  Health)  hope  to  do  is  have  a  large 
corporation  under  which  individual  health  care  professionals  will 
work."   While  the  E-Mail  refer  to  contract  nurses,  most  Federal 
nurses  are  charge  nurses  in  multiple  nurse  units.   Even  if  Dr. 
Zampiello  is  planning  to  put  only  the  contract  nurses  under 
management  this  unnamed  corporation,  those  contract  nurses  cannot 
be  managed  by  a  private  corporation  without  threatening  the 
positions  held  by  Federal  charge  nurses.   The  E-Mail  also  raises 
concerns  about  the  place  that  there  will  be  for  Federal  nurses 
after  the  entire  occupational  health  program  is  placed  under  the 
control  of  a  non- government  corporation. 

Moreover,  we  Federal  nurses  believe  that  the  plan  to  utilize 
one  large  health  care  corporation  will  lead  to  further 
deterioration  of  the  health  care  to  be  provided  to  Federal 
employees.   Experience  has  shown  that  most  contract  nurses 
employed  by  agencies  are  temporary  employees.   The  agencies  which 
service  many  PHS  units  experience  a  rapid  turn  over  in  personnel. 
Many  of  those  nurses  do  not  get  to  know  the  employees  they 
service  or  the  environment  in  which  they  work.   They  receive 
minimal  supervision  and  evaluation  and  they  do  not  have  the 
commitment  to  the  occupational  health  program  that  has  been 
demonstrated  by  Federal  nurses. 

Because  Federal  employees  prefer  to  consult  with  nurses  with  whom 
they  are  familiar,  they  do  not  use  health  units  as  frequently  as 
needed  whenever  there  is  a  change  in  the  nurses  staffing  a  unit. 
As  a  result,  employee  health  and  productivity  suffer.   We  think 
that  a  loss  of  confidence  in  the  PHS  has  developed  because  both 
government  agencies  and  employees  recognize  the  poor  quality  of 
health  care  which  come  from  PHS ' s  privatization  policies. 

Public  Health  Units  in  all  9  regions,  including  those  in  the 
Washington,  D.C.  area,  frequently  are  understaffed.   Relief 
nurses  are  hard  to  find.    We  believe  that  the  hiring  of 
additional  nurses  as  federal  employees  will  contribute  to 
longevity  of  service  and  help  alleviate  the  staff  staffing 
shortage,  because  changing  contract  positions  into  full-time 
Federal  positions  would  give  the  nurses  in  those  positions 
incentive  to  become  career  employees. 

The  use  of  contract  personnel  has  also  not  been  cost 
effective  because  of  the  constant  turnover  in  personnel  and  the 
time  and  money  wasted  on  training  new  contract  personnel. 
While  the  contracting  policy  has  been  flawed  by  the  turnover  in 
personnel,  there  is  increasing  evidence  that  contracting  in 
general  is  not  cost  effective.   We  previously  reported  that  the 
General  Accounting  Office  found  that  there  is  no  proof  that 
privatization  saves  money  or  promotes  efficiency  (Federal  Page, 
March  17,  1993  Washington  Post) .   On  March  3,  1994,  on  the 
Federal  Page,  the  Washington  Post  reported  that  the  most  recent 
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Government  Accounting  Office  analysis   "suggests  that  using 
federal  employees  cost  less  then  hiring  consultants  or  issuing 
service  contracts"  (Attachment  2). 

Consistent  with  the  campaign  to  reduce  the  number  of  Federal 
occupational  health  nurses  and  to  completely  privatize  employee 
occupational  health  services,  occupational  health  mangers  have 
continued  their  policies  of  refusing  to  reclassify  the  Federal 
charge  nurse  positions.   A  number  of  agencies  that  have  become 
disenchanted  with  PHS  have  taken  over  management  of  their  own 
occupational  health  units.   These  agencies  hire  nurses  at  grade 
level  GS-11.   In  contrast  PHS  Federal  charge  nurses  have  been 
kept  at  the  GS-9  grade  level  since  1978. 

The  above  facts  and  our  experience  indicate  that  it  is  more 
costly  for  the  Government  to  contract  out  occupational  health 
services  then  to  employ  full-time  Federal  nurses.   Not  only  have 
serious  doubts  been  raised  about  the  quality  of  service  resulting 
from  the  contracting  out  policy,  but  PHS  has  never  documented  any 
cost  saving  from  the  privatization  already  instituted.   Under 
these  circumstances  we  believe  that  it  would  be  imprudent  for  PHS 
to  turn  all  of  its  health  units  over  to  the  management  of  a 
private  corporation  as  contemplated  by  Dr.  Zampiello's  E-Mail 
communication. 

Therefore,  we  urge  this  Committee  to  reject  the  planned 
privatization  of  all  occupational  health  services  by  contracting 
out  the  management  of  those  services  to  a  private  corporation, 
and  to  include  language  in  your  Report  supporting  the  staffing  of 
health  units  with  full-time  Federal  nurses,  and  urging  PHS  to 
reevaluate  its  privatization  policies  which  have  damaged  the 
health  care  provided  Federal  employees  by  PHS.   We  request 
further  that  PHS  be  required  to  file  with  the  Committee  an 
assessment  of  the  impact  of  contracting  out  nursing  services  on 
the  quality  of  health  care,  as  well  as  a  report  of  the  actual 
savings  resulting  from  its  use  of  contract  nurses  since  1986. 

Finally  Mr.  Chairman,  we  nurses  want  you  to  know  how  deeply 
we  appreciate  the  Committee's  efforts  to  preserve  the  quality  of 
health  care  for  Federal  employees  and  we  are  thankful  as  well  for 
the  concern  that  this  Committee  has  shown  for  our  welfare. 

Attachments 
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HailHan  lessage  froi  basket  III  for        Division  of  federal  Occupational  Health  Page   1 

PRANK, BELENE  Eeport  Date^MMP  March  10,1994 

Subject:  E-MAIL  II  FROM  FRANK  JAMPIELLO,  DIRECTOR   [Local  Message  ID:  167751 
Proi :  ( P0STKAH.REGI0NJD3B.PRS .GO?) 

THIS  IS  All  E-MAIL  NEKS  ITEM  FROM  THE  DIVISION  DIRECTOR: 

,  ,  Attachment  1 

This  is  the  first  opportunity  I  have  had  to  take  advantage  of  this  vital 

couunication  link. 

I  intend  to  use  it  often  --  especially  to  hear  back  froi  all  of  you  at  the 
SPSS. 

Today,  I  want  to  tell  you  what  is  going  on  with  the  contracting  process. 
Ke  are  trying  to  give  our  contractors  lore  opportunity  to  leet  their 
needs,  and  still  address  IRS  and  Federal  Acquisition  Regulations.  For 
several  lonths  a  national  FOB  Task  Force  has  been  ieeting  to  look  at  tore 
effective  ways  to  address  the  contracting  of  health  care  professionals. 
That  Task  Force  includes  the  national  Prograi  Director  and  his 
adunistrative  staff,  high  levels  of  procureient  professionals  in  BHS, 
and  lyself.  He  have  decided  to  go  forward  with  new  contracts  for 
corporations  to  provide  not  only  health  care  professionals,  but  also  to 
linage  the  professional  staff.  What  we  hope  to  do  is  have  a  large 
corporation  under  which  individual  health  care  professionals  will  work 
for  FOH.  This  corporation  will  be  required  to  give  soie  type  of 
preference  to  our  current  contractors.  The  proposal  would  be  for  each  of 
you  to  be  given  the  opportunity  to  either  retain  as  individual 
contractors  under  this  corporation,  or  becoie  eiployees  of  that 
corporation  --  working  for  FOH.  As  eiployees  of  the  corporation,  you 
could  be  provided  iany  of  the  benefits  that,  as  direct  contractors  to 
FOB,  we  can  not  provide.  This  corporation  would  also  provide 
orientation,  training,  and  process  payient  vouchers  —  ieeting  or 
eiceeding  current  standards  in  the  Prograi. 

He  are  still  very  early  in  the  planning  of  this  corporate  lodel.  It  is 

hoped  that  we  will  have  soiething  in  place  by  October,  1994.  I  will  keep 

you  posted  as  to  our  progress.  He  believe  this  is  a  great  opportunity  to 

address  prograi  and  contractor  issues  in  a  tanner  that  will  benefit  us 
all. 


Stay  tuned. 
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Attachment    2 


Federal  Workers  Cost  Government 
Less  Than  Consultants,  GAO  Says 


By  Stephen  Ban 


Ad  analysts  by  the  General  Ac- 
counting Office,  based  on  data  from 
rune  government  reports  over  the 
last  four  years,  suggests  that  using 
federal  employees  costs  less  than 
hiring  consultants  and  issuing  ser- 
vice contracts. 

The  GAO  draft  paper  surveyed 
reports  and  testimony  involving 
'contracting  out"  at  the  Defense  &  .d 
Energy  Departments  and  evaluated 
the  studies'  assessment  of  cost,  qual- 
ity and  service  delivery. 

In  its  analysis,  GAO  reviewed  a 
study  by  the  Energy  Department  in- 
spector general  that  looked  at  seven 
support-service  contracts  worth 
about  $1  million  each.  The  study 
"cited  estimated  average  savings 
from  26  to  53  percent  through  gov- 
ernment performance  of  these  activ- 
ities," the  GAO  said. 

In  another  case,  which  involved 
five-year,  unspecialized  consulting 
contracts,  the  Pentagon  inspector 
general  "cited  a  range  of  37  percent 
to  51  percent  in  estimated  savings 
through  in-house  performance,"  the 
draft  paper  said. 

It  noted,  however,  that  "all  of  the 
studies  had  limitations"  and  suggest- 
ed that  federal  agencies  consider  us- 
ing cost  comparisons  when  deciding 
how  to  acquire  specialized  services. 
Agencies  currently  do  tittle,  if  any, 
cost  comparisons  between  contrac- 
tors and  in-house  workers  when  as- 
signing tasks. 

At  a  time  when  the  government  is 
downsizing  and  facing  budget  con- 
straints, the  role  of  contract  employ- 
ee* hkery  will  undergo  more  scruti- 
ny. The  Energy  Department  and 
Environmental  Protection  Agency, 
in  what  may  become  a  case  study  on 
the  issue,  plan  to  convert  several 
hundred  contract  jobs  into  civil  ser- 
vice positions  in  the  coming  year. 

Federal  employee  unions,  mean- 
while, have  started  lobbying  the  ad- 
rnmiatration  and  Congress  to  take 
some  of  the  dollars  mat  go  to  con- 
tractors and  use  the  money  to  fully 
fund  next  year's  chnl  service  sala- 
ries. 

The  Office  of  Management  and 
Budget  estimates  that  the  govern- 
ment spends  more  than  $105  biwon 
annually  on  service  contracts,  winch 


SEN.  DAVID  PKTOi 
. . .  left  without  complete' data 

range  from  paintmg  and  grass  cut- 
ting to  complex  science  research  and 
cutting-edge  computer  projects. 

The  GAO  draft  paper  points  out 
that  0MB  and  Congress  likely  will 
have  to  resolve  potential  policy  con- 
flicts in  this  arena. 

Vice  President  Gore's  National 
Performance  Review  advocated  giv- 
ing agency  managers  increased  flexi- 
bility to  purchase-  products  and  ser- 
vices from  commercial  companies 
and  recommended  the  elimination  of 
federal  personnel  ceilings,  which  are 
sometimes  set  by  Congress  to  en- 
sure a  program  has  adequate  staff 
support. 

But  Gore's  task  force  also  called 
for  reducing  the  size  of  the  federal 
work  force  by  252,000  employees,  a 
goal  that  the  president  and  Congress 
have  embraced. 

According  to  the  GAO  draft  pa- 
per, "Such  downsizing  could,  in  ef- 
fect, create  rather  than  eliminate 
personnel  ceilings,  with  agencies 
finding  themselves  in  a  position  of 
having  to  contract  out  to  meet  the 
downsizing  goal,  regardless  of  what 
cost  comparison  studies  show. 

The  administration  and  Congress 
wul  need  to  address  this  apparent 
contradiction  to  avoid  sending  con- 
flicting messages  to  federal  agen- 
cies," the  draft  paper  said. 

The  GAO  study  was  undertaken 
at  the  request  of  Sen.  David  Pryor 
(D-Ark.),  chairman  of  the  Senate 


Governmental  Affairs  federal  servic- 
es, post  office  and  avil  service  sub- 
committee. 

Pryor,  who  has  long  expressed 
concern  about  defining  the  proper 
roles  for  civil  servants  and  contrac- 
tors, last  year  asked  OMB  to  devel- 
op a  government-wide  system  for 
measuring  all  aspects  of  the  govern- 
ment's work  force. 

If  we  cannot  count  the  federal 
government's  contractor  work 
force,  we  are  left  without  complete 
informabon  when  it  comes  time  to 
make  decisions  regarding  the  appro- 
priate size  of  our  federal  work 
force,"  Pryor  sail 

While  the  nine  studies  reviewed 
by  GAO  indicated  that  savings  were 
likely  if  the  tasks  were  performed  by 
federal  employees  rather  than  con- 
tractors, the  draft  report  also  makes 
it  clear  that  policy  judgments  in  this 
area  will  be  difficult. 

GAO  noted,  for  example,  that  the 
nine  studies  were  limited  in  scope, 
since  "none  were  sufficiently  large 
or  comprehensive  to  permit  general- 
ization to  other  situations  in  the  gov- 
ernment as  a  whole." 

Bert  M.  Concklin,  president  of  the 
Professional  Services  Council,  a 
trade  association,  said  that  cost  com- 
parison studies  are  "monumentally 
controversial'  because  of  method- 5 
ologkal  problems.  For  example,  he 
said,  the  government,  m  contrast  to 
private-sector  companies,  almost 
never  counts  all  of  the  overhead  ex- 
penses associated  with  a  project. 

Concklin  also  pointed  out  that 
about  60  percent  of  previous  Penta- 
gon cost  comparisons  that  used  ex- 
isting OMB  guidelines  "have  come 
out  in  favor  of  contracting  out." 

Cost  comparisons  should  not  be 
the  primary  factor  in  determining 
contract  decisions,  be  said,  "because 
the  reach  of  the  government  should 
not  be  based  on  fine-grained  coffer 
ences  of  economics."' 

The  GAO  draft  paper  noted  that 
contractors  "can  play  a  valuable  role 
in  government,  supplying  expertise 
that  agencies  may  not  have  in-house 
or  may  not  need  on  a  permanent  ba- 
sis ...  .  Agencies  may  also  find  us- 
ing contractors  to  be  more  economi- 
cal than  using  federal  employees  to 
perform)  oertwn  **  ■  iv*  ■ 
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Scrutinizing  Contractors 


ByMikeCauKy 

Wnbngua  Pom  Sufl  Inn 


Agencies  that  pay  outside 
contractors  millions  of 
dollars  each  year  to  print 
brochures,  set  up  resort 
"retreats'  for  bigwigs  and  teach 
the  staff  how  to  relax  will  find 
themselves  on  the  griddle  when 
they  start  firing  career  civil 
servants  because  they  can't 
afford  to  pay  them , 

Unions  and  pro-civil  servant 
politicians  are  building  files  on 
questionable  contracts  that 
agencies  may  be  using  to  duck 
ever-lower  personnel  ceilings. 

DeL  Eleanor  Holme*  Norton 
CD-D.C  )  warns  that  "the 
government  doesn't  have  a  due 
on  the  billions  it  is  contracting 
out,  or  what  it  is  getting."  The 
chairman  of  the  House 
subcommittee  on  compensation 
and  employee  benefits  said  all 
budget-cutters  can  see  "is  the 
civil  service. . . .  They  don't  see 
the  shadow  government"  of 
contractors. 

Photocopiers  are  busy  as 
some  workers,  sweating  over 
whether  they  are  on  layoff  lists, 
gather  evidence  erf  dubious, 
{frjTpn  or  possibly  cnnuml 
contract!  and  forward  them  to 
Congress  and  the  media. 

Many  employees  in 
personnel,  procurement  and 
budget  functions  are  peeved 
because  the  administration  is 
stalking  their  so-called 
overhead  jobs  to  find  most  of 
the  252,000  positions  that  win 
disappear  as  part  of  reinventing 
government  Many  of  these 
so-called  overhead  types  know 
where  the  bodies  are  buried. 

Despite  being  perhaps  the 

0)05t  f  Turmrog  &f)Q  <TnmrnTtng 

federal  agency  head.  Office  of 
Personnel  Management  Director 
Jastes  B.  Kiag  has  stepped  on 
some  powerful  toes  by  deciding 
to  fire  more  than  500  career 
workers.  Most  are  involved  in 
investigations.  OPM  says  lack  of 
mads  and  work  are  the  reason 
for  the  reductions  in  force 
(RTFs). 

Norton  blames  OPM  for 
delegating  investigation 
functions  to  agencies  that  in 
turn  contract  them  out. 
Meanwhile,  after  a  series  of 
sorry-you're-fired  meetings 
with  management,  some 


investigators  have  recovered 
and  are  doing  what  they  do 
best — investigating. 

Norton  and  Rep.  Frank 
McCloskey  (D-Ind.)  sent  King  a 
letter  saying  they  were 
"shocked  and  dismayed"  by 
OPM's  RTF  announcement.  "We 
do  not  believe  that  the 
groundbreaking  National 
Performance  Review  plan  for 
reinvention  of  government  can 
be  successfully  undertaken  if 
employees  believe  that  they  are 
simply  reinventing  themselves 
into  layoffs.* 

Norton  and  McCloskey,  who 
beads  the  civil  service 
subcommittee,  want  OPM  to 
put  the  layoffs  on  hold  pending 
a  review  of  the  proposed  action. 
An  investigator  told 
congressional  sources  that 
some  agencies  hired  "rent-a-cop 
security  outfits"  to  do  j  rsonnel 
and  background  investigations. 
With  the  revelation  that  a  top 
CIA  employee  may  have  been  a 
longtime  Russian  mole,  many 
agencies  have  to  be  rethinking 
their  personnel  and  background 
investigation  procedures. 

Robert  Tobias,  of  the 
National  Treasury  Employees 
Union,  says  a  1.5  percent  cut  in 
contracting  would  more  than 
pay  for  the  due-but-in-doubt 
1995  raises  for  federal 
workers. 

The  president's  budget 
earmarks  $1.1  billion  for  the" 
raises.  But  government 
projections  say  the  national 
raise  will  cost  $1.8  billion  and 
locality  adjustments  an 
additional  $900  million.  Both 
increases  are  part  of  a  new  law, 
which  was  bent  this  year,  that 
was  designed  to  close  the 
federal-industry  pay  gap  in  nine 
years. 

The  president  wanted  to 
cancel  both  raises.  Congress 
skipped  the  2.2  percent  national 
adjustment  but  approved 
locality  raises  that  gave  most 
white-collar  workers  here  a 
4.23  percent  increase. 

Tobias,  whose  union  would 
lose  members  if  the  White 
House  contracted  out 
tax-coDection  duties,  says  one 
small  cut  for  contractors  would 
allow  Congress  to  keep  the  pay 
promise  it  made  federal 
workers  less  than  three  years 
ago. 
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Mr.  Chairman  and  members  of  the  Subcommittee,  I  am  Jerry  Wiener, 
M.D.,  Chairman  of  the  Department  of  Psychiatry  at  George  Washington 
University.  As  President-Elect  of  the  American  Psychiatric 
Association  (APA) ,  a  medical  specialty  society  representing  more 
than  38,000  psychiatrists  nationwide,  I  am  here  to  present  the 
APA's  recommendations  regarding  the  Fiscal  Year  1995  Appropriations 
for  the  National  Institute  of  Mental  Health  (NIMH) ,  the  National 
Institute  on  Drug  Abuse  (NIDA) ,  the  National  Institute  on  Alcohol 
Abuse  and  Alcoholism  (NIAAA)  and  the  Center  for  Mental  Health 
Services  (CMHS)  at  the  Substance  Abuse  and  Mental  Health  Services 
Administration  (SAMHSA) .  I  am  testifying  on  behalf  of  the  American 
Psychiatric  Association,  American  Association  of  Chairmen  of 
Departments  of  Psychiatry,  the  American  Association  of  Directors  of 
Psychiatric  Residency  Training,  and  the  American  Society  of 
Adolescent  Psychiatry.  I  also  wish  to  associate  the  APA's 
statement  with  the  testimony  of  the  Ad  Hoc  Group  for  Medical 
Research  Funding,  the  Coalition  for  Health  Funding  and  the  Mental 
Health  Liaison  Group. 

Mr.  Chairman,  as  we  discuss  funding  for  the  NIMH,  NIDA,  NIAAA,  and 
CMHS,  the  debate  on  health  care  reform  surrounds  us.  Yet  the  real 
cost  savings  from  any  health  care  reform  proposal  that  is  adopted 
by  the  Congress  will  be  provided  from  basic,  biomedical  research: 
it  is  research  that  will  provide  the  cures,  prevent  the  diseases 
and  save  lives;  it  is  research  that  will  really  reduce  the  costs 
of  health  care  in  this  nation. 

As  you  know,  the  reorganization  of  the  Alcohol,  Drug  Abuse,  and 
Mental  Health  Administration  in  1992  (P.L.  102-321)  resulted  in  the 
movement  of  the  three  research  institutes,  NIMH,  NIDA,  and  NIAAA  to 
the  National  Institutes  of  Health  (NIH) .  At  the  same  time,  as  part 
of  such  legislation,  NIMH,  NIDA,  and  NIAAA  were  required  to  spend 
no  less  than  15  percent  of  their  research  monies  on  health  services 
activities,  but  a  significant  funding  source  for  those  health 
services  research  activities,  the  Alcohol,  Drug  Abuse,  and  Mental 
Health  Services  Block  Grant  (ADMHS)  set-aside  was  eliminated.  This 
resulted  in  a  drastic  decline  in  NIMH,  NIDA,  and  NIAAA  new  and 
competing  research  grants  during  FY  1993.  While  the  FY  1994 
allocation  will  fund  445  new  and  competing  Research  Project  Grants, 
at  NIMH,  it  should  be  noted  that  the  number  of  noncompeting  grants 
has  sharply  declined  from  927  in  1993  to  898  in  1994;  and  of  the 
445  competing  grants  that  will  be  funded,  a  significant  portion 
will  be  used  by  the  institute  to  satisfy  the  required  15%  set-aside 
for  health  services  research,  restricting  basic  biomedical  research 
in  other  areas. 

I  know  that  this  committee  is  well  aware  of  the  costs  of  mental  and 
addictive  disorders:  of  the  22%  of  the  population  affected  by 
mental  disorders  such  as  major  depression,  schizophrenia,  manic- 
depressive  illness  and  obsessive-compulsive  disorder  each  year;  of 
the  impact  drug  abuse  and  drug  addiction  have  on  our  society;  and 
of  the  15  million  Americans  suffering  from  alcoholism  or  alcohol 
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abuse.  It  is  your  commitment  to  investing  in  research  that  has 
helped  alleviate  some  of  the  fears  and  reduce  some  of  the  stigma 
associated  with  these  illnesses.  I  would  like  to  share  with  you 
some  of  the  successes,  and  potential  successes,  that  are  developing 
through  research. 

o  Schizophrenia,  the  most  chronic  and  disabling  of  severe  mental 
disorders,  strikes  young  adults  with  tragic  conseguences  for 
both  patients  and  families.  Schizophrenia  seems  to  worsen  and 
become  better  in  cycles  known  as  relapse  and  remission.  At 
times,  people  suffering  from  schizophrenia  appear  relatively 
normal.  However,  during  the  acute  or  psychotic  phase, 
schizophrenics  cannot  think  straight  and  may  lose  all  sense  of 
who  they  and  others  are.  Currently,  effective  medications 
can,  unfortunately,  cause  severe  side  effects  in  too  many 
patients.  Researchers  supported  by  NIMH  report  that  a  new 
antipsychotic  medication,  resperidone,  now  appears  to  offer 
promise  of  increased  safety  (fewer  side  effects)  while  being 
at  least  as  effective  against  schizophrenia  as  conventional 
medications. 

o  Opiates,  also  referred  to  as  narcotics,  are  a  class  of  drugs 
used  medically  as  pain  relievers,  anesthetics  or  cough 
suppressants.  Unfortunately,  as  a  result  of  their  powerful 
properties,  they  have  a  high  potential  for  abuse.  About  half 
of  those  who  abuse  opiates  develop  a  dependence  or  addiction. 
When  someone  becomes  dependent,  obtaining  and  using  the  drug 
become  the  main  focus  in  life  to  the  exclusion  of  all  else. 
LAAM  (1-alpha-acetyl  methadol)  is  an  alternative  to  methadone 
for  opiate  addiction  treatment.  It  is  the  first  new 
alternative  medication  approved  in  a  decade  for  treating 
heroin  and  other  opiate  addiction.  LAAM,  administered  every 
other  day,  breaks  addicts  of  their  daily  drug  seeking 
behavior.  Developed  with  funding  from  the  National  Institute 
on  Drug  Abuse,  LAAM  fosters  greater  compliance  than  does 
methadone  because  the  patient  does  not  have  to  make  daily 
trips  to  the  clinic  for  the  medication. 

o  Recent  scientific  breakthroughs  have  begun  to  dramatically 
alter  our  views  on  alcoholism.  The  myth  that  alcoholism  is 
the  sign  of  a  ravaged  soul  devoid  of  discipline  or  morality  is 
yielding  under  the  weight  of  evidence  that  the  disease  is 
largely  biologically  determined.  The  National  Institute  on 
Alcohol  Abuse  and  Alcoholism  is  supporting  two  important 
multisite  studies  of  genetics  and  treatment.  The  Cooperative 
Agreement  on  the  Genetics  of  Alcoholism  (COGA)  includes 
scientists  at  several  universities  seeking  to  pinpoint  the 
chromosomal  location  of  genes  that  confer  susceptibility  to 
alcoholism.  They  are  conducting  detailed  diagnostic  testing 
and  genetic  typing  of  2,400  people  in  several  hundred  families 
in  which  alcoholism  may  be  inherited.  It  is  hoped  that, 
eventually,  we  will  be  able  to  detect  the  disease  before  its 
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damage  becomes  irreversible. 

Further,  we  believe  this  Committee  should  be  pleased  and  proud  of 
its  leadership  in  funding  support  for  this  new  knowledge.  Your 
investment  in  research  has  greatly  expanded  our  ability  to 
understand  and  treat  mental  disorders  and  the  interrelated 
illnesses  of  alcoholism  and  drug  abuse.   For  example, 

o  Neuroiaaging:  The  extraordinary  variety  and  sophistication  of 
neuroimaging  devices  and  techniques  are  revolutionizing  our 
ability  to  understand  and  visualize  both  the  structure  and 
function  of  the  living  brain.  Advanced  neuroimaging 
capability  has  dramatically  improved  our  ability  to  diagnose 
illnesses  and  disorders  such  as  schizophrenia,  brain  tumors, 
manic  depressive  illness  and  stroke,  and  will  play  a 
critically  important  role  in  the  development  of  new  treatment 
protocols. 

o  Brain  Structure:  Studies  on  normal  molecular  and  cellular 
development,  genetics  and  biochemical  functions  in  the  brain 
may  explain  the  underpinnings  of  numerous  brain  disorders  and 
diseases.  A  deeper  understanding  of  how  the  blood  barrier, 
for  example,  maintains  its  integrity,  how  it  breaks  down  under 
certain  condition,  how  it  is  reconstituted  after  injury,  and 
the  methods  to  cross  the  barrier  with  therapeutics  will  have 
treatment  applications  for  a  spectrum  of  psychiatric  and 
neurological  disorders  and  for  the  treatment  of  pain. 

o  Cognitive  Function:  Exciting  new  studies  are  underway  to 
understand  the  biological  bases  of  cognitive  functions  — 
memory,  language  and  learning.  These  studies  hold  the  key  to 
understanding,  preventing  and  treating  the  catastrophic  needs 
of  those  afflicted  with  dementias  wrought  by  Alzheimer's 
Disease,  stroke  and  AIDS-related  dementia;  the  loss  of 
cognitive  function  due  to  the  aging  process,  head  trauma  and 
other  factors;  and  mental  retardation  and  learning 
disabilities  such  as  the  experienced  by  nearly  8,000  American 
infants  each  year  due  to  a  condition  known  as  fetal  alcohol 
syndrome  which  is  caused  by  maternal  drinking  during 
pregnancy. 

o  Brain  and  Behavior:  Understanding  the  role  of  the  brain  in 
alcoholism,  drug  abuse,  depression,  suicide  and  other 
"dysfunctional"  disorders  will  go  a  long  way  toward  developing 
new  treatment  and  prevention  strategies.  For  example, 
understanding  the  role  of  brain  dopamine  receptor  location  and 
function  may  explain  drug-seeking  behavior  and  lead  to 
therapeutic  treatments  for  minimizing  the  severe  craving 
experienced  by  chronic  cocaine  users. 

Failing  to  make  the  necessary  investment  in  NIMH,  NIDA,  and  NIAAA 
supported  brain  and  behavior  research  whether  through  sophisticated 
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neuroimaging  devices  and  techniques  or  brain  structure  studies  on 
molecular  and  cellular  development  will  limit  realization  of 
immediate  scientific  opportunities  and  slows  our  national  quest  for 
new  treatments,  improved  diagnostic  techniques  and  better 
preventive  measures  for  mental  illness  and  addictive  disorders. 
Inadequate  funding  also  threatens  over  the  long  term  our  national 
research  capacity.  The  APA  and  the  Mental  Health  Liaison  Group  — 
a  coalition  of  47  organizations  concerned  about  mental  illness  and 
addictive  disorders  —  propose  that  the  research  budgets  for  the 
NIMH,  NIDA,  and  NIAAA  be  increased  to  a  level  minimally  appropriate 
to  the  quality  of  the  science  which  merits  support,  as  follows: 
$767  million  for  NIMH;  $579  million  for  NIDA;  and  $225  million 
for  NIAAA.  These  recommendations  include  critical  research 
training  and  research  management  and  support  activities,  as  well  as 
support  for  AIDS  research.  These  recommended  budgets  would  allow 
the  institutes  to  support  high  quality  research  project  grant 
applications  at  rates  that  will  not  dissuade  excellent 
investigators  from  even  applying  for  assistance. 

As  a  result  of  ADAMHA  Reorganization  in  1992,  mental  health 
services  programs  are  now  administered  by  the  Center  for  Mental 
Health  Services  (CMHS)  at  the  Substance  Abuse  and  Mental  Health 
Services  Administration  (SAMHSA) .  Congress  called  on  CMHS  for  a 
vigorous  federal  leadership  role  in  mental  health  services  delivery 
and  policy  development.  One  of  the  most  successful  programs  at 
CMHS  is  the  Children's  Mental  Health  Services  Program.  This 
Committee  endorsed  the  program  in  FY  1994  with  a  generous  increase 
in  appropriations. 

As  you  know,  the  program  authorizes  grants  to  states  and 
communities  to  stimulate  the  development  of  interagency  systems  of 
care  for  children  and  adolescents  with  mental,  emotional  or 
behavioral  disorders.  The  philosophy  of  the  program  is  child- 
centered,  with  requirements  for  individualized  services  (sometimes 
known  as  wrap-around  services) ,  and  on  services  which  support 
families  to  care  for  very  sick  youngsters  at  home.  This  program  is 
successful.  We  recommend  a  funding  level  of  $100  million,  the 
authorization  level,  so  as  to  permit  continuation  awards  to  those 
grantees  already  funded  and  to  initiate  approximately  15  new 
projects. 

We  also  present  for  your  consideration  the  following  funding 
recommendations : 

o  $15  million  for  Clinical  Training  at  the  SAMHSA  Center  for 
Mental  Health  Services  to  better  ensure  the  placement  of 
personnel  and  in  shortage  areas  and  in  public  facilities  and 
to  improve  the  quality  of  training  provided  to  mental  health. 

o  $450.0  million  for  the  Block  Grants  for  Community  Mental 
Health  Services  program  for  SAMHSA'  Center  for  Mental  Health 
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Services.  At  a  time  when  state  governments  are  facing  severe 
budgetary  constraint,  there  can  be  no  overriding  reason  for 
holding  at  the  current  appropriation  this  program  that 
provides  critically  needed  services  to  the  mentally  ill. 

o  $36.0  million  for  the  SAMHSA  Center  for  Mental  Health  Services 
Community  Support  Program  and  Child/Adolescent  Services  System 
Program  (CAP/CASSP) . 

o  $10.0  million  for  the  SAMHSA  Center  for  Mental  Health  Services 
Prevention  initiatives. 

o  $31.0  million  for  the  SAMHSA  Center  for  Mental  Health  Services 
"Access"  Homeless  Demonstration  programs  and  200  million  for 
the  SAMHSA  Center  for  Mental  Health  Services  PATH  Homeless 
State  Grant  Program. 

o  $100.0  million  for  the  SAMHSA  Center  for  Mental  Health 
Services  Children's  and  Communities'  Mental  Health  Systems 
Improvement  Program. 

o  $15.0  Million  for  the  SAMHSA  Center  for  Mental  Health  Services 
AIDS  Mental  Health  Demonstrations  Program. 

Thank  you  for  the  opportunity  to  testify  before  your  Subcommittee, 
I'd  be  glad  to  respond  to  any  guestions. 
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Testimony  of  the  Council  of  Community  Blood  Centers 

by  William  Coenen 

Administrator  of  the  Community  Blood  Center  of  Greater  Kansas  City 


Mr.  Chairman  and  distinguished  members  of  the  Subcommittee,  I  am  William  Coenen, 
administrator  of  the  Community  Blood  Center  of  Greater  Kansas  City,  which  serves 
the  transfusion  needs  of  the  1.9  million  people  in  northwest  Missouri  and  eastern 
Kansas.  I  also  am  president  of  the  Council  of  Community  Blood  Centers,  or  CCBC, 
a  national  association  of  independent  community  blood  centers. 

I  am  pleased  to  be  here  today  to  present  CCBC's  views  on  the  transfusion  medicine 
research  priorities  of  the  National  Heart,  Lung  and  Blood  Institute  of  the  National 
Institutes  of  Health. 

CCBC  is  dedicated  to  maintaining  the  safety  and  efficacy  of  the  nation's  blood  supply. 
Our  62  regional  blood  programs  collect  approximately  35  percent  of  the  nation's 
volunteer  donor  blood  supply.  Many  of  our  blood  centers  also  are  actively  engaged 
in  both  basic  and  applied  research  in  transfusion  medicine.  For  example,  many  CCBC 
blood  centers  are  on  the  leading  edge  of  stem  cell  and  related  research  therapies  that 
promise  to  improve  the  success  of  bone  marrow  transplants  and  cancer  therapy. 

The  demand  for  blood's  lifesaving  properties  is  increasing  and  will  continue  to  grow. 
Bone  marrow  and  other  solid-organ  transplants  would  be  impossible  without  the 
availability  of  blood  therapy  support.  Many  advances  in  cancer  therapy  in  the  last 
twenty  years  clearly  would  not  have  occurred  without  the  availability  of  blood 
components. 

Safe,  effective  and  reliable  blood  transfusions  are  critical  to  continued  advances  in 
medical  care  and,  as  we  know,  are  demanded  by  our  citizens.  CCBC  appreciates  the 
Subcommittee's  previous  active  support  of  transfusion  medicine  initiatives  through 
funding  of  the  NHLBI  and  its  projects  in  the  Congressional  appropriations  process.  To 
improve  the  therapeutic  and  lifesaving  effects  of  transfusion  medicine,  however,  we 
advocate  increased  support  for  NHLBI  research  initiatives  in  the  areas  of  transfusion 
safety,  improved  blood  storage,  and  stem  cell  technology. 

TRANSFUSION  SAFETY 

The  blood  supply  today  has  never  been  safer.  This  is  largely  due  to  rigorous  screening 
of  donors  during  the  interview  process  for  risk  factors  associated  with  transmissible 
diseases,  and  thorough  testing  for  seven  infectious  disease  markers.  These  robust 
procedures  also  help  to  screen  out  potential  new  transmissible  bloodborne  diseases. 
However,  because  no  one  can  appear  here  today  and  aver  that  the  blood  supply  is 
perfectly  safe,  we  therefore  must  continue  to  pursue  research  that  allows  the  best  use 


1306 


of  technologies  capable  of  improving  blood  safety  and  preempting  potential  new 
threats  to  the  blood  supply. 

With  the  support  of  Congress,  in  the  past  the  NIH  has  funded  basic  research  into 
inactivating  infectious  agents  transmitted  by  blood.  CCBC  advocates  continued 
support  for  research  efforts  aimed  at  combating  viral  and  bacterial  contamination  of 
blood.  We  support  ongoing  initiatives  at  the  National  Heart,  Lung  and  Blood  Institute 
(NHLBI)  in  this  area,  such  as  a  current  request  for  applications  on  the  inactivation  of 
viruses  in  blood  and  cellular  blood  components.  This  program  will  support  research 
on  inactivation  procedures  to  destroy  transfusion-transmitted  viruses  in  blood  and 
blood  components  while  maintaining  the  therapeutic  effectiveness  of  transfusions. 
Frankly,  the  promise  of  purifying  the  nation's  blood  supply  may  be  realized  in  a  more 
realistic  timeframe  than  the  more  remote  anticipation  that  substitutes  will  eliminate 
the  need  for  blood  transfusions. 

In  another  effort  to  eliminate  the  presence  or  possibility  of  infectious  agents  in 
donated  blood,  the  NHLBI  is  conducting  a  surveillance  program  called  the  Retroviral 
Epidemiology  in  Donors  Study,  or  "REDS."  We  support  continued  funding  of  this 
study  to  develop  more  effective  screening  to  interdict  blood  donors  at  risk  for 
transmitting  diseases. 

Besides  the  potential  for  viral  and  bacterial  infection,  transfusions  pose  another 
challenge:  determining  the  efficacy  and  appropriate  use  of  transfusions  in  treatment. 
An  NHLBI  project  currently  addressing  these  issues  is  the  transfusion  biology  and 
medicine  Specialized  Center  of  Research,  or  SCOR  program.  The  SCOR  program  is 
slated  to  initiate  new  research  into  areas  such  as  the  immunological  aspects  of  blood 
transfusion;  the  structure  and  functions  of  cell  surface  antigens;  and  the  nature  of  the 
"transfusion  trigger"  (that  is,  when  to  begin  and  end  red  blood  cell  and  platelet 
transfusions).   CCBC  strongly  supports  continued  funding  in  this  area. 

NHLBI  also  is  considering  sponsoring  research  into  neonatal  transfusion  practices. 
Funding  this  type  of  project  would  provide  necessary  new  information  on  the 
transfusion  needs  of  premature  or  low  birth  weight  infants.  CCBC  hopes  that  in  its 
funding  decisions,  Congress  will  continue  to  recognize  the  importance  of  these  and 
other  NIH  initiatives  to  improve  transfusion  safety. 

Finally,  as  autologous  blood  is  the  safest  of  all  types  of  transfusions,  we  encourage 
funding  for  initiatives  into  the  application  of  autologous  techniques  in  medical 
procedures.  These  initiatives  should  examine  the  feasibility  of  autologous  transfusions 
in  various  medical  situations,  and  resolve  related  cost-benefit  concerns. 

BLOOD  STORAGE 

CCBC  appreciates  the  Subcommittee's  previous  support  of  basic  research  into  the 
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changes  that  occur  in  blood  and  blood  components  during  storage.  Thanks  to  that 
basic  research  and  other  studies  sponsored  by  the  NHLBI,  we  now  know  how  long 
blood  components  may  be  stored  without  losing  their  therapeutic  effectiveness. 

Continued  federal  funding  to  study  the  effects  of  storage  on  blood  and  blood 
components  will  yield  more  effective  components  and  allow  more  efficient  use  of  the 
nation's  blood  resources.  Improved  platelet  storage  is  especially  crucial  because  of 
the  increasing  demand  for  platelets  in  bone  marrow  and  organ  transplants,  cancer 
patients,  and  trauma  cases.  NHLBI  plans  to  initiate  new  research  into  maintaining  the 
function  of  transfused  platelets  and  extending  their  shelf-life. 

While  many  advances  already  have  been  made  in  improving  blood  component  storage, 
CCBC  supports  additional  research  funding  in  this  area  to  help  contain  health-care 
costs  and  maintain  an  adequate  blood  supply  for  patients  in  need  of  transfusions. 

STEM  CELL  TECHNOLOGY 

A  break-through  in  the  collection,  isolation  and  culturing  of  stem  cells  will  aid  in  the 
treatment  of  bone  marrow  transplant  patients  and  other  cancer  patients.  Stem  cells 
are  the  basic  blood  cells  that  generate  all  other  blood  cells.  They  are  found  in  a 
person's  bone  marrow,  in  small  amounts  in  the  bloodstream,  and  in  placental  and 
umbilical  cord  blood. 

CCBC  supports  ongoing  and  future  NHLBI  efforts  to  establish  a  new  SCOR  on  stem 
cells  to  further  investigate  the  basic  biology  of  stem  cells,  and  eventually  develop  a 
way  to  use  stem  cells  as  vehicles  for  gene  therapy.  We  hope  that  Congress  will 
support  research  appropriations  in  this  area  as  part  of  a  drive  for  new  cancer  therapies 
and  vital  treatments  for  other  debilitating  diseases. 

ADDITIONAL  NATIONAL  FUNDING  FOR  HEALTH  RESEARCH 

Medical  research  holds  the  promise  both  of  reducing  medical  costs  and  improving  the 
quality  of  care.  A  continued  national  commitment  to  medical  research  not  only  will 
maintain  American  preeminence  in  cutting-edge  biomedical  science,  but  also  can 
improve  disability  and  disease  prevention,  diagnosis  and  treatment. 

Realizing  that  federal  budgetary  pressures  place  tight  limits  on  discretionary  spending, 
CCBC  supports  medical  research  funding  legislation  proposed  by  Senators  Tom  Harkin 
and  Mark  Hatfield.  Their  proposal  calls  for  a  new  mechanism  under  health-care  reform 
to  provide  additional  funding  for  health  research  at  NIH— over  and  above  the  amount 
provided  in  the  annual  congressional  appropriations  process. 

Under  a  reformed  health-care  system  with  corporate  and  regional  health  alliances,  the 
Harkin-Hatfield  plan  proposes  that  approximately  one  percent  of  all  monthly  health 
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insurance  premiums  be  set  aside  in  a  new  national  fund  for  health  research.  These 
funds,  together  with  money  raised  by  a  new  voluntary  federal  income  tax  check-off, 
would  be  used  to  supplement  annual  NIH  appropriations. 

Supporters  of  the  Harkin-Hatfield  research  set-aside  proposal  estimate  that  it  will 
amount  to  a  50  percent  increase  in  funding  for  the  NIH.  CCBC  supports  the  proposal 
as  a  critical  step  toward  further  biomedical  innovation,  increased  productivity,  and 
lower  national  medical  expenses.  We  urge  the  House  appropriations  leadership  to 
consider  a  comparable  legislative  initiative. 

In  conclusion,  transfusion  safety,  blood  storage  and  stem  cell  initiatives  at  NIH  help 
address  both  the  short-and  long-term  goals  for  maximizing  safe  blood  transfusions  for 
the  millions  of  Americans  who  depend  on  the  lifesaving  properties  of  this  mode  of 
therapy.  Patients,  and  the  blood  centers  that  serve  them,  will  benefit  from  the 
implementation  of  ongoing  national  research  priorities. 

Mr.  Chairman,  we  are  aware  of  the  pressures  on  the  fiscal  year  1995  budget  in 
response  to  deficit  reduction  mandates.  In  response  to  those  pressures,  the 
President's  budget  includes  an  overall  reduction  in  discretionary  spending  from  last 
year's  levels.  However,  his  budget  also  acknowledges  that  certain  programs  represent 
a  long-term  investment  and  therefore  should  not  be  cut.  We  believe  that  funding  of 
the  important  biomedical  research  described  in  my  testimony  should  be  categorized 
as  an  investment  in  the  future  health  of  all  Americans. 

We  respectfully  ask  that  the  Appropriations  Committee  consider  and  address  the 
pressing  needs  of  transfusion  medicine  and  the  continued  efforts  of  the  National 
Heart,  Lung  and  Blood  Institute.  Thank  you,  Mr.  Chairman  and  members  of  the 
Subcommittee,  for  your  consideration  of  the  issues  we  have  brought  before  you 
today. 
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Good  morning  Mr.  Chairman  and  members  of  the  Committee.  Thank 
you  for  providing  me  the  opportunity  to  speak  to  you  today  on  the 
proposed  FY  1995  budgets  of  the  National  Institutes  of  Health. 

My  name  is  Susan  Persons,  and  I  am  Associate  Director  for 
Government  Affairs  of  the  Consortium  of  Social  Science 
Associations,  on  whose  behalf  I  am  speaking  today.  COSSA 
represents  over  90  professional  associations,  scientific  societies, 
and  universities  as  an  advocate  for  the  promotion  of,  and  federal 
funding  for,  research  in  the  social,  economic,  and  psychological 
sciences.  We  serve  as  a  link  between  the  policymaking  world  of 
Washington  and  the  social  science  research  community.  A  list  of 
our  Members,  Affiliates,  and  Contributors  is  attached. 

I  would  like  to  begin  by  thanking  the  Committee  for  its 
sustained  support  of  social  and  behavioral  science  research  at  NIH. 
Your  recognition  that  our  nation's  health  problems  have  multiple 
determinants — social,  behavioral,  and  biomedical — is  essential  for 
ensuring  efficient,  effective  solutions  to  the  complex  health 
challenges  we  face  now  and  in  the  future. 

Over  the  past  decade,  COSSA  has  strongly  advocated  for 
increased  behavioral  and  social  research  at  the  NIH.  Perhaps  now 
more  than  ever,  it  has  become  indisputably  clear  that  critical 
health  issues  including  substance  abuse,  AIDS,  infant  mortality, 
tuberculosis,  cardiovascular  disease,  and  cancer,  among  others, 
have  significant  behavioral  factors  that  must  be  addressed  in  order 
to  prevent  or  treat  them.  Diet,  exercise,  sexual  conduct,  and 
smoking,  are  all  commonly  known  and  accepted  as  significant 
behavioral  elements  affecting  health. 

Individual  behavior,  important  as  it  is  to  health,  must  not 
be  the  only  focus  for  solving  our  complex  health  problems,  however. 
As  Congress  and  government  agencies  look  beyond  "quick  fixes"  and 
superficial  solutions  to  the  root  causes  of  diseases  and  disorders, 
it  also  becomes  clear  that  "just  saying  no"  is  not  as  easy  for  some 
as  it  may  be  for  others.  Social  and  economic  factors  that 
contribute  to  the  quality  of  life  among  the  ill,  or  affect  their 
adherence  to  treatment  regimens,  are  equally  important  aspects  of 
the  health  experience.  These  factors  include  racial/ethnic  status, 
gender,  age,  income,  education,  community,  cultural  orientation, 
and  religion.  It  is  COSSA 's  position  that  federal  disease 
prevention  and  health  promotion  activities  cannot  be  effective 
without  recognizing  the  role  of  these  social  and  economic  factors. 

Office  of  Behavioral  and  Social  Science  Research 

Given  the  historic  biomedical  perspective  at  NIH,  a  decade  of 
Congressional  directives  and  research  advocacy  efforts  to  increase 
the  funding  of  social  and  behavioral  science  at  NIH,  and  a 
multitude  of  health  maladies  that  threaten  the  well-being  of  our 
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nation,  COSSA  was  very  pleased  when  Congress  authorized  the  Office 
of  Behavioral  and  Social  Science  Research  (OBSSR)  in  the  NIH 
Revitalization  Act  of  1993.  Effective  July  1,  1993,  the  OBSSR,  to 
be  located  in  the  Office  of  the  Director,  is  charged  with 
coordinating  and  developing  social  and  behavioral  research  in 
cooperation  with  the  institutes  at  NIH.  A  report  to  Congress 
describing  the  extent  to  which  NIH  conducts  and  supports  social 
and  behavioral  research  was  due  on  February  1,  1994. 

Unfortunately,  due  to  changes  in  leadership  at  NIH  and  the 
bureaucratic  process  necessary  to  implement  a  new  office,  the  OBSSR 
has  not  been  established.  COSSA  and  other  research  advocates  are 
concerned  about  the  seven  month  delay,  and  respectfully  request 
that  the  Committee  encourage  NIH  to  get  the  Office  underway  as  soon 
as  possible.  COSSA  recommends  allocating  $5  million  in  FY  1995  for 
the  Office  of  Behavioral  and  Social  Science  Research  to  produce  the 
report  mandated  by  Congress,  to  conduct  cross-institute  seminars 
and  conferences,  and  to  supplement  social  and  behavioral  research 
grants  initiated  by  the  institutes. 

Although  the  potential  contribution  of  our  community's 
research  has  been  largely  overlooked  and  underutilized  by  NIH, 
there  are  institutes  which  recognize  the  interaction  between 
biological  and  social-behavioral  phenomena.  I  would  like  to 
discuss  three  NIH  institutes  which  support  significant  programs  in 
behavioral  and  social  research — the  National  Institute  on  Aging 
(NIA) ,  the  National  Institute  of  Child  Health  and  Human  Behavior 
(NICHD) ,  and  the  National  Institute  of  Nursing  Research  (NINR) . 
I  will  outline  a  few  significant  and  promising  research  initiatives 
at  each  institute  that  COSSA  feels  deserves  special  recognition  and 
meaningful  funding. 

NIA 

For  well  over  a  decade,  the  National  Institutes  on  Aging  has 
supported  a  robust  social  science  research  agenda,  primarily 
through  its  Behavioral  and  Social  Research  (BSR)  Branch.  The 
contributions  of  this  branch,  and  of  NIA  in  general,  have  been 
immeasurable.  In  illuminating  the  dynamic  interaction  of 
psychosocial  and  biomedical  factors  in  the  aging  process,  research 
supported  by  the  BSR  Branch  has  furthered  the  mission  of  NIA  to 
reduce  the  burdens  of  illness  and  frailty  among  older  people  and 
to  enhance  their  quality  of  life. 

The  aging  of  America's  population  presents  many  significant 
challenges  to  our  society.  The  number  of  people  aged  65  and  over 
is  expected  to  increase  from  29  million  today  to  65  million  by 
2030.  By  the  same  year,  the  number  of  persons  aged  85  and  over 
will  have  grown  from  2.7  million  to  8.6  million.  We  must  not 
overlook  the  critical  contribution  of  the  NIA  to  maximizing 
people's  health  and  functioning  in  their  middle  and  later  years. 
To  this  end,  COSSA  endorses  the  professional  judgment  budget  for 
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NIA — the  country's  chief  aging  research  institute — of  $574  million. 

I  would  like  to  note  two  essential  areas  of  research  supported 
by  NIA's  BSR  that  will  not  go  forward  without  additional  funding. 
The  first  is  related  to  Alzheimer's  Disease,  a  disorder  this 
Committee  has  identified  in  recent  years  as  a  top  priority  for 
funding.  Alzheimer's  Disease  (AD)  afflicts  not  only  the 
individuals  who  have  the  disorder,  but  also  the  people  who 
ragularly  care  for  them.  Caregivers  of  persons  with  AD  often  face 
significant  emotional  stress  and  extreme  physical  and  financial 
burdens.  These  burdens  are  compounded  when  caregivers  must  deal 
with  caring  for  a  relative  who  may  be  apathetic  or  even  hostile. 
Caregivers  often  become  "hidden  patients,"  in  need  of  outside 
support  and  assistance  to  maintain  their  own  health  and 
functioning. 

While  the  burdens  of  caring  for  AD  patients  are  now  well 
documented,  very  little  is  known  about  how  to  reduce  the  burden, 
and  studies  are  needed  to  test  whether  social  and  behavioral 
interventions  can  make  a  difference  in  the  health  and  functioning 
of  family  caregivers.  Given  the  high  priority  on  Alzheimer's 
Disease,  COSSA  recommends  that  $3  million  be  provided  in  FY  1995 
for  research  on  how  to  reduce  the  burdens  of  caregiving. 

A  second  area  of  NIA  research  would  focus  on  improving  the 
cognitive  functioning  of  older  adults.  Cognitive  functioning 
refers  to  an  individual's  ability  to  think,  remember,  perceive, 
and  be  attentive.  Laboratory  studies  have  revealed  that  behavioral 
interventions  are  successful  in  improving  these  skills,  and  there 
is  growing  evidence  that  some  of  these  interventions  will  be 
successful  in  "real"  life  conditions.  The  NIA  is  prepared  to  begin 
field  tests  that  will  help  determine  which  of  these  interventions 
will  be  most  useful  in  improving  individual  functioning.  Clearly, 
this  research  has  tremendous  potential  to  ensure  an  improved 
quality  of  life  for  older  Americans  by  helping  them  to  lead 
productive  and  independent  lives  while  reducing  the  costs  for  long- 
term  health  care.  COSSA  recommends  $3  million  in  FY  1995  to  fund 
field  trials  of  interventions  that  would  improve  the  cognitive 
functioning  of  older  Americans. 

Finally,  COSSA  would  like  to  emphasize  the  importance  of 
allowing  the  NIA  to  expand  its  research  on  the  health  and  effective 
functioning  of  older  rural  populations.  As  directed  by  Congress, 
the  NIA  established  four  small  research  centers  to  improve  the 
knowledge  base  necessary  for  the  promotion  of  health  and  the 
prevention  of  disease  among  rural  older  people,  and  for  developing 
and  implementing  effective,  acceptable,  and  accessible  health  care 
and  other  services.  Because  the  elderly  living  in  rural  areas  are 
more  likely  than  their  urban  counterparts  to  be  in  fair  or  poor 
health,  to  suffer  from  chronic  or  serious  illness,  and  to  be 
without  a  regular  source  of  health  care  and  health  insurance,  this 
research  effort  must  not  be  neglected.   COSSA  recommends  that  $1 
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million  be  appropriated  to  expand  two   of  the  existing  MIA  rural 
health  research  centers  to  full  utilization. 

MICHD 

NICHD,  one  of  the  most  highly  respected  of  the  NIH 
institutes,  has  long  recognized  the  complex  interplay  amongst  the 
social,  behavioral,  and  biological  sciences,  and  has  utilized  that 
knowledge  in  funding  outstanding  research  initiatives.  Congress 
has  repeatedly  called  upon  the  NICHD  throughout  the  past  thirty 
years,  seeking  the  best  scientific  knowledge  necessary  to  safeguard 
the  health  of  our  children.  Historically,  however,  NICHD  has  had 
one  of  the  lowest  funding  rates,  whether  measured  by  award  rate  or 
success  rate.  It  is  time  that  Congress  fully  address  the  needs  of 
the  NICHD  so  that  it  can  fulfill  its  important  mandate  to  advance 
research  on  child  health  and  human  development.  As  a  member  of  the 
Friends  of  NICHD  Coalition,  COSSA  supports  the  FY  1995  professional 
judgement  budget  for  NICHD  of  $775.3  million. 

Perhaps  never  before  has  the  issue  of  child  care  reached  the 
magnitude  of  public  debate  that  it  now  has.  The  current  economy, 
which  compels  more  women  to  work  outside  of  the  home  whether  they 
choose  to  do  so  or  not,  an  increasingly  violent  society,  and  the 
lack  of  good  alternatives  for  the  care  of  children,  necessitate 
that  society  address  this  critical  issue.  NICHD  is  studying  over 
1,000  children  in  ten  sites  around  the  country  from  birth  to  age 
three,  to  understand  the  impact  of  early  infant  day  care  on  child 
development.  Additional  funding  would  allow  this  important 
initiative  to  continue,  ideally  to  age  seven,  in  order  to  gain 
valuable  information  about  children's  adjustment  to  school.  COSSA 
recommends  an  increase  of  $2  million  for  child  day  care  research 
which  will  clearly  benefit  our  entire  population. 

A  second  NICHD  research  proposal  that  COSSA  is  pleased  to 
highlight  is  a  study  entitled  "Hispanic  Child  Health:  Social, 
Behavioral,  and  Cultural  Factors."  Responding  to  the  needs  of  all 
of  our  citizenry,  NICHD  is  focusing  research  on  how  membership  in 
different  racial  and  ethnic  groups  affects  social  relations, 
demographic  patterns,  and  health  outcomes.  This  study  will  include 
people  of  Mexican,  Puerto  Rican,  Cuban,  Central  American,  South 
American,  and  indigenous  Hispanic  heritage.  Demographic  and 
behavioral  research  is  needed  to  address  some  interesting  issues 
among  the  Hispanic  population  and  better  address  the  needs  of  its 
children.  For  example,  the  research  may  help  to  explain  the 
unexpectedly  low  rates  of  low  birth  weight  and  infant  mortality 
among  the  Mexican-American  population,  while  those  to  Puerto  Ricans 
remain  high.  Also,  the  study  will  provide  insight  as  to  why 
substance  abuse  among  Mexican-descent  women  has  remained  relatively 
low  despite  high  rates  of  poverty  and  less  schooling.  COSSA 
strongly  recommends  an  additional  $500,000  for  the  Hispanic  Child 
Health  Study. 
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I  would  also  like  to  mention  COSSA's  ardent  support  for  an 
NICHD  study  mandated  by  Congress  in  the  NIH  Revitalization  Act  of 
1993  that  would  provide  information  on  the  general  health  and  well- 
being  of  U.S.  adolescents.  No  one  will  dispute  that  our 
adolescents  are  at  risk.  Eating  disorders,  runaway  behavior, 
substance  abuse,  violence,  sexual  conduct  have  all  become  issues 
of  life  and  death  for  adolescents.  Parents  and  teachers 
desperately  need  quality  research  that  will  render  the  best 
guidance  in  teaching  teenagers  to  develop  healthy  lifestyles.  As 
you  know,  NICHD' s  research  is  exemplary,  and  given  the  means,  it 
will  find  the  answers  that  are  so  urgently  needed.  COSSA 
anticipates  that  the  implementation  of  a  longitudinal  study  of 
adolescent  health  as  required  by  the  NZH  Revitalization  Act  would 
cost  approximately  $7  million  in  FY  1995,  and  therefore,  recommends 
an  increase  of  that  amount. 

NINR 

This  past  year  the  National  Center  for  Nursing  Research  became 
the  National  Institute  for  Nursing  Research,  a  much  deserved 
promotion  in  status.  COSSA  is  very  pleased  to  serve  as  an  advocate 
for  the  NINR.  Although  one  of  the  youngest  and  smallest  of  the  NIH 
institutes,  it  directs  a  major  portion,  approximately  45  percent, 
of  its  funding  to  research  and  research  training  in  areas  of  health 
promotion  and  behavior  related  to  disease.  Like  NIA  and  NICHD,  the 
NINR  recognizes  the  importance  of  the  relationship  of  social- 
behavioral  and  biological  phenomena.  In  fact,  the  NINR  has 
recently  launched  a  ten  year  biological  research  and  research 
training  initiative  to  ensure  that  future  nursing  science  increases 
the  link  between  behavioral  and  biological  research  in  addressing 
clinical  and  other  research  problems.  COSSA  supports  the 
professional  judgment  budget  for  NINR  of  $74.8  million. 

Unfortunately,  many  promising  NINR  research  initiatives  went 
unfunded  this  year.  One  research  priority  of  the  NINR  is  pain 
management.  NINR,  for  example,  would  like  to  discover  how  to  ease 
the  suffering  of  the  over  one  million  cancer  patients,  90  percent 
of  whom  experience  moderate  to  severe  pain.  Although  medication 
exists  to  effectively  treat  most  of  these  people,  many  patients  and 
health  care  providers  have  misconceptions  that  seriously  impede  the 
use  of  these  therapies.  One  study  that  was  not  implemented  because 
of  a  lack  of  funding  would  develop  interventions  to  overcome 
patient-related  barriers  to  pain  management  such  as  stoic  attitudes 
that  prohibit  communication  about  pain  or  the  fear  of  side  effects 
of  medication.  COSSA  recommends  that  $648,62  6  be  allocated  for  a 
study  of  pain  management  in  metastatic  cancer  patients. 

Again,  thank  you  for  the  opportunity  to  present  COSSA's  views 
on  funding  priorities  for  the  NIH. 


1315 


Consortium  of  Social  Science  Associations 


MEMBERS 


American  Anthropological  Association 
American  Economic  Association 
American  Historical  Association 
American  Political  Science  Association 
American  Psychological  Association 
American  Sociological  Association 


AFFILIATES 


American  Agricultural  Economics  Association 

American  Assembly  of  Collegiate  Schools  of  Business 

American  Association  for  Public  Opinion  Research 

American  Educational  Research  Association 

American  Society  of  Criminology 

Association  for  Asian  Studies 

Association  for  Social  Sciences  in  Health 

Association  of  Research  Libraries 

Eastern  Sociological  Society 

History  of  Science  Society 

International  Studies  Association 

Midwest  Sociological  Society 

National  Council  on  Family  Relations 

North  Central  Sociological  Association 


American  Statistical  Association 
Association  of  American  Geographers 
Association  of  American  Law  Schools 
Law  and  Society  Association 
Linguistic  Society  of  America 


Operations  Research  Society  of  America 
Population  Association  of  America 
Rural  Sociological  Society 
Social  Science  History  Association 
Society  for  Research  on  Adolescence 
Society  for  Research  in  Child  Development 
Society  for  the  Advancement  of 
Socio-Economics 

Society  for  the  Scientific  Study  of  Religion 
Society  for  the  Scientific  Study  of  Sex 
Southern  Sociological  Society 
Southwestern  Social  Science  Association 
Speech  Communication  Association 
The  Institute  for  Management  Sciences 


CONTRIBUTORS 


American  Council  of  Learned  Societies 
American  University 
University  of  Arizona 
Arizona  State  University 
Brookings  Institution 
University  of  California,  Berkeley 
University  of  California,  Los  Angeles 
University  of  California,  San  Diego 
Carnegie-Mellon  University 

Center  for  Advanced  Study  in  the  Behavioral  Sciences 
University  of  Chicago 
University  of  Cincinnati 
University  of  Colorado 

Cornell  Institute  for  Social  and  Economic  Research 
Cornell  University 

Criminal  Justice  Center,  Sam  Houston  State  University 
Duke  University 
Emory  University 
University  of  Georgia 
Harvard  University 
University  of  Illinois 
Indiana  University 

Institute  for  Social  Research,  University  of  Michigan 
Institute  for  Women's  Policy  Research 
University  of  Iowa 
Johns  Hopkins  University 
Kansas  State  University 
Massachusetts  Institute  of  Technology 
Maxwell  School  of  Citizenship  and  Public  Affairs,  Syracuse 
University 


University  of  Michigan 

Michigan  State  University 

University  of  Minnesota 

National  Bureau  of  Economic  Research 

National  Opinion  Research  Center 

University  of  Nebraska 

New  York  University 

University  of  North  Carolina,  Chapel  Hill 

North  Carolina  State  University 

Northwestern  University 

Ohio  State  University 

University  of  Oregon 

Pennsylvania  State  University 

University  of  Pittsburgh 

Princeton  University 

Purdue  University 

University  of  Rhode  Island 

Social  Science  Research  Council 

University  of  Southern  California 

State  University  of  New  York,  Stony  Brook 

Temple  University 

University  of  Tennessee 

University  of  Texas,  Austin 

Texas  A  &  M  University 

Tulane  University 

University  of  Washington 

University  of  Wisconsin,  Madison 

University  of  Wisconsin,  Milwaukee 

Yale  University 


1316 


The  American  Physiological  Society 

9650  ROCKVILLE  PIKE     •     BETHESDA,  MARYLAND  20814-3991 
301-530-7118     •     FAX  301-571-8305 


Please  Reply  To: 


Statement  of  Martin  Frank,  Ph.D. 

Executive  Director 
American  Physiological  Society 


Before  the 

House  Appropriations  Subcommittee  on 

Labor,  HHS,  and  Education 


February  11,1 994 
10:00  a.m. 


President 

William  H.  Dantzter 
University  of  Arizona,  Tucson 

Past  President                                                  President-He*  i                                 Executive  Director 

Stanley  G.  Schultz                                             Brian  R.  Duling                                    Martin  Frank 
University  of  Texas,  Houston                University  of  Virginia,  Charlottesville 

Councillors 

Mordecai  P.  Blau stein 
University  of  Maryland.  Baltimore 

Helen  J.  Cooke 
Ohio  State  University,  Columbus 

D.  Neil  Granger 
Louisiana  State  University,  Shreveport 

Barbara  Horwitz 
University  of  California,  Davis 

L.  Gabriel  Navar 
Tulane  University,  New  Orleans 

James  A.  Schafer 
University  of  Alabama,  Birmingham 

1317 


The  American  Physiological  Society  is  pleased  to  offer  its  comments  on  FY  1995  funding  for 
the  National  Institutes  of  Health.  My  name  is  Martin  Frank,  and  I  am  the  Executive 
Director  of  the  APS. 

I  would  first  like  to  express  my  appreciation  to  you,  Mr.  Chairman,  and  to  the  members  of 
the  Subcommittee,  for  your  consistent  efforts  to  achieve  the  highest  possible  funding  levels 
for  the  vital  research  conducted  at  NIH,   As  guardians  of  the  public  trust,  you  have 
recognized  the  importance  of  biomedical  research  by  investing  in  NIH.   APS  members 
recognize  the  responsibility  that  goes  with  your  trust,  and  we  seek  to  fulfill  it. 

The  APS  is  the  nation's  oldest  scientific  society  dedicated  to  medical  research,  and  we  now 
have  some  7,500  members.   The  Society  publishes  14  peer-reviewed  journals,  more  than  any 
Society  of  its  kind  in  the  world.   APS  scientists  conduct  research  on  the  functions  and 
dysfunctions  of  all  the  body's  systems  and  organs  —  heart,  lungs,  kidneys,  and  brain.  Our 
members  conduct  their  research  at  medical  schools,  universities,  hospitals,  and  in  industry. 
APS  also  plays  a  key  role  in  medical  education,  and  we  are  concerned  about  and  active  in 
the  area  of  general  science  education.    Our  Society  has  been  vigorous  in  its  efforts  to 
promote  access  to  careers  in  research  and  teaching  for  minorities  and  women. 

At  a  time  when  reform  of  the  health  care  system  is  a  central  focus  of  national  policy,  I  am 
pleased  to  have  the  opportunity  to  speak  on  behalf  of  medical  research  and  to  express  the 
American  Physiological  Society's  views  on  this  subject.    I  earnestly  believe  —  as  I  am  sure 
that  you  do  ~  that  a  strong  program  of  medical  research  is  a  key  to  giving  the  American 
people  a  better,  healthier,  and  longer  life. 

From  this  perspective,  the  APS  has  been  very  disappointed  to  see  so  little  about  medical 
research  in  the  health  care  reform  proposals  presented  to  date.    Federally  supported  medical 
research  must  be  integrated  into  health  care  reform  rather  than  added  as  an  afterthought  if  we 
are  to  maximize  the  short  and  long-term  benefits  our  nation  can  derive  from  our  health 
dollars. 

Applied  medical  research  offers  great  promise  for  reducing  the  chronic  care  costs  for  such 
conditions  as  AIDS,  diabetes,  heart  disease,  and  arthritis,  which  are  a  heavy  financial  burden 
on  the  entire  system.    Some  health  problems  can  be  addressed  directly  where  the  knowledge 
base  is  in  place  and  the  technology  is  available.   However,  in  many  cases  we  do  not  yet 
know  the  basic  information  required  to  find  the  answers  to  critical  health  problems. 
Therefore,  we  urge  you  to  continue  the  historical  tradition  of  NIH  support  for  a  far-reaching 
program  of  research  into  fundamental  biological  principles,  as  well  as  targeted  attacks  on 
specific  problems. 

The  development  of  real  cures  will  not  occur  solely  by  directing  funds  narrowly  to  a 
particular  disease  or  symptom.   Time  and  again  medical  breakthroughs  have  been  derived 
from  research  that  was  aimed  at  gaining  a  fundamental  understanding  of  nature  without  any 
immediate  relevance  to  a  specific  disease  or  disease  process.    The  genius  of  the  NIH  system 
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is  that  it  has  brought  about  so  much  medical  progress  by  harnessing  and  coordinating  the 
power  of  both  basic  and  applied  research. 

APS  is  concerned  that  the  President's  budget  would  leave  NIH  with  nearly  100  fewer  grants 
in  FY  1995  than  in  FY  1994.   NIH  will  face  a  unique  set  of  circumstances  next  year  because 
the  policy  decision  to  shorten  grant  lengths  has  led  to  an  unusually  large  number  of  grants 
being  scheduled  to  be  submitted  for  competing  renewals  in  FY  1995.   The  President  has 
made  a  significant  effort  to  address  this  issue,  but  the  total  number  of  grants  will  still 
decline.   The  Society  urges  this  Subcommittee  to  give  special  attention  to  this  matter  so  that 
NTH  can  maintain  its  portfolio  of  ground-breaking  research. 

We  are  also  concerned  that  the  President  has  proposed  $122  million  in  "delayed  obligations." 
This  is  a  dangerous  practice  because  it  pushes  actual  spending  into  a  future  fiscal  year.   We 
urge  you  to  follow  your  own  good  instincts  about  resisting  the  temptation  to  spend 
tomorrow's  money. 

For  a  more  detailed  exposition  of  our  community's  views,  the  APS  commends  to  you  the 
recommendations  of  the  FASEB  Consensus  Conference  and  the  Ad  Hoc  Group  for  Medical 
Research  Funding.   These  organizations  are  recommending  a  substantial  increase  in  the  NIH 
budget  in  FY  1995  to  ensure  that  our  nation  can  make  the  medical  progress  that  we  need 
now  more  than  ever. 

APS  is  also  concerned  about  what  we  assume  are  unintended  negative  consequences  that  we 
anticipate  because  of  the  new  A-21  indirect  cost  reimbursement  regulations  that  went  into 
effect  on  January  1.   The  new  regulations  will  mean  that  at  some  institutions  where  animal 
care  costs  were  previously  covered  by  indirect  costs,  researchers  now  have  to  pay  those  costs 
with  direct  grant  funds. 

As  you  know,  NIH  has  been  quite  strict  in  recent  years  in  paring  down  research  budgets. 
We  do  not  yet  know  how  many  researchers  will  be  adversely  affected,  but  the  greatest  effects 
will  be  felt  by  those  who  work  with  large  animals,  that  is,  those  species  that  are  crucial  to 
bringing  basic  research  to  the  bedside.    Not  surprisingly,  large  animals  are  expensive  to 
maintain,  but  their  use  is  essential  to  fulfilling  the  commitment  of  medical  researchers  to  the 
public  welfare. 

I  urge  you  to  look  into  this  issue.   It  may  be  necessary  to  ease  the  transition  through  the 
allocation  of  additional  funds  or  by  allowing  continuing  grant  renewals  to  exceed  the  4  % 
increase  limitation  imposed  by  NIH's  cost  management  plan  if  adjustments  in  animal  care 
budgets  or  other  indirect  charges  must  be  made. 

Let  me  return  to  the  issue  of  basic  research.    Science  magazine  recently  provided  a  good 
illustration  of  how  basic  research  pays  off  with  its  selection  of  p53,  as  its  "molecule  of  the 
year."   The  story  of  p53  is  a  perfect  example  of  how  several  avenues  of  wide-ranging  basic 
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research  can  ultimately  converge  in  a  discovery  that  revolutionizes  our  understanding  of  a 
devastating  disease. 

p53  was  first  discovered  in  1979  through  basic  research  on  cellular  function.   Though  this 
protein  was  not  thought  to  be  particularly  important  or  significant  to  our  long-term 
understanding  of  cancer  per  se,  it  was  soon  discovered  that  />53  actively  promotes  the  growth 
of  many  tumors.   Then,  in  1989  researchers  pursuing  the  genetic  causes  of  colorectal  cancer 
discovered  a  mutation  in  />53  associated  with  that  tumor,  and  the  explosion  began.   Now  />53 
is  recognized  as  one  of  the  most  commonly  mutated  genes  in  human  tumors.   Various 
research  groups  have  now  documented  51  types  of  human  cancer  involving  mutations  of  p52>. 
Remarkably,  the  most  recent  research  seems  to  show  that,  in  addition  to  causing  cancer  in  its 
mutated  form,  the  correctly  functioning  /?53  gene  may  also  protect  the  body  from  cancer. 

At  present  the  spotlight  is  on  p53,  as  scientists  try  to  determine  its  role  both  in  cancer 
prevention  and  causation.    Obviously,  it  is  everyone's  hope  that  we  will  be  able  to  devise 
clinical  applications,  such  as  molecular  or  immunological  therapy  for  cancer,  or  even  a 
cancer  vaccine.   This  will  require  continued  vigorous  efforts  of  biomedical  investigators 
using  techniques  of  molecular  biology,  physiology,  pharmacology,  whole  animal  studies,  and 
clinical  trials.    One  gene  therapy  trial  for  patients  with  advanced  lung  cancer  is  already  in  the 
planning  stages  and  is  expected  to  take  place  next  year. 

Mr.  Chairman,  I  hope  that  my  comments  will  assist  you  and  your  Subcommittee  in  your 
efforts  to  obtain  support  for  health  related  research  in  the  United  States.    I  know  that  you 
have  been  a  leader  in  supporting  NIH  research.    The  appointment  of  Harold  Varmus  gives 
NIH  a  dynamic  new  leader.    He  is  eager  to  take  advantage  of  the  best  scientific  opportuni- 
ties, and  the  medical  research  community  is  eager  to  work  with  him. 

With  this  support  in  Washington,  I  pledge  the  continued  efforts  of  the  American  Physiologi- 
cal Society  in  pursuit  of  the  goal  of  a  healthier  America. 

I  thank  you  for  allowing  me  to  present  the  views  of  the  American  Physiological  Society. 
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As  Chairman  of  the  Research  Division  of  the  Society  of  Critical  Care 
Medicine,  I  appreciate  this  opportunity  to  testify  before  the  Subcommittee  on  Labor, 
Health  and  Human  Services,  Education  and  Related  Agencies  of  the  House 
Appropriations  Committee.  Specifically,  the  Society  would  like  to  address  Fiscal 
Year  ("FY")  1995  funding  for  the  National  Heart,  Lung  and  Blood  Institute 
CNHLBI")  and  the  Agency  for  Health  Care  Policy  and  Research  ("AHCPR"). 

The  Society  represents  over  7,500  physicians,  nurses,  allied  health 
practitioners,  scientists,  pharmacists,  and  members  of  industry  who  are  dedicated 
to  improving  the  care  of  the  critically  ill  and  injured  patient.  Moreover,  the  Society 
is  an  advocate  of  the  infant,  child,  or  adult  who  requires,  or  is  at  risk  of  needing, 
intensive  care  services  or  advanced  life  support. 

Critical  care  is  a  relatively  young  field  of  medicine,  focusing  on  the 
specialized  treatment  of  the  unstable  patient  to  prevent  or  combat  single  or 
multiple  vital  organ  system  failure.  Basic  biomedical  research,  as  well  as  outcomes 
research,  in  critical  care  must  be  given  top  priority  by  a  federal  government 
attempting  to  improve  the  quality  of  and  access  to  health  care  services  while 
controlling  costs. 

Critical  care  services  in  the  United  States  account  for  almost  30%  of  all 
acute  care  hospital  costs.  Four  out  of  five  Americans,  and  four  out  of  five  Members 
of  this  Subcommittee,  will  experience  critical  care  in  their  lifetime,  either  as  a 
patient  or  as  a  family  member  or  friend  of  a  critically  ill  or  injured  person.  Mrs. 
Clinton  through  her  father  and  Vice  President  Gore  through  his  son  both  have 
experience  with  critical  illness  and  injury. 

Funding  for  the  NHLBI 

In  its  FY  1993  Report,  this  Subcommittee  included  language 
recommending  that  the  NHLBI  implement  randomized  multi-center  clinical  trials 
in  the  field  of  critical  care.  In  response  to  that  language,  the  NHLBI  convened  a 
Task  Force  on  Critical  Care  to  develop  a  research  agenda.  The  Task  Force's 
recommendations  should  be  finalized  later  this  month.  Members  of  the  Society  of 
Critical  Care  Medicine  have  played  an  integral  role  on  this  Task  Force  and  in  the 
development  of  the  research  agenda.  We  expect  that  the  Task  Force 
recommendations  will  include  the  randomized  multi-center  clinical  trials  mentioned 
in  this  Subcommittee's  report. 

Given  the  Subcommittee's  involvement  in  the  establishment  of  this 
Task  Force,  we  urge  the  Subcommittee  to  specifically  provide  new  funding  to  the 
NHLBI  to  implement  this  research  agenda.  When  the  NHLBI  testifies  before  this 
Subcommittee  in  later  weeks,  we  expect  the  specific  critical  care  research  areas 
recommended  by  the  Task  Force  to  be  described  in  detail. 
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We  also  urge  the  Subcommittee  to  provide  sufficient  funding  in  two 
areas  of  important  research  being  conducted  through  the  NHLBI:  research  in  adult 
respiratory  distress  syndrome  CARDS")  and  hospital  management  of  asthma. 

One  of  the  most  commonly  affected  organ  systems  in  critically  ill 
patients  is  the  respiratory  system.  This  respiratory  system  failure  manifests  as  two 
general  syndromes.  One  is  ARDS,  which  leads  to  failure  of  the  lungs  to  oxygenate 
blood.  The  occurrence  of  ARDS  is  associated  with  a  variety  of  disease  processes, 
with  ARDS  being  a  common  accompaniment  of  the  multiple  organ  system  failure 
syndrome.  ARDS  strikes  an  estimated  150,000  Americans  each  year.  Research  to 
discover  the  causes  of  lung  injury  and  to  understand  the  mechanisms  of  lung 
recovery  in  this  disorder  will  help  us  to  identify  appropriate  treatments,  to  reduce 
disability,  to  lessen  mortality,  and  to  more  quickly  return  these  individuals  to  a 
productive  place  in  society. 

Concerning  asthma  research  and  critical  care,  nearly  all  patients 
admitted  to  the  hospital  for  management  of  acutely  severe  disease  will  have 
moderate  to  severe  airflow  obstruction.  Care  of  these  patients  requires  close 
medical  attention,  including  serial  assessment  of  lung  function  by  a 
multidiscipUnary  team  of  health  care  providers,  including  a  physician,  skilled 
nurses,  and  respiratory  therapists.  Accordingly,  these  patients  often  are  treated  in 
an  ICU  by  a  critical  care  team.  Proper  care  prior  to  hospitalization  or  in  the 
emergency  room,  however,  might  avoid  the  need  for  costly  intensive  care  services. 

Much  research  remains  to  be  done  to  understand  how  to  prevent  acute 
exacerbations  that  lead  to  hospitalizations,  as  well  as  how  to  provide  rapid,  effective 
treatment  once  the  patient  has  been  admitted.  Some  research  questions  include: 
optimal  dose  of  systemic  cortiosteroids;  use  of  systemic  cortiosteroids  compared  to 
intravenous  administration  of  these  medications;  appropriate  use  of 
methlyxanthines;  and  effective  methods  to  clear,  or  alter  viscosity  of,  airway 
secretions. 

The  Society  of  Critical  Care  Medicine  supports  additional  funding  for 
the  NHLBTs  new  research  grants  in  the  areas  of  ARDS,  the  management  of 
hospitalized  patients  with  asthma,  and  emergency  department  treatment  of  asthma 
in  minority  children.  We  urge  the  Subcommittee  to  provide  additional  funding  to 
the  NHLBI  for  these  programs. 

We  also  support  the  NHLBTs  overall  Professional  Judgment  Budget  of 
approximately  $1.8  billion  for  FY  1995.  The  President's  Budget  Proposal  calls  for  a 
decrease  in  funding  for  the  NHLBI  in  FY  1995  compared  with  FY  1994.  Now  is  not 
the  time  to  reduce  our  country's  strong  commitment  to  research.  The  current 
NHLBI  funding  level  necessitates  a  low  rate  of  grant  awards,  and  the  NHLBI  is  not 
able  to  fully  fund  those  awardees  who  do  receive  grant  support.  Much  can  be 
gained  in  improved  quality  of  care  and  enhanced  cost  efficiency  due  to  the  medical 
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data  provided  through  research.  We  urge  the  Subcommittee  to  appropriate  funds  to 
the  NHLBI  for  FY  1995  sufficient  to  meet  its  Professional  Judgment  targets. 

Especially  disturbing  to  the  Society  is  the  difficulty  that  young 
scientists,  who  represent  the  future  of  our  new  discipline,  encounter  in  seeking 
funding  for  their  projects.  New  investigators  involved  in  critical  care  research 
compete  with  older  and  better  established  disciplines  and  are  likely  to  be  denied 
funding  because  of  the  insufficient  resources  available  under  the  President's 
proposal.  Accordingly,  the  Society  recommends  that  the  Subcommittee  provide 
additional  funding  to  the  National  Research  Service  Award  Program,  FIRST 
Awards,  and  career  development  awards,  which  encourage  young  investigators  to 
direct  their  efforts  to  improve  the  care  of  our  nation's  critically  ill  and  injured. 

Funding  for  the  AHCPR 

The  research  agenda  being  developed  by  the  Critical  Care  Task  Force 
of  the  NHLBI  does  not  include  research  into  the  most  appropriate  manner  to  deliver 
resource-intensive  critical  care  services.  The  Society  believes  that  the  highest 
quality,  most  cost-effective  critical  care  services  are  provided  when  the  care  of  a 
critically  ill  or  injured  patient  is  managed  by  a  physician  specially  trained  in 
critical  care  who  is  assisted  by  specially  trained  nurses  and  other  allied  health 
practitioners.  Small     studies     already     have     supported     this     conclusion. 

Unfortunately,  only  44%  of  the  ICUs  throughout  the  country  currently  are  managed 
by  a  full-time  critical  care  physician  with  a  multidisciplinary  team  of  providers. 

The  Society  recommends  that  a  more  in-depth  study  be  undertaken  by 
the  AHCPR  comparing  outcomes  and  costs  of  a  critical  care  delivery  system  with  a 
multidisciplinary  team,  headed  by  a  specially  trained  critical  care  physician,  to 
those  of  a  unit  with  no  critical  care  physician  manager  and  where  multiple 
physicians  treat  a  critically  ill  patient.  As  mentioned  previously,  critical  care 
represents  almost  30%  of  all  acute  care  hospital  costs.  Almost  60%  of  critically  ill  or 
injured  patients  are  over  65  years  of  age  and  Medicare  beneficiaries.  We  believe 
that  given  the  federal  government's  role  as  a  significant  payer  of  critical  care 
services  that  it  should  be  vitally  interested  in  the  best  method  of  delivering  this 
care. 
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Conclusion 

In  conclusion,  the  Society  of  Critical  Care  Medicine  believes  that  only 
through  appropriations  substantially  above  the  President's  request  can  the  NHLBI 
meet  its  stated  goals  of  advancing  research  and  training  related  to  the  respiratory 
and  circulatory  systems.  The  Society  urges  the  Subcommittee  to  provide  sufficient 
new  funding  for  the  NHLBI  to  implement  the  recommendations  forthcoming  from 
the  NHLBI's  Critical  Care  Task  Force,  as  well  as  its  new  programs  in  ARDS  and 
asthma.  In  addition,  encouragement  must  be  provided  to  the  many  young 
investigators  in  critical  care  medicine  who  may  have  difficulty  competing  with  more 
established  disciplines.  Lastly,  AHCPR  funding  for  new  outcomes  research  in  the 
most  appropriate  delivery  systems  for  critical  care  services  is  imperative. 

As  always,  members  of  the  Society  are  available  as  a  resource  to  the 
Subcommittee  and  its  staff  as  to  the  practical  application  of  our  recommendations. 
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The  American  Physical  Therapy  Association  (APTA),  the  national  Association  representing 
over  60,000  physical  therapists,  physical  therapist  assistants  and  students  of  physical  therapy, 
submits  the  following  comments  relative  to  the  appropriation  of  Title  VII  funds  of  the  Public 
Health  Service  Act. 

As  the  Subcommittee  is  aware,  the  nation  continues  to  face  serious  shortages  of  key 
rehabilitation  professionals,  with  the  most  dramatic  need  being  physical  therapists.   Physical 
therapists  help  900,000  individuals  daily  to  restore  health  and  alleviate  pain.   Working  with 
people  of  all  ages,  physical  therapists  treat  children  in  public  schools  who  are  disabled  or 
need  special  attention,  senior  citizens  in  nursing  homes  suffering  from  arthritis  or  hip  injury, 
patients  in  hospitals,  athletes  recovering  from  injury,  employees  of  industrial  plants  injured  at 
the  workplace,  infants  born  of  cocaine-addicted  mothers,  and  veterans  coping  with  an 
amputated  leg  or  paralysis.  Today's  physical  therapy  profession  serves  a  dynamic, 
comprehensive  health  care  role  in  improving  and  maintaining  the  quality  of  life  for  millions 
of  Americans.   Many  facilities  including  hospitals,  nursing  homes,  home  health,  rehabilitation 
agencies  and  other  service  providers  are  increasingly  unable  to  recruit  sufficient  numbers  of 
physical  therapists.  The  skill  and  services  of  these  practitioners  are  critically  important  in  the 
provision  of  preventive,  diagnostic  and  treatment  services  to  the  elderly,  the  chronically  ill 
and  individuals  with  disabilities. 

There  are  an  estimated  80,000  licensed  physical  therapists  in  the  U.S.  today.   Of  this 
population,  80%  (64,000)  work  full  time,  17%  work  part  time,  3%  (2,400)  are  not  working  or 
are  retired.  Thus  the  current  work  force  is  estimated  to  be  77,600.   Using  the  latest  data 
available  from  the  Bureau  of  Labor  Statistics,  there  are  an  estimated  93,000  physical  therapist 
jobs  available  in  the  U.S.  today.  Therefore,  the  demand  for  physical  therapists  exceeds  the 
supply  by  15,400.  The  practice  settings  experiencing  the  greatest  shortages  are  rehabilitation 
centers,  hospitals,  schools,  nursing  homes,  and  home  health  agencies.   It  should  be  noted  that 
patients  of  all  age  ranges  are  affected. 

A  large  number  of  qualified  students  are  adversely  affected  by  a  lack  of  funding.   If  funds 
were  available  to  expand  programs  (which  would  increase  enrollment),  greater  numbers  of 
physical  therapists  could  be  graduated  to  meet  the  demand.   Research  conducted  by  the  APTA 
has  shown  that  the  application  to  acceptance  ratio  in  physical  therapy  entry-level  education 
programs  is  nearly  5:1. 

Physical  therapy  education  is  suffering  from  a  severe  lack  of  resources  including  a  shortage  of 
qualified  faculty.  The  final  report  of  the  Task  Force  of  Faculty  Shortage  (November  1985), 
funded  by  the  APTA,  predicted  that  an  additional  300  faculty  prepared  at  the  doctoral  level 
will  be  needed  to  teach  in  physical  therapy  entry-level  education  programs  by  1997.  This 
number  did  not  account  for  increases  in  the  number  of  programs  or  increases  in  the  number 
of  students  enrolled.  Consequently,  the  number  of  faculty  must  be  increased  beyond  this 
figure  to  meet  the  increase  in  class  sizes  necessary  to  graduate  the  additional  therapists  to 
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meet  the  demand. 

As  of  November,  1993,  there  were  133  accredited  physical  therapy  professional  education 
programs  and  135  physical  therapist  assistant  programs.   In  addition,  as  of  November,  1993, 
there  were  23  developing  physical  therapy  programs  and  29  developing  physical  therapist 
assistant  programs.  The  number  of  physical  therapist  students  graduating  in  the  1991-1992 
academic  year  is  estimated  to  be  4,533. 

Based  on  these  statistics,  it  is  obvious  that  the  number  of  available  physical  therapist  positions 
far  exceeds  the  current  supply  of  graduates  from  physical  therapist  education  programs.   The 
solution  to  the  inadequate  supply  problem  is  to  increase  the  number  of  physical  therapists  by 
expanding  the  number  of  faculty  and  the  class  size  in  existing  programs.  The  success  of  this 
solution  relies  on  appropriating  increased  funds  for  Title  VII  of  the  Public  Health  Service  Act. 

The  priorities  of  this  Congress  focus  on  health-care-related  issues  and  the  need  for  increased 
funding  for  health  care  education.  This  need  must  focus  on  documented  professional 
shortages.   By  appropriating  increased  funding  you  expand  not  only  the  faculty  to  teach 
physical  therapists,  but  also,  increase  the  number  of  physical  therapists  available  to  meet  the 
rehabilitation  needs  of  the  American  people. 

Mr.  Chairman,  Subcommittee  Members,  the  APTA  urges  that  you  include  language  in  the 
appropriation  bill  directing  that,  due  to  the  severe  shortage  of  physical  therapists,  the 
Secretary  of  Health  and  Human  Services  give  special  consideration  to  physical  therapy  in 
providing  funding  for  educational  purposes;  and  that  the  appropriation  level  for  FY'95  be  at  a 
level  suitable  to  meet  the  growing  physical  therapy  needs  of  the  American  people. 

The  APTA  acknowledges  the  fiscal  crisis  that  America  faces  today.  Congress  does  not  have 
an  easy  or  enviable  task  when  making  decisions  that  deal  with  the  deficit   We  share  your 
concern  and  empathize  with  your  situation.   However,  an  increase  in  Title  VII  funds  will  go 
far  toward  meeting  the  needs  of  those  individuals  with  disabilities,  injuries  or  in  search  of 
healthier  lifestyles.  The  Bureau  of  Labor  Statistics'  data  and  other  data  demonstrate  that  the 
need  for  these  services  are  real  and  in  many  cases  not  being  met.   In  addition,  addressing  the 
short-fall  in  the  allied  health  professions  by  increasing  the  number  of  faculty  and  expanding 
physical  therapy  programs  will  benefit  America  by  producing  more  physical  therapists, 
putting  more  people  to  work,  and  improving  access  to  health  care  services. 

For  fiscal  year  1994,  Congress  appropriated  $3.4  million  to  be  used  for  grants  for  allied 
health  faculty  and  program  development  which  was  level  to  the  amount  appropriated  in  1993. 
APTA  appreciates  the  committee's  recognition  of  the  need  for  these  funds  and  the  benefits 
they  bring  to  society.   Unfortunately,  this  does  not  begin  to  meet  the  funding  needs  of 
physical  therapy  and  the  other  allied  health  professions.   An  indication  of  this  inadequacy  is 
reflected  in  the  fact  that  the  Bureau  of  Health  Professions  received  115  grant  proposals  for 
FY'93,  but  was  only  able  to  provide  funding  for  JJ)  of  them. 

The  President's  FY'95  Budget  is  now  before  you.  The  President  has  recommended  $2.3 
million  to  be  used  for  Allied  Health  Special  Projects.  This  cut  of  $1.1  million  from  last  year 
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will  have  a  detrimental  affect  on  the  existing  programs.   If  level  funding  is  not  provided,  the 
Bureau  of  Health  Professions  will  be  forced  to  cut  off  monies  that  were  promised  to  the  grant 
recipients.  Those  programs  receiving  funding  last  year  were  chosen  on  their  merits  and 
should  be  permitted  to  continue. 

At  a  time  when  the  nationwide  shortage  of  physical  therapists  has  become  acute,  the 
expansion  of  physical  therapy  educational  programs  is  vital.  APTA  appreciates  your 
continued  dedication  to  the  well-being  of  the  many  Americans  who  require  our  services. 


THE  AMERICAN  PHYSICAL  THERAPY  ASSOCIATION 
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MR.  CHAIRMAN:  Thank  you  for  giving  me  the  opportunity  to  submit 
this  testimony.  I  am  writing  to  plead  for  funding  for  the  National 
Institute  of  Neurological  Disorders  and  Stroke  (NINDS1 ,  of  the 
National  Institutes  of  Health.  I  am  writing  on  behalf  of  the 
Washington  Metropolitan  Chapter  of  the  Huntington's  Disease  Society 
of  America  and  on  behalf  of  Huntington's  Disease  patients  and 
families  throughout  the  United  States.  It  is  important  to  us  to 
find  a  solution  to  the  disease  that  confronts  us. 

LAST  MARCH,  RESEARCHERS  ANNOUNCED  THAT,  AFTER  A  10-YEAR  SEARCH, 
THEY  HAD  IDENTIFIED  THE  ELUSIVE  GENE  THAT  CAUSES  HUNTINGTON'S 
DISEASE,  A  FATAL  BRAIN  DISORDER.  NINDS  provided  most  of  the 
funding  for  this  search. 

In  its  1977  report  to  Congress,  the  federal  Commission  for  the 
Control  of  Huntington's  Disease  and  Its  Consequences  stated:  "The 
fear  of  losing  one's  mind  and  the  fear  of  losing  control  over  one's 
body  are  among  the  most  profound  fears  known  to  mankind.  Both 
losses  occur  in  Huntington's  Disease,  a  hereditary  and  terminal 
brain  disorder  which  begins  insidiously  usually  in  middle  age." 
Huntington's  has  no  known  cure.  Having  Huntington's  Disease  is  a 
slow,  torturous  death  sentence.  The  disease  gradually  destroys  a 
person's  ability  to  walk,  talk,  swallow,  and  reason. 

About  25,000  Americans  have  Huntington's  Disease,  according  to  the 
National  Institutes  of  Health,  and  another  100,000  more  are  at 
risk.  Symptoms  of  Huntington's  have  first  appeared  in  children  as 
young  as  two  and  in  adults  as  old  as  80,  but  the  most  common  onset 
is  between  35  and  45.  By  that  time,  those  affected  have  frequently 
had  children  and  passed  the  gene  on  to  another  generation. 

My  husband's  mother  had  Huntington's  Disease,  but  for  many  years  we 
did  not  know  what  was  wrong  with  her.  Her  behavior  was  always 
considered  quite  peculiar  in  an  embarrassing  sort  of  way — slurring 
words,  waving  her  arms  around,  walking  unsteadily,  as  though  she 
were  drunk  in  public  and  private!  After  setting  fire  to  a  chair  at 
home,  she  was  sent  to  a  mental  institution  at  age  45.  My  mother- 
in-law  was  institutionalized  for  sixteen  16  years  as  she  slowly 
deteriorated,  unable  to  care  for  herself,  before  she  died, 
bedridden,  of  pneumonia.  At  the  time  of  death  she  weighed  85 
pounds,  her  body  wasted  away  from  years  of  constant  uncontrollable 
motion.  All  those  years  we  had  felt  so  helpless  not  to  be  able  to 
do  anything  for  her. 

Shortly  before  my  mother-in-law  was  institutionalized,  she  had  been 
diagnosed  with  Huntington's  Disease.  This  diagnosis  was  kept  from 
us  by  my  husband's  father  and  all  medical  personnel  involved, 
including  a  life-long  family  doctor,  who  lived  next-door  to  my 
parents  for  many  years.  We  just  thought  my  mother-in-law  never 
recovered  from  a  stroke.  At  the  time  of  my  mother-in-law's 
diagnosis,  my  husband  and  I  had  one  child.  We  proceeded  to  have 
three  more  children.  When  we  discovered  the  truth  six  years  later, 
my  anger  at  my  father-in-law  and  those  irresponsible  physicians 
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knew  no  bounds.   Who  were  they  to  make  such  thoughtless  decisions 
for  other  people?   Each  of  our  children  has  a  50/50  chance  of 
developing  Huntington's  Disease.   The  gene  is  dominant;  it  takes 
only  one  to  express  itself  in  the  disease. 

The  gene  was  passed  from  my  mother-in-law  to  my  husband,  and  he  too 
had  Huntington's  Disease.  He  was  a  U.S.  Naval  Academy  graduate, 
had  a  successful  twenty-year  career  as  a  naval  officer,  and  sixteen 
subsequent  years  with  a  prominent  civilian  industrial  company. 
Fortunately  for  all  of  us  in  our  family,  he  was  diagnosed  later  in 
life,  at  age  56.  However,  personality  changes  and  minor  movements 
preceded  his  diagnosis  by  ten  years  or  more.  But,  by  the  time  he 
was  diagnosed  and  unable  to  work,  he  was  able  to  retire.  Having 
watched  his  mother  over  the  years  gradually  lose  all  functions,  and 
filled  with  dread  at  the  prospect,  my  husband  chose  another  path. 
He  chose  to  take  his  own  life  three  years  after  he  was  diagnosed 
with  Huntington's  Disease.  There  is  a  high  suicide  rate  among 
Huntington's  Disease  patients  and  those  at  risk.  Some  authorities 
estimate  it  is  seven  times  the  national  suicide  rate.  No  matter 
how  rational  or  generous  or  even  noble  suicide  may  seem  under  such 
circumstances,  the  devastating  effect  on  the  family  can  hardly  be 
expressed. 

Now  one  of  my  children,  a  daughter  age  36,  is  showing  early 
symptoms  of  HD.  She  has  lost  two  jobs  in  the  last  year  and  is 
currently  unemployed.  With  no  job  and  no  prospects,  and  therefore 
no  money,  no  health  insurance  -  lost  with  her  job  -  and  no  long- 
term  care  insurance;  she  faces  a  future  of  physical,  emotional,  and 
financial  disaster.  Also  drawn  into  this  maelstrom  are  my 
daughter's  partner,  who  counts  on  her  for  emotional  and  partial 
financial  support,  and  the  rest  of  us  in  the  family,  who  must  pick 
up  the  pieces.  And  of  course,  three  other  children  and  one 
grandchild  remain  at  risk  for  the  disease. 

Now  that  the  HD  gene  has  been  discovered,  a  cure,  perhaps  gene 
therapy,  is  a  distinct  possibility,  but  only  with  continued 
research  money.  Not  only  would  a  cure  deliver  families  such  as 
mine  from  the  terrible  situation  we  find  ourselves  in,  it  would 
also  save  a  great  deal  of  tax  money  that  will  inevitably  be 
required  to  care  for  patients  who  develop  the  disease. 

I  beg  you  to  require  and  provide  health  insurance  for  everyone. 

I  beg  you  to  take  a  different  view  of  long-term  care  insurance. 
Long-term  care  for  the  elderly  is  a  minute  in  time  compared  to  the 
care  required  by  people  who  face  a  long  life  with  chronic 
debilitating  diseases  and  who  are  NEVER  going  to  get  better. 

Most  of  all,  I  beg  you  to  fund  NINDS  at  $938.000.000  for  fiscal 
year  1995.  This  is  the  level  requested  in  their  plan  to  address 
the  Decade  of  the  Brain  Objectives,  treatment  or  cure  for  a  variety 
of  neurological  diseases.  The  President  signed  the  Decade  of  the 
Brain  Resolution,  passed  by  Congress  to  establish  these  objectives, 
in  1990. 
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Mr.  Chairman  and  members  of  the  subcommittee,  my  name  is  Scott  Ballin.  I  am  chairman  of 
the  Coalition  on  Smoking  OR  Health  and  vice  president  for  public  affairs  of  the  American  Heart 
Association.  I  am  testifying  today  on  behalf  of  the  coalition.  The  American  Cancer  Society, 
the  American  Heart  Association,  and  the  American  Lung  Association  are  united  as  the  Coalition 
on  Smoking  OR  Health  to  educate  public  policy  makers  about  issues  related  to  tobacco  and 
disease  prevention  and  health  promotion.  The  Coalition  on  Smoking  OR  Health  appreciates  this 
opportunity  to  comment  on  the  Fiscal  Year  1995  appropriation  for  the  Office  on  Smoking  and 
Health  in  the  Centers  for  Disease  Control  and  Prevention  and  for  the  National  Cancer  Institute's 
ASSIST  program. 

The  Coalition  on  Smoking  OR  Health  urges  the  House  Appropriations  Committee  to  increase 
funding  for  the  Office  on  Smoking  and  Health  (OSH)  to  $30  million.  The  Coalition  appreciates 
the  recognition  that  this  Committee  has  given  in  the  last  few  years  to  the  fight  agamst  tobacco- 
related  disease  by  increasing  the  funding  for  OSH  to  over  $20  million  from  the  extremely  low 
$3  million  level  at  which  it  had  been  frozen  for  ten  years.  The  FY  1994  funding  level  has  made 
it  possible  for  OSH  to  expand  its  activities  and  increase  its  effectiveness.  But,  the  current 
appropriation  still  leaves  many  unmet  needs  and  inadequate  resources  to  do  the  job  assigned  to 
OSH. 

The  Coalition  also  urges  the  committee  to  provide  full  funding  of  $23.5  million  for  the  American 
Stop  Smoking  Intervention  Study  for  Cancer  Prevention  (ASSIST),  which  is  a  collaborative 
project  of  the  National  Cancer  Institute,  the  American  Cancer  Society,  state  and  local  health 
departments  and  other  voluntary  and  professional  organizations. 

In  addition,  the  Coalition  notes  that  Congress  has  never  funded  the  public  education  program 
required  by  the  Comprehensive  Smokeless  Tobacco  Health  Education  Act  of  1986  and  urges  that 
consideration  be  given  to  providing  some  specific  startup  funds  for  this  program  within  the 
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Department  of  Health  and  Human  Services. 

The  Office  on  Smoking  and  Health  serves  as  a  national  clearinghouse  for  scientific,  technical 
and  general  public  information  concerning  tobacco  use  and  as  the  coordinator  for  federal 
tobacco-use  education,  prevention,  and  research  efforts.  The  Surgeon  General's  reports  on  the 
health  consequences  of  tobacco  use,  which  OSH  prepares,  are  the  most  authoritative  scientific 
resource  regarding  tobacco  and  health.  OSH  also  implements  epidemiologic  studies  and 
surveillance  activities  to  help  support  intervention  activities  to  reduce  tobacco  use.  The  state 
health  departments  receive  technical  assistance  on  tobacco  intervention  programs.  Public 
information  programs  are  geared  to  encouraging  smokers  to  quit  and  teenagers  not  to  start 
smoking,  as  well  as  providing  information  on  the  dangers  of  environmental  tobacco  smoke. 

With  the  additional  resources  which  we  are  recommending,  OSH  would  be  able  to  maintain  and 
increase  its  efforts  to  reduce  the  419,000  deaths  each  year  from  tobacco-related  diseases  and 
prevent  the  initiation  of  tobacco  use  by  3000  teenagers  each  day.  During  the  past  year,  OSH 
awarded  approximately  $5  million  in  cooperative  agreements  to  32  states  and  the  District  of 
Columbia  to  plan  for  or  implement  activities  for  tobacco  prevention  and  control  programs.  Two 
types  of  awards  were  made,  planning  and  core.  The  14  planning  states  are  using  their  funding 
to  hire  a  staff  person  to  develop  a  tobacco  prevention  and  control  program.  The  19  core  states 
already  have  some  type  of  structure  for  tobacco  prevention  and  control  and  will  use  the  new 
funds  to  implement  programs  including  media  initiatives  as  well  as  providing  funds  to  local 
communities  for  tobacco  control  activities. 

The  Office  on  Smoking  and  Health  is  responsible  for  the  Surgeon  General's  report  on  smoking 
and  health.  The  most  recent  report  is  due  to  be  released  later  this  month,  30  years  after  the  first 
report.  The  newest  report  will  deal  with  youth  and  smoking.  The  data  in  this  report  should 
provide  the  support  that  the  Administration,  Congress,  and  private  organizations  can  use  to 
advance  legislation  and  activities  that  will  help  reduce  the  initiation  of  smoking  among  teenagers 
and  improve  the  health  of  this  country's  next  generation. 

The  NCI's  ASSIST  program  is  implementing  comprehensive  tobacco  control  programs  in  17 
states  to  demonstrate  that  the  widespread,  coordinated  application  of  proven  tobacco  control 
interventions  can  significantly  reduce  the  prevalence  of  smoking.  ASSIST  is  making  use  of  the 
results  of  earlier  NCI  funded  research  in  communities  around  the  country.  In  fiscal  year  1995, 
the  ASSIST  states  will  expand  their  state  and  local  coalitions  to  include  organizations 
representing  ethnic  and  racial  minorities,  women,  labor  unions  and  other  groups  at  highest  risk 
of  the  diseases  cause  by  smoking.  There  will  also  be  expansion  of  efforts  to  disseminate  the 
experience  of  ASSIST  to  other  states.  Full  funding  for  this  program  will  include  $20  million 
for  FY  1995  and  $3.5  million  for  evaluation  and  coordinating  services. 

Nearly  30  years  after  the  first  Surgeon  General's  report  was  published  linking  smoking  and 
disease,  tobacco  use  continues  to  be  a  public  health  problem  in  this  country.  In  1965  about  42 
percent  of  adults  were  smokers.  Approximately  25.7  percent  of  the  adult  population,  46.3 
million  people,  were  smokers  in  1991.  The  prevalence  of  smoking  in  1991  remained  the  same 
as  in  1990  after  years  of  slow,  but  steady  decline.  The  smoking  prevalence  among  women  and 
blacks  was  slightly  higher  in  1991  than  the  previous  year.  With  the  rate  of  decline  in  prevalence 
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stalled,  and  even  increasing  in  some  segments  of  the  population,  the  Year  2000  goal  of  a  15 
percent  smoking  rate  will  not  be  met.  And  consequently,  the  tobacco-related  deaths  from 
cancer,  cardiovascular  disease,  and  respiratory  disease  will  continue  well  into  the  next  century. 

Looking  more  closely  at  who  smokes,  among  18-24  year  olds,  men  and  women  smoke  at 
virtually  the  same  rates  (23.5  percent  and  22.4  percent),  although  in  older  age  groups,  the 
smoking  prevalence  among  men  tends  to  be  about  three  to  five  points  higher  than  among  women. 
The  fact  that  younger  women's  smoking  rates  are  becoming  the  same  as  men's  indicates  an 
unfortunate  trend  which  is  leading  to  higher  rates  of  smoking-related  disease  among  women. 
A  1991  study  by  CDC  found  12.7  percent  of  students  in  grades  9-12  were  frequent  cigarette 
users.  White  students  were  more  likely  to  be  smokers  (15.4  percent)  than  blacks  (3.1  percent) 
or  Hispanics  (6.8  percent).  According  to  a  1989  study,  smoking  prevalence  among  youth 
increases  with  age,  and  is  higher  among  school  dropouts  than  young  people  still  in  school  or 
recent  graduates.  This  study  found  that  among  17-18  year  olds,  43  percent  of  dropouts  were 
smokers  compared  to  17  percent  of  those  still  in  school  or  already  graduated. 

The  use  of  smokeless  tobacco  is  also  a  health  concern.  A  recent  study  published  by  the  Centers 
for  Disease  Control  states  that  consumption  of  moist  snuff  and  other  smokeless  tobacco  products 
in  the  U.S.  almost  tripled  in  the  last  twenty  years.  In  1991,  and  estimated  4.8  million  men  and 
533,000  women  used  smokeless  tobacco. 

Recent  attention  has  also  focused  on  the  toll  that  environmental  tobacco  smoke  (ETS)  takes.  The 
Environmental  Protection  Agency  has  declared  a  Group  A  carcinogen.  This  means  that  smoke 
from  other  people's  cigarettes  is  as  dangerous  to  nonsmokers  as  asbestos  or  benzene.  The  EPA 
report  also  links  the  exposure  of  children  to  ETS  from  parental  smoking  with  detrimental 
respiratory  effects  in  their  children,  including  increased  incidence  of  childhood  asthma.  In  utero 
exposure  to  mother's  smoke  and  postnatal  exposure  to  ETS  alter  lung  function  and  structure  and 
predispose  children  to  early  respiratory  illness.  In  addition,  EPA  found  that  exposure  to  ETS 
has  subtle  but  significant  effects  on  the  respiratory  health  of  nonsmoking  adults. 

The  public  health  community  has  a  big  job  to  do  with  limited  resources  to  help  teenagers  stay 
away  from  tobacco.  In  contrast  to  the  $30  million  overall  budget  we  are  requesting  for  OSH 
and  the  $23.5  million  for  ASSIST,  the  tobacco  industry  spends  a  whopping  $4  billion  a  year  on 
advertising  and  promotional  activities.  This  marketing  blitz  overwhelms  the  efforts  of  the  public 
and  private  sector  to  educate  this  nation's  youth  about  the  health  effects  of  tobacco.  Instead  the 
industry  creates  a  climate  that  increases  peer  pressure  on  young  people  to  use  tobacco. 

State  and  local  tobacco-use  control  programs  are  extremely  dependent  on  centrally  developed 
public  information  and  communication  programs.  Most  states  do  not  have  the  means  to  develop 
these  programs  on  their  own,  nor  is  it  efficient  for  each  on  their  own  to  research  and  test 
strategies  that  work  with  the  public.  The  OSH  also  provides  vitally  needed  assistance  in  this 
area.  An  example  is  the  media  campaign  that  was  released  in  connection  with  the  publication 
of  the  EPA  report  on  the  dangers  of  environmental  tobacco  smoke. 

Within  OSH's  mandate  is  the  need  to  develop  and  foster  relationships  with  other  public  and 
private  entities.     The  Coalition  on  Smoking  OR  Health  knows  first  hand  the  value  of  the 
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relationship  between  the  Office  on  Smoking  and  Health  and  the  private  voluntary  health  sector. 
The  Coalition  and  OSH  regularly  share  information  on  a  two-way  street.  The  relationships  that 
OSH  has  developed  with  public  and  private  organizations  facilitate  the  dissemination  of 
information,  materials,  and  technical  assistance  to  people  involved  in  tobacco  control,  from 
Washington  representatives  to  grassroots  programs. 

With  its  current  budget,  OSH  is  doing  a  remarkable  job.  With  an  increase  to  $30  million  it 
could  do  much  more.  The  Coalition  on  Smoking  OR  Health  believes  that  an  increased  public 
health  emphasis  on  prevention  of  tobacco  use  is  the  single  preventive  health  policy  that  would 
have  the  greatest  effect  on  reducing  chronic  illness  and  premature  death  in  this  country.  We 
strongly  urge  you  to  provide  the  increase  we  are  requesting.  Similarly,  the  Coalition  supports 
the  ASSIST  programs  and  its  efforts  to  demonstrate  the  effectiveness  of  tobacco  control 
interventions  in  reducing  the  prevalence  of  smoking  and  urges  the  committee  to  provide  full 
funding  for  this  program. 
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Mr.  Chairman  and  Members  of  the  Subcommittee,  I  am  Dr.  Robert  J. 
Gumnit,  President  of  MINCEP  Epilepsy  Care,  a  comprehensive  epilepsy 
center  in  Minneapolis,  Minnesota  and  Clinical  Professor  of 
Neurology  and  Neurosurgery  at  the  University  of  Minnesota.  I  am 
here  today  in  my  capacity  as  the  President  of  the  National 
Association  of  Epilepsy  Centers  (NAEC) ,  an  organization 
representing  over  50  specialized  epilepsy  centers  in  the  U.S. 

The  National  Association  of  Epilepsy  Centers  makes  the  following 
recommendations  for  1995  appropriations: 

1.  Provide  an  additional  $500,000  to  the  President's  budget 
request  for  the  Centers  for  Disease  Control  in  support  of  the 
educational  and  outreach  program  to  promote  early  intervention 
for  individuals  with  epilepsy.  This  would  provide  total 
funding  of  $1.1  million  in  FY  1995  for  the  epilepsy  program 
launched  by  your  Committee  in  last  year's  Appropriations  Bill. 

2.  Due  to  the  critical  need  for  clinical  practice  guidelines  in 
assisting  physicians  and  their  patients  in  making  decisions 
about  appropriate  care  for  different  health  conditions  and 
particularly  for  the  evaluation  and  early  intervention  of 
patients  with  epilepsy;  provide  full  funding  and  the  required 
staffing  for  the  Agency  for  Health  Care  Policy  and  Research 
(AHCPR) . 

3.  Approve  the  President's  budget  request  of  $653.7  million  for 
the  National  Institute  of  Neurological  Disorders  and  Stroke 
(NINDS) . 

Background 

Approximately  2.5  million  people  in  the  United  States,  or  an 
estimated  1  percent  of  the  population,  have  epilepsy  --a  chronic 
neurological  condition  defined  as  the  occurrence  of  more  than  one 
seizure  on  more  than  one  occasion.  Epilepsy  primarily  affects 
children  and  young  adults.  Each  year,  about  100,000  are  diagnosed 
with  epilepsy,  and  more  than  two-thirds  of  them  are  below  the  age 
of  25.  Persons  of  lower  socioeconomic  status,  residents  of  urban 
areas,  and  minority  populations  tend  to  bear  a  disproportionate 
share  of  the  epilepsy  burden. 

Delayed  recognition  of  the  cause  of  seizures  and  inadequate 
treatment  greatly  increases  the  risk  of  subsequent  brain  damage,  as 
well  as  disability  and  mortality  from  injuries  incurred  during  a 
seizure.  Restrictions  in  certain  activities  such  as  automobile 
driving  and  public  prejudice  and  fear  of  persons  with  seizures  have 
resulted  in  the  underemployment  or  unemployment  of  an  estimated  20 
-  30  percent  of  people  with  epilepsy. 

CDC  -  Educational  Efforts  to  Promote  Earlv  Intervention 

NAEC  in  collaboration  with  the  Epilepsy  Foundation  of  America  and 
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the  American  Epilepsy  Society  have  begun  to  explore  with  CDC  a 
comprehensive  strategy  to  (1)  enhance  the  ability  of  a  broad 
spectrum  of  health  care  professionals  to  precisely  diagnose  and 
effectively  treat  and  manage  epilepsy  and  (2)  provide  individuals 
with  epilepsy  and  their  families  with  information  on  the  benefits 
of  early  intervention  and  effective  treatment. 

Since  most  persons  with  epilepsy  are  young,  the  potential  for  them 
to  lead  productive  and  independent  lives  is  improved  if  the  chronic 
symptoms  of  epilepsy  are  detected  early  through  precise  diagnosis 
and  effective  medical  as  well  as  psycho-social  treatment.  NAEC 
believes  that  CDC's  wide  experience  in  other  health  programs  such 
as  childhood  immunizations  and  breast  and  cervical  cancer  screening 
can  be  successfully  used  to  develop  a  program  that  would  enhance 
the  lives  of  people  with  epilepsy. 

NAEC  was  pleased  to  participate  in  a  preliminary  meeting  with 
representatives  of  the  epilepsy  community  and  CDC  to  identify 
potential  areas  for  collaboration.  Since  that  meeting  CDC  has 
placed  responsibility  for  the  epilepsy  effort  within  CDC's  Division 
of  Chronic  Disease  Control  and  Community  Intervention.  Efforts  are 
underway,  in  collaboration  with  governmental,  professional  and 
voluntary  partners,  to  quantify  the  economic  burden  of  epilepsy; 
promote  effective  medical  as  well  as  psycho-social  treatment,  and 
initiate  public  and  provider  educational  programs,  that  use  health 
communications  and  other  social  marketing  techniques. 

The  President's  Budget  extends  the  epilepsy  program  in  1995  at  the 
1994  level  of  $610,000.  A  $500,000  increase  over  the  '95  budget 
request  will  provide  CDC  with  the  necessary  funds  to  complete  the 
planning  process  and  economic  survey  and  initiate  educational 
programs  for  providers  and  consumers.  It  is  critical  that  the 
momentum  started  last  year  for  this  project  is  sustained  and 
carried  into  FY  1995  so  that  all  planned  activities  are  fully 
implemented. 

AHCPR  -  Developing  Practice  GuidelineB  for  Epilepsy 

Among  the  major  consumer,  treatment  and  research  organizations 
dedicated  to  improving  the  care  and  treatment  of  people  with 
epilepsy  there  is  a  great  deal  of  support  for  the  development  of 
clinical  practice  guidelines  on  the  evaluation  and  early 
intervention  of  patients  with  epilepsy.  NAEC,  with  the  Epilepsy 
Foundation  of  America,  has  had  initial  discussions  with  AHCPR  about 
the  importance  of  this  topic  and  its  use  as  a  model  for  developing 
guidelines  on  comparable  chronic  diseases.  We  were  pleased  to  see 
that  epilepsy  was  included  in  the  September  22,  1993,  Federal 
Register  as  a  potential  topic  being  considered  by  AHCPR  for 
funding. 

Due  to  the  importance  and  need  for  guidelines  in  the  epilepsy  area 
specifically,  it  is  critical  that  AHCPR  receive  full  funding  and  be 
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encouraged  to  proceed  in  guideline  development.  Consideration 
should  also  be  given  to  the  development  of  mechanisms  to  allow 
AHCPR  to  jointly  fund  the  development  of  practice  guidelines  with 
other  private  organizations  utilizing  the  agency's  process. 

NINDS  -  Enhance  Research  In  Severe  Or  Intractable  Epilepsy 

On  behalf  of  NAEC,  I  would  also  like  to  urge  the  Subcommittee  to 
approve  the  President's  1995  budget  for  the  National  Institute  of 
Neurological  Disorders  and  Stroke  (NINDS) .  Medical  research  has 
greatly  improved  the  quality  of  life  for  persons  with  epilepsy  and 
their  families.  The  development  of  anti-seizure  medications  over 
the  past  few  decades,  as  well  as  the  more  recent  advent  of  improved 
surgical  techniques,  has  enabled  many  people  with  the  condition  to 
lead  independent  and  productive  lives. 

More  research  is  needed  focusing  on  children  and  adults  with 
intractable  epilepsy.  For  example,  basic  molecular  neurobiology 
research  being  developed  in  several  areas  may  lead  to  a  whole  new 
generation  of  more  effective  and  less  toxic  anti -seizure 
medications.  Another  area  with  great  potential  is  the  genetics  of 
epilepsy.  Within  the  past  two  years,  researchers  have  found 
evidence  linking  juvenile  myoclonic  epilepsy  --a  very  severe  form 
of  epilepsy  --  to  a  specific  chromosomal  region.  We  urge  the 
Congress  to  allocate  sufficient  funding  to  further  these  and  other 
important  research  efforts  of  this  Institute. 
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My  name  is  Irving  Lipskind.  I  am  President  of  the  Montgomery  County,  Maryland  Stroke  Club,  a 
nonprofit  organization  for  stroke  survivors  and  their  families.  This  club  consists  of  some  400 
members  as  well  as  about  100  professionals.  Among  them  are  therapists,  physicians  and  other 
caregivers.  Our  members  range  in  age  from  the  teens  to  eighty  plus.  Some  manifest  little  visible 
signs  of  stroke.  Others  either  have  lost  the  ability  to  speak  or  need  assistance  to  walk,  dress,  bathe 
and  eat.  Reportedly  close  to  one  million,  throughout  our  nation,  are  confined  to  their  homes  or 
are  in  nursing  centers  with  little  control  over  bodily  functions  due  to  stroke.  There  are  frightening 
numbers  of  people,  thousands  a  year,  who  experience  transient  ischemic  attacks  (TIAs)  or  mini- 
strokes  who  are  unaware  that  they  are  candidates  for  a  major  stroke.  I  was  such  a  person  in  1977 
while  serving  as  Principal  of  the  Singapore  American  School  in  Singapore,  part  of  an  exchange 
program  of  the  public  school  system  in  Montgomery  County,  Maryland. 

My  career  as  a  school  administrator  spanned  thirty  years,  29  of  those  in  Montgomery  County, 
Maryland.  The  experience  gained  by  working  in  Singapore  was  to  assist  me  in  developing  a 
second  career-teaching  English  to  speakers  of  other  languages  (ESOL). 

In  1985,  eight  years  after  my  TIA  (mini-stroke),  I  suffered  the  major  stroke.  The  period  that 
followed  was  to  become  the  greatest  challenge  my  family  and  I  would  face.  Looming  heavily  upon 
us  was  the  uncertainty  of  whether  or  not  I  would  live,  and  if  I  lived,  would  I  be  able  to  function. 
The  answers  came  over  the  next  six  months.  When  the  bleed  on  the  left  hemisphere  of  my  brain 
subsided,  I  was  left  a  hemiplegic,  paralyzed  on  the  right  side~my  dominant  side.  I  lost  the  ability 
to  speak,  became  incontinent  and  was  an  emotional  mess. 

With  a  great  deal  of  therapy,  physical  and  chemical,  I  overcame  most  of  these  deficits.  I  am  no 
longer  incontinent,  my  ability  to  speak  returned  and  I  am  emotionally  stable.  But,  I  still  have 
limited  use  of  my  right  side-hand,  arm,  and  leg-and  I  find  articulation  difficult. 

I  had  to  retire  in  1986,  the  year  of  my  stroke.  Obviously,  I  could  not  pursue  my  intended  second 
career.  But,  I  have  become  a  "professional  volunteer,"  helping  disabled  people  learn  how  to  help 
themselves. 

I  am  encouraged  by  the  current  work  of  the  National  Institute  of  Neurological  Disorders  and 
Stroke  (NINDS)  on  stroke  prevention  and  rehabilitation.  Stroke  is  America's  third  most  common 
cause  of  death  and  the  leading  cause  of  serious  disabilities. 

When  you  suffer  a  stroke,  you  begin  to  think:  how  did  it  happen?  Could  it  have  been  avoided? 
Can  it  happen  again?  Will  the  financial  burden  be  too  great?  If  I  suffer  another  stroke,  I  would 
look  to  the  NINDS  for  answers. 

Every  minute  someone  in  the  United  States  suffers  a  stroke.  Annually  stroke  strikes  500,000 
Americans,  killing  nearly  30  percent  of  the  victims  and  leaving  most  survivors  permanently 
disabled.  Women  constitute  about  60  percent  of  the  stroke  deaths.  Stroke  places  blacks  at  a 
much  higher  risk  of  disability  and  death  than  whites.  Stroke  occurs  primarily  in  the  elderly,  but 
also  can  strike  newborns,  the  young  and  drug  abusers.  In  1994,  stroke  will  cost  this  nation  an 
estimated  $19.7  billion  to  $25  billion  in  medical  costs  and  lost  productivity. 

Many  die  of  stroke  and  many  survivors  are  among  the  living  dead."  They  need  help  to  feel 
worthwhile.  We  pride  ourselves  in  the  United  States  as  having  brilliant  scientists.  Let  us  put  these 
minds  to  work  for  us.  The  President's  budget  would  allow  for  only  $73.6  million  in  NINDS- 
supported  stroke  research.  Please  grant  the  NINDS  $95  million  to  support  planned  stroke 
research  on  prevention  and  recovery  and  to  develop  improved  rehabilitation  techniques  and  to 
accelerate  the  work  in  restorative  neurology  to  restore  functions  in  stroke  survivors.  This  amount, 
$95  million  (in  FY  1995  dollars),  is  recommended  by  the  National  Advisory  Neurological 
Disorders  and  Stroke  Council. 

It  is  my  fervent  hope  that  no  one  will  have  to  know  the  complete  devastation  of  the  experience  of 
stroke. 

Thank  you  for  your  time  today.  I  pray  that  your  decision  will  make  for  a  better  tomorrow. 
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Mr.  Chairman,  distinguished  Members  of  the  Subcommittee.   My  name  is 
Martha  Keys,  Vice  President  of  Public  Affairs  for  the  National  Multiple 
Sclerosis  Society.   I  thank  you  for  the  opportunity  of  submitting 
testimony  on  behalf  of  the  400,000  members  of  the  National  Multiple 
Sclerosis  Society  and  the  more  than  one  million  individuals  and  families 
affected  by  MS.   I'd  like  to  begin  by  relating  stories  of  two  women  who 
are  typical  of  those  living  with  MS  in  every  community  throughout  the 
country.   It  is  for  them  that  we  are  asking  for  your  support  in  funding 
critical  biomedical  and  rehabilitation  research. 

Ten  years  ago  Donna  Miller  was  about  to  become  a  nurse  and  a  bride,  and 
was  an  Olympic  caliber  equestrian  when  she  was  diagnosed  with  MS.  Eight 
years  later  she  had  re-ordered  her  goals  and  was  using  a  wheelchair  to 
pursue  her  career  as  executive  director  of  a  New  York  State  Independent 
Living  Center  and  her  avocation  as  an  international  tennis  champion. 
Today,  Donna  has  had  to  re-order  her  goals  again.  Now  single,  she  depends 
on  a  ventilator  to  breathe  and  she  lives  and  tries  to  continue  working  out 
of  a  local  hospital.  "If  they  turned  off  the  ventilator,  I'd  be  dead  in  an 
hour,"  she's  said.   Ms.  Miller  observes  that  when  people  see  the  elaborate 
costly  equipment  needed  to  keep  her  alive,  they  often  lose  sight  of  the 
person  behind  the  technology,  "I'm  a  person  first,"  she  notes.  "I'm  not 
willing  to  give  up  my  life  and  what  I  feel  I  can  contribute  to  society 
because  some  feel  I'm  contributing  to  the  deficit."  Her  insurance  company 
wants  to  see  her  in  a  less  expensive  nursing  situation,  but  she  is  31  with 
a  mind  as  sharp  as  a  tack,  and  no  one  who  really  knows  Ms.  Miller  believes 
she  belongs  in  a  nursing  home.  If  just  a  fraction  of  the  money  being 
poured  into  helping  Donna  get  on  with  her  life  now  had  gone  into 
furthering  MS  research  efforts  when  the  effects  of  MS  first  began  to  take 
their  toll,  what  advances  might  there  already  be  in  place? 

Valerie  Millerick  has  three  children,  one  of  whom  just  turned  nine.  Today 
she  runs  her  own  hemodialysis  business  which  serves  about  a  dozen 
hospitals  in  the  Westchester  County  area  of  New  York  where  she  lives.  Ms. 
Millerick  had  been  an  emergency  room  nurse  at  the  time  of  her  MS  diagnosis 
five  years  ago  and  decided   that  if  she  didn't  alter  her  career  path, 
she'd  become  one  of  the  patients.  Valerie  uses  a  cane  to  assist  with  her 
balance.  In  ten  years  will  Ms.  Millerick  be  paying  taxes  on  a  thriving 
health  service  business  and  perhaps  dancing  at  her  daughter's  wedding  or 
will  she  be  receiving  tax  dollars  for  her  own  medical  care  and  sustenance? 

Multiple  sclerosis  is  a  chronic,  often  disabling  disease  of  the  central 
nervous  system  that  effects  more  than  a  third  of  a  million  people  in  the 
the  U.S.   It  is  most  commonly  diagnosed  between  the  ages  of  20  and  40,  and 
women  are  more  than  twice  as  likely  as  men  to  have  MS.   This  disease  costs 
society  more  than  $2.5  billion  annually,  and  is  often  characterized  by 
periods  when  symptoms  intensify  (relapses)  or  improve  (remissions);  though 
others  have  a  steady  progression  of  symptoms.   These  symptoms  may  include 
mobility  impairment,  abnormal  fatigue,  sensory  changes,  loss  of  coordina- 
tion, visual  disturbance,  and  bowel  and  bladder  dysfunction.   Until  July, 
1993,  when  the  FDA  approved  Betaseron,  there  was  no  treatment  which 
altered  the  basic  course  of  the  disease.   Although  it  is  far  from  a  cure, 
Betaseron  significantly  reduces  both  the  rate  and  severity  of  exacerba- 
tions in  relapsing-remitting  MS  and  brings  far  more  hope  for  the  future 
than  other  drug  therapies  available  that  only  manage  symptoms.   So  it  is  a 
time  of  hope  and  optimism  and  great  promise  that  the  research  you  will 
fund  today  will  advance  the  cure,  prevention  and  treatment  of  Donna 
Miller,  Valerie  Millerick  and  all  individuals  with  MS. 
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I.  National  Institutes  of  Health 

What  lies  beyond  Betaseron?  Plenty.  Current  research  and  other  treatment 
possibilities  on  the  horizon  make  this  the  most  exciting  time  in  the 
history  of  MS  research.  It  is  a  time  to  increase  our  effort  vith  great 
promise  for  positive  answers  to  be  found. 

A.  National  Institute  of  Neurological  Disorders  and  Stroke 

Ve  are  2/5  through  the  Decade  of  the  Brain,  and  the  desired  funding  for 
its  implementation  still  has  not  been  achieved.  Researchers,  the  National 
Multiple  Sclerosis  Society  and  the  NINDS  have  identified  target  areas  of 
MS  research  with  enormous  potential  for  investment  including? 

•  Refine  and  increase  the  knowledge  of  genes  that  predispose  people  to 
develop  MS  and  identify  ways  to  halt  or  reverse  that  process 

•  Identify  the  targets  in  the  immune-system  attacks  in  MS  and  develop  new 
methods  to  block  or  repair  the  destruction  of  the  myelin  insulation  that 
coats  nerve  fibers 

•  Investigate  cellular  and  molecular  mechanisms  underlying  recovery, 
including  myelin-producing  cells  and  production  of  myelin. 

•  Conduct  clinical  trials  of  new  treatments  and  develop  new  methods  to 
enhance  recovery 

■  Establish  four  additional  MS  clinical  research  centers  to  fester 
multidisciplinary  MS  research. 

The  National  Multiple  Sclerosis  Society  urges  an  appropriation  of  $938 
million  for  the  National  Institute  of  Neurological  Disorders  and  Stroke, 
because  it  will  allow  an  increase  in  the  low  percentage  of  approved  grant 
proposals  currently  being  funded,  and  it  will  allow  a  significant  increase 
in  neurological  research  that  is  MS- related. 

B.  National  Institute  of  Allergy  and  Infectious  Disease 

Researchers  have  proposed  the  idea  of  a  vaccine  for  the  treatment  of  MS 
and  other  autoimmune  diseases.  They  have  discovered  that  some  of  the 
cells  involved  in  the  immune  response  (called  T  cells)  attack  the  brain  in 
people  with  MS.  Drugs  that  suppress  the  immune  system  are  being  given  to 
some  patients  in  an  attempt  to  suppress  the  activated  T  cells.  The  next 
step  would  be  to  develop  a  more  specific  treatment  that  can  attack  the 
activated  T  cells  without  affecting  healthy  cells.  This  targeted  approach 
may  serve  as  a  model  for  treating  other  autoimmune  diseases. 

Thus  in  addition  to  our  request  for  increased  funding  for  neurological 
research  in  NINDS,  we  urge  you  to  appropriate  $1.55  billion  toward  basic 
and  clinical  immunology  and  autoimmunity  at  NIAID. 

C.  National  Center  for  Medical  Rehabilitation  Research 

For  the  National  Center  for  Medical  Rehabilitation  Research,  we  request 
funding  of  $30  million  as  recommended  by  the  National  Advisory  Board  on 
Medical  Rehabilitation  Research.  The  research  coming  through  NCMRR  will 
lead  to  health  care  treatments  for  those  living  vith  MS.  The  Advisory 
Board  Report  on  Activities  have  enumerated  many  opportunities  that,  so 
far,  have  gone  unfunded. 
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The  following  are  just  a  few  of  the  research  areas  for  which  investment 
now  could  yield  significant  results: 

*  improving  function  of  people  with  disabilities 

•  improving  mobility 

*  developing  new  devices 

•  finding  measurements  to  detect  changes  and  predict  future  function 

•  interface  of  MS  disease  process  and  factors  related  to  women,  (i.e. 
menses,  pregnancy,  menopause) 

II.  Department  of  Education 

A.  Rehabilitation  Services  Administration 

We  urge  you  to  support  the  President's  budget  for  the  Rehabilitation 
Services  Administration  (RSA).   In  the  interest  of  cost  savings,  we  would 
ask  you  to  encourage  RSA  to  use  funds  that  come  available  from  expiring 
grants  to  support  a  demonstration  project  to  look  at  ways  of  assisting 
people  with  chronic  and  progressive  disabilities  both  obtain  and  retain 
employment  through  early  intervention. 

Additionally,  we  would  like  to  point  out  and  commend  RSA  for  its  new  peer 
review  process  for  their  grants  which  requires  at  least  one  reviewer  with 
a  disability.   It  is  essential  that  people  with  disabilities  are  brought 
into  any  process  which  will  have  an  effect  on  their  own  lives.   Clearly, 
rehabilitation  programs  are  viewed  differently  by  providers  and  consumers, 
and  RSA  has  wisely  taken  into  consideration  the  need  for  both  views. 

B.  National  Institute  of  Disability  and  Rehabilitation  Research 

The  National  Institute  of  Disability  and  Rehabilitation  Research  (NIDRR) 
has  two  separate  areas  of  funding  requirements,  its  basic  research  program 
and  the  Technology  Related  Assistance  Program  for  People  with 
Disabilities  (Tech  Act).   Included  in  high  potential  basic  research 
areas  are: 

*  measurement  of  services 

*  access  to  health  care  for  people  with  disabilities 

*  degenerative,  progressive  diseases 

•  service  integration 

■  implementation  and  evaluation  of  effects  of  the  Americans  with 
Disabilities  Act 

•  early  intervention  with  family  programs 

Though  project  conclusion  will  allow  for  turnover  and  new  grant  awards, 
the  President's  request  to  pre-1993  levels  will  greatly  curtail 
significant  achievement  in  these  areas  of  opportunity.  Therefore,  the 
National  MS  Society  urges  that  you  provide  $80  million  for  this  program. 

As  regards  the  "Tech  Act"  funding,  the  Society  is  pleased  with  the 
President's  request  for  funding  which  amounts  to  a  $40,744  million 
increase  over  1994.  Roll  out  and  use  of  proven  models  can  only  be 
achieved  by  providing  the  states  with  sufficient  funds  to  disseminate  and 
coordinate  information,  and  for  encouraging  the  development  of 
technologies  for  people  with  disabilities. 
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Again,  I  would  like  to  thank  you  for  allowing  me  to  testify.   The 
following  is  a  short  summary  of  the  appropriations  requested  by  the 
National  Multiple  Sclerosis  Society: 

*  $938  million  for  the  National  Institute  of  Neurological  Disorders  and 
Stroke 

*  $1.55  billion  for  the  National  Institute  of  Allergy  and  Infectious  Diseases 

*  $30  million  for  the  National  Center  for  Medical  Rehabilitation  Research 

*  $80  million  for  the  National  Institute  of  Disability  and  Rehabilitation 
Research 

*  $2,362  billion,  per  the  President's  request,  to  the  Rehabilitation  Services 
Administration  with  direction  for  the  funding  of  a  special  demonstration 
project  using  early  intervention  to  assist  people  with  chronic  and 
progressive  disabilities  such  as  MS  in  both  retaining  and  obtaining 
employment. 

MBL: 3/3/94 
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FAX  8 1642 1-7208 

for  research  in  polycystic  kidney  disease 

To:     House  Appropriations  Subcommittee  on  the  Departments 
of  Labor,  Health  and  Human  Services,  and  Education. 


Polycystic  kidney  disease  (PKD)  is  the  most  common  lethal  genetic 
disease  in  the  United  States.  More  than  500,000  U.S.  residents  have  PKD. 
It  is  two  times  more  common  than  multiple  sclerosis,  ten  times  more  common 
than  sickle  cell  anemia,  15  times  more  common  than  cystic  fibrosis,  and  20 
times  more  common  than  Huntington's  disease.   There  is  no  cure! 

PKD  is  not  selective;  it  strikes  both  children  at  birth  (usually  fatal)  and 
adults  in  the  prime  of  life,  both  male  and  female.  If  you  have  PKD,  your 
children  have  a  25%  to  50%  chance  of  inheriting  it.  Each  year  in  the  United 
States,  several  thousand  people  die  from  PKD.  The  direct  cost  of  treating  PKD 
by  dialysis  and  transplantation  exceeds  $750  million,  most  of  which  is  paid  by 
the  Federal  Government.  Disease  progression  generates  end  stage  renal  disease 
in  approximately  50%  of  all  PKD  patients,  requiring  either  dialysis  or  a  kidney 
transplant  to  survive.  Two  thousand  additional  cases  of  kidney  failure  result 
from  PKD  each  year. 

Significant  strides  have  been  made  in  the  study  and  treatment  of  PKD 
leading  to  the  improved  diagnosis  and  treatment  of  cyst  infections,  better 
methods  of  controlling  high  blood  pressure  caused  by  PKD,  and  improved  care 
of  children  with  the  disease. 

Exciting  prospects  exist  for  finding  the  cause  and  cure  of  PKD  through 
the  application  of  new  knowledge  acquired  by  research.  PKD  is  now  viewed 
by  the  scientific  community  as  a  disease  than  can  be  treated  and  one  day,  cured. 
Based  on  recent  research  of  animal  models,  there  is  reason  to  believe  that 
specific  pharmacologic  agents  can  be  developed  to  treat  PKD. 


Founded  m  1982  by  Joseph  H  Bniming 
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The  growing  knowledge  of  the  functional  changes  that  accompany  renal  cystic  disease 
provide  a  theoretical  framework  on  which  moderating  treatments  of  these  disorders  can  be 
designed.  Recent  leadership  by  NIDDK/NIH  in  the  field  of  PKD  research  has  generated 
significant  scientific  momentum. 

Investment   of  substantial   additional    support   is   needed    now    to   build    on    these 

achievements: 

•  Support  for  investigator  initiated  applications  (R-01)  to  foster  creative  and 
innovative  approaches  to  isolate,  clone,  and  characterize  the  biologic  behavior  of 
the  PKD  genes,  and  to  develop  novel  treatment  therapies  to  prevent  the  progression 
of  PKD.   Cost:   $3,000,000  above  1994  appropriation. 

•  Planning  Grant  for  NIDDK/NIH  to  plan  for  Centers  of  Excellence  (O'Brien 
Centers)  emphasizing  research  into  the  genetic  basis,  the  pathogenesis  and 
treatment  of  polycystic  kidney  disease.  These  centers,  developed  around 
individuals  currently  involved  in  PKD  investigation  would  attract  other 
investigators  to  work  collaterally  on  the  PKD  problem.    Cost:    $100,000. 

There  is  a  serious  need  this  year  to  increase  the  support  of  the  National  Institute  of  Diabetes 
and  Digestive  and  Kidney  Disease  of  the  National  Institutes  of  Health.  It  is  especially  important 
to  provide  for  this  most  needed  emphasis  of  PKD  research  because  such  a  modest  amount  is 
currently  available  for  research  in  this  most  prevalent  genetic  disease. 


JaredTJ.IGranthaif,  M.D.  JuhVui  Dyke 

Professir  of  Medicine  President 

Direotor,  Division  of  Nephrology  &  Hypertension  PKR  Foundation 

University  of  Kansas  Medical  Center 
Chairman,  Polycystic  Kidney  Research  Foundation 
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Testimony  in  Behalf  or  Budget  Request,  U.S.  Institute  of  Peace,  FY  95 

Howard  k.  Ammerman,  Ph.D.  (Economics) 

At  the  outset  I  wish  to  express  my  appreciation  for  the  opportunity  to  present  my  views  in 
support  of  the  budget  request  for  fiscal  1995  of  the  United  States  Institute  of  Peace.   These  views  are 
expressed  as  those  of  an  interested  citizen.   While  my  background  is  in  economics,  a  careful, 
comprehensive,  well  thought  out  approach  to  peace,  in  this  context  at  the  international  level,  should 
draw  on  a  number  of  academic  disciplines.   At  the  same  time  as  Confucius  put  it'There  will  be  no 
peace  until  the  individual  wants  it,  seeks  it,  and  works  for  it". 

I  supported  the  National  Peace  Academy  Campaign  in  its  successful  efforts  to  secure  passage  of 
the  law  creating  the  United  States  Institute  of  Peace,  attended  the  initial  Board  of  Directors  meeting  of 
the  new  organization  in  February  1986,  and  have  followed  the  progress  of  the  Institute  since  that  time. 

The  total  appropriations  for  the  United  States  Institute  of  Peace  (USIP)  during  its  life  plus  its 
requested  $12,307,000  for  Fiscal  Year  1995  amounts  to  $76.9  million.   When  one  compares  this,  for 
example,  with  a  half  billion  dollars  for  one  bomber  both  figures  and  their  relative  amounts  tell  a  story. 
It  seems  to  me  this  story  is  not  one  with  which  we  can  or  should  dare  to  be  comfortable. 

The  USIP  has  been  very  modest,  too  much  so  in  my  opinion,  in  its  requests  for  funds.   It 
supports  its  requested  increase  to  $12,307,000  for  FY  95  over  its  appropriations  received  of  10,912,000 
for  both  '93  and  '94  as  follows:    1)  Post  Cold  War  conflicts  create  a  need  for  and  provide  opportunities 
for  further  Institute  contributions  to  the  security  interests  of  the  United  States  and  to  international 
efforts  to  advance  the  cause  of  peace;  2)  A  growing  and  enhanced  Institute  capacity  to  deal  with 
international  challenges  helps  U.S.  policymakers,  other  key  audiences,  and  a  broader  public  understand 
and  respond  to  the  complexities  of  the  post  Cold  War;  and  3)  With  a  new  Institute  president  and  a 
subsequent  management  review  and  refinement  of  programs,  the  Institute  is  in  a  strengthened  position 
to  carry  out  its  mandate.   In  my  opinion,  an  increase  of  one  million  dollars  over  the  requested  amount 
would  be  only  a  small  step  in  the  right  direction.   The  Institute  could  quickly  deepen  its  research 
program  through  grants.   I  am  acutely  aware  of  present  overall  budget  stringencies  but  even  in  the  face 
of  such  limitations  there  are  good  bases  for  individual  exceptions. 

Now  let  us  consider  the  matter  of  peacemaking  in  a  larger  context.    In  August  1945,  within  days 
after  the  two  atomic  bombs  were  dropped  on  Japan,  four  physicists  addressed  a  letter  to  the  then 
Secretary  of  War,  Henry  L  Stimson.   As  key  scientists  in  the  construction  of  these  bombs  they  were 
responding  to  a  request  for  certain  detailed  technical  recommendations.    But  after  doing  this  they  felt 
constrained  to  comment  concerning  broad  general  conclusions  with  implications  for  national  policies. 
They  expressed  their  opinion  that  weapons  quantitatively  and  qualitatively  far  more  effective  than 
available  at  that  time  would  result  from  future  efforts.   Second,  that  in  their  opinion  no  military 
counter  measures  would  be  found  to  which  would  be  adequately  effective  in  preventing  the  delivery  of 
atomic  weapons.   Third,  they  were  not  only  unable  to  outline  a  program  that  would  ensure  to  the 
United  States  for  the  next  decades  hegemony  in  the  field  of  atomic  weapons  but  unable  to  foresee  that 
even  if  such  hegemony  were  achieved  it  could  protect  the  U.S.  from  the  most  terrible  destruction. 
Lastly,  the  anticipated  natural  element  of  national  policy  of  developing  more  effective  atomic  weapons 
in  the  future  would  be  unlikely  to  contribute  essentially  or  permanently  to  the  prevention  of  war.   They 
believed  that  the  safety  of  the  U.S.,  as  opposed  to  its  ability  to  inflict  damage  on  an  enemy  power, 
could  not  be  wholly  or  even  primarily  in  its  scientific  or  technical  prowess.   Our  future  safety  could  be 
based  only  on  making  future  wars  impossible.   This  was  the  crux  of  their  ending  sentence -"It  is  our 
unanimous  and  urgent  recommendation  to  you,  that,  despite  the  present  incomplete  exploitation  of 
technical  possibilities  in  this  field,  all  steps  be  taken,  all  necessary  international  arrangements  be  made 
to  this  end...". 
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Now,  almost  50  years  later,  and  with  the  long-since  developed  hydrogen  bomb,  how  much 
progress  have  we  made  in  reacting  to  the  recommendations  of  these  four  physicists?   A  few  years  ago 
Norman  Cousins  had  this  to  say,  "The  number  one  problem  of  our  times  is  the  real  possibility  of 
nuclear  annihilation;  the  number  two  problem  is  that  our  best  minds  are  not  focusing  upon  the  number 
one  problem."   The  nature  of  the  nuclear  threat  is  probably  different  from  what  it  was  during  the  Cold 
War.    However,  the  threat  still  exists. 

For  some  and  perhaps  many,  although  it  is  hoped  a  lesser  number  than  at  one  time,  the  idea  of 
working  directly  toward  peace  in  international  relations  makes  them  uncomfortable.   Of  course 
everyone  is  for  peace!    But  doesn't  the  idea  of  direct  peacemaking  mean  a  "fuzzy  mindedness"  or 
"naive  idealism?"   Wouldn't  efforts  by  a  nation  to  work  directly  toward  peace  be  a  sign  of  "national 
weakness"  and  might  an  individual  citizen  working  toward  this  end  be  "disloyal"  to  his  country? 

The  Commission  on  Proposals  for  a  National  Academy  on  Peace  and  Conflict  Resolution  stated, 
"The  Commission  uses  'peace'  forthrightly  in  its  discussion. ..the  Commission  rejects  emphatically  any 
insinuation  that  peace-any  more  than  love,  church,  justice,  family  or  flag— is  soft  or  naive.   The 
Commission  believes  that  timorous  attitudes  toward  peace  do  not  advance  the  national  interest  or 
reflect  the  American  Character.    Peace  is  neither  Utopian  nor  a  sign  of  weakness  or  cowardice.    Peace 
is  not  simply  to  be  measured  by  an  absence  of  tension  or  a  quietude  of  complaint    Peace  is  not  only  a 
desired  state;  it  is  a  process  that  is  vigorous.   The  Commission  finds  that  peace  is  a  legitimate  field  of 
learning  that  encompasses  rigorous  interdisciplinary  research,  education,  and  training  directed  toward 
peacemaking  expertise."   Isn't  it  possible  that  we  complex  and  diverse  creatures  have  more  in  common 
than  we  have  differences? 

The  contributions  of  the  physical  sciences  and  technologies  derived  therefrom  have  been  in 
large  measure  of  incalculable  benefit  to  humanity.   And  somewhere  within  this  context  the  medical 
sciences  should  be  included.    However,  in  my  opinion  we  have  become  overly  enchanted  with 
technology  and  may  be  expecting  things  from  it  that  are  beyond  its  inherent  nature  and  capability. 

Technology  today  in  the  fields  of  transportation  and  communication  is  drawing  us  closer 
together.   Also,  international  economic  interdependence  is  increasing.   These  can  be  beneficial  if  at  the 
same  time  we  can  further  develop  our  capacities  to  live  together  for  mutual  benefit-to  have  unity  in 
diversity.    But  such  capabilities  require  knowledge  and  wisdom  outside  the  areas  of  the  physical 
sciences. 

As  the  concept  of  "a  global  village"  becomes  more  and  more  a  reality,  technology  is  playing 
another  role.   The  weapons  of  war  are  becoming  more  and  more  fearful.   So  what  shall  it  be -learning 
to  live  at  peace  or  increasing  the  threat  of  destroying  what  we  seek  to  protect?   Personally  the  only 
"ultimate  weapon  I  can  envisage  is  one  with  which  we  destroy  ourselves. 

During  the  period  from  February  1986  to  the  present  the  USIP  can  be  said  to  have  served  its 
period  of  apprenticeship.    And  with  the  relatively  small  sums  appropriated  it  may  be  said  to  fit  the 
concept  of  operations  at  a  kind  of  trial  or  start-up  level.   To  be  sure,  programs  of  research,  training, 
and  dissemination  of  information  pertinent  to  peacemaking  can  be  done  at  much  less  cost  than 
developing  and  providing  some  of  our  most  sophisticated  instruments  of  violence  but  do  we  expert 
sheer  miracles?   The  extent  of  our  funding  for  the  USIP  raises  questions  as  to  how  seriously  we  take 
the  efforts  to  achieve  international  peace.   There  seems  to  be  a  very  limited  value  placed  on  what 
some  of  the  best  minds  of  our  country,  and  others,  might  accomplish.    Isn't  there  a  contradiction  in 
directing  some  of  our  best  minds  toward  the  creation  of  ever  more  "efficient"  weapons  of  violence. 
Can  we  do  less  than  give  our  best  efforts  to  achieve  more  effective  ways  to  resolve  our  conflicts 
peacefully? 
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Psychiatrist  Vamik  D.  Volkan  in  his  "The  Need  to  Have  Enemies  and  Allies"  sees  the  need  for 
enemies  as  the  embodiment  of  what  we  are  not  and  do  not  wish  to  become.  They  are  standards  by 
which  we  can  measure  our  own  "higher  level"  goals.   It  has  been  speculated  that  were  our  planet  to  be 
invaded  from  Mars  (for  example)  we  on  earth  would  quickly  put  aside  our  differences  to  engage  in  a 
common  defense.   That  is.  would  have  acquired  a  common  enemy  and  would  be  reacting  accordingly. 
But  isn't  it  possible  that  we  on  earth  already  have  common  enemies?   After  all,  national  boundaries 
are  often  very  artificial  limits.   What  about  common  problems  of  the  environment,  greenhouse  effect, 
poverty,  and  hunger?   Can  these  be  said  to  constitute  common  enemies?  And  wouldn't  common 
efforts  to  ameliorate  these  conditions  do  much  to  make  us  allies?  Without  succumbing  to  self  conceit 
can  we  say  that  as  human  beings  we  have  plumbed  the  depths  of  our  combined  and  coordinated 
potentials?   Perhaps  it  is  possible  that  our  highest  levels  of  self  realization  and  fulfillment  may  lie  in 
greater  self-immersion  in  that  which  encourages  unity  in  diversity. 

A  common  approach  to  the  matter  of  peace  among  nations  includes  the,  shall  we  say,  "We"  and 
"They"  syndrome  and  this  makes  our  efforts  decidedly  limited.   In  the  terminology  of  the  book  of  a  few 
years  ago,  "I'm  OK,  You're  OK"  it  is  so  easy  to  say  that  "we"  are  OK  and  even  easier  to  say  "they"  are 
not  OK  as  applied  to  nations.   Just  what  country  are  we  starting  with  as  being  OK  when  the  other  is 
not?  At  a  particular  time  this  can  be  virtually  any  country,  can  it  not?   And  of  course,  if  they  are  not 
OK  we  can  do  little  about  it  except  to  arm  for  our  defense. 

Actually,  at  any  time  one  time  can  it  be  said  that  all  (on  an  individual  basis)  in  a  particular 
country  are  OK  even  if  a  predominance  may  be.   And  can  it  be  said  that  all  in  the  "other"  country  are 
not  OK  even  if  most  are  not?   So  there  is  a  possibility  of  broadening  the  concept  of  whom  "we" 
includes.  Then  this  can  be  a  nucleus  with  whom  we  can  work.   In  this  shrinking  planet  communication 
between  the  "we's"  is  becoming  more  practicable.  The  work  of  Non  Governmental  Organizations 
(NGO's)  is  becoming  more  significant.  The  co-founders  of  the  International  Physicians  for  the 
Prevention  of  Nuclear  War  were  awarded  the  Nobel  Peace  Prize  in  1985.   With  members  in  more  than 
60  countries  its  co-founders  were  an  American  physician  and  a  Soviet  physician.   Second  track  or 
unofficial  diplomacy  which  is  becoming  more  widespread  is  a  quiet  way  of  clearing  up 
misunderstanding  and  building  bridges. 

But  there  will  always  be  the  Hitler's  and  Saddam  Hussein's  we  fear.   Such  individuals  don't  just 
rise  to  power  overnight   "Always"  is  a  very  inclusive  term.   Returning  to  the  idea  of  the  artificiality  of 
national  boundaries,  if  it  were  ever  possible  to  seal  such  borders  it  is  less  likely  today.   Perhaps  it  is 
more  logical  to  say  there  will  always  be  "potential"  Hitler's  and  Saddam  Hussein's.   So  the  challenge  is, 
and  hindsight  may  provide  helpful  limits,  to  prevent  the  rise  of  such  tyrants.   In  all  this  the  USIP  can 
play  a  crucial  role. 

In  conclusion,  isn't  there  an  element  of  escapism,  if  not  irresponsibility,  in  the  "always  has  been 
and  always  will  be"  generalizations?   Would  we  not  be  in  default  in  the  application  of  our  collective 
mental  capacities  if  we  take  this  view?   But  to  avoid  this  will  require  much  more  widespread  and 
intensive  efforts  on  our  part  than  we  have  made  in  the  past.   It  would  be  shortsighted  to  look  at  the 
dangers  and  difficulties  of  international  relations  today  without  also  recognizing  the  opportunities  for 
good.   With  God's  help  can  we  afford  any  less  than  a  concerted  intensified  effort  to  move  forward 
toward  world  peace?  An  let's  not  overlook  the  fact  that  Volkan's  book  included  the  need  for  allies  as 
well  as  enemies? 


Howard  K  Ammerman,  Ph.D. 
March  7,  1994 
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Statement  by  Chairman  Paul  G.  Rogers 


As  Chairman  of  the  Friends  of  the  National  Library  of 
Medicine,  it  is  my  privilege  to  submit  testimony  in  support  of 
the  FY  1995  appropriation  for  the  National  Library  of  Medicine. 

The  Friends  of  the  NLM  is  a  coalition  of  organizations  in 
1986  to  promote  the  resources  of  the  world's  most  comprehensive 
source  of  medical  and  scientific  knowledge.  Our  membership 
includes  over  200  leading  medical  associations,  healthcare 
companies,  medical  schools,  as  well  as  hundreds  of  individuals 
who  share  the  belief  that  access  to  the  most  up-to-date  medical 
knowledge  saves  lives 

The  Friends  of  the  NLM  have  played  a  significant  role  in 
bringing  this  national  treasure  to  the  attention  of  the  public 
and  the  health  professions.  It  is  gratifying  to  note  that  over 
the  last  few  years  the  Congress  has  not  only  enlarged  the  scope 
of  the  Library's  programs  by  adding  responsibilities  for  both 
biotechnology  information  and  health  services  research 
information,  but  given  the  Library  an  explicit  mandate  to  conduct 
an  outreach  and  publicity  program. 

The  National  Library  of  Medicine  has  long  been  noted  as  a 
leader  in  applying  technology  to  the  retrieval  of  medical 
information.  Certainly  its  databases — most  prominently,  MEDLINE — 
are  heavily  used.  More  than  20  million  searches  are  done  each 
year  by  physicians,  librarians,  and  scientists  around  the  world. 
Recently  the  NLM  has  taken  the  initiative  in  the  world  of  High 
Performance  Computing  and  Communications  and  is  applying  these 
new  technologies  to  communications  for  the  health  sciences. 

In  the  vital  area  of  HIV/AIDS  the  Library  is  to  be  commended 
for  its  recently  (January  1994)  announced  action  to  eliminate  all 
fees  for  searching  its  databases  that  contains  AIDS  information. 
AIDSLINE,  AIDSDRUGS,  and  AIDSTRIALS  may  now  be  searched  by 
everyone  on  NLM's  online  network  (about  75,000  members)  at  no 
cost.  The  Library  is  even  issuing  special  codes  to  public 
libraries  and  community-based  AIDS  organizations  that  will 
provide  access  exclusively  to  the  free  databases.  I  am  pleased  to 
note  that  this  useful  contribution  to  the  fight  against  AIDS  was 
made  possible  by  an  increase  to  the  Library's  budget  for  AIDS- 
related  information  activities. 
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I  should  also  note  that  this  action  follows  the  much- 
commended  1993  lowering  of  access  fees  for  all  NLM  databases, 
including  MEDLINE,  by  about  40  percent.  The  average  cost  is  now 
about  $1.25  per  search,  including  all  telecommunications  charges 
from  anywhere  in  the  United  States.  This  reduction  was  made 
possible  by  efficiencies  stemming  from  innovative  use  of  computer 
technology.  It  is  fair  to  say  that  costs  are  no  longer  an 
inhibiting  factor  of  any  consequence  in  searching  the  Library's 
databases. 

The  National  Library  of  Medicine  has  just  made  an  important 
announcement  on  another  topic  of  great  current  concern.  A  new 
database  that  covers  the  literature  of  health  care  planning, 
evaluation,  quality  assurance,  technology  assessment,  and 
clinical  practice  guidelines  has  been  introduced  to  the  medical 
community.  "HSTAR"  (Health  Services/Technology  Assessment 
Research)  is  unusual  among  NLM  databases  in  that  it  contains  not 
only  selected  pertinent  references  and  abstracts  from  MEDLINE  and 
several  other  NLM  databases,  but  references  to  government 
reports,  books,  book  chapters,  meeting  abstracts,  and  newspaper 
articles.  The  new  database  should  be  of  great  use  to 
administrators,  planners,  policy  makers,  third-party  payers, 
health  service  researchers,  and  the  medical  librarians  and 
information  specialists  who  serve  these  groups. 

HSTAR  has  obvious  relevance  to  the  Nation's  current  focus  on 
health  care  reform.  The  development  of  HSTAR  is  a  response  by  the 
Library  to  its  recent  Congressional  mandate  to  expand  the 
Library's  information  services  in  this  area.  Also  as  part  of  its 
response,  the  Library  has  established  the  National  Information 
Center  for  Health  Services  Research  and  Health  Care  Technology. 
The  Congress  is  to  be  congratulated  for  its  foresight  in 
providing  information  tools  for  those  who  will  be  working  to 
reform  our  health  care  system.  The  Library  is  to  be  commended  for 
responding  so  rapidly  and  appropriately  to  the  suggestions  of  the 
Congress. 
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As  noted  above,  the  NLM  plays  an  important  role  in  bringing 
the  benefits  of  High  Performance  Computing  and  Communications  to 
the  medical  sciences.  In  1993  the  Library  announced  that  it  was 
seeking  proposals  from  the  biomedical  community  to  develop 
applications  of  advanced  computer  and  networking  technology  for 
health  care.  Among  the  subjects  of  interest  to  the  NLM  were 
testbed  networks  to  connect  doctor's  offices,  hospitals,  medical 
libraries  and  other  facilities,  advanced  software  for  visualizing 
human  anatomy  and  analyzing  medical  imagery,  virtual  reality 
applications,  database  technology,  and  methods  of  transmitting 
patients'  records  while  maintaining  their  accuracy  and  privacy. 
The  Library  received  more  than  130  applications  for  such 
projects,  demonstrating,  I  believe,  that  the  time  is  right  for  a 
substantial  investment  in  these  areas. 

As  a  result  of  the  Library's  announcement,  a  contract  for 
$4.15  million  was  awarded  to  a  statewide  consortium  of  West 
Virginia  medical  institutions  in  October  1993.  The  title  of  the 
project,  "  Collaborative  Technology  for  Real-Time  Treatment  of 
Patients",  is  an  indicator  of  its  timeliness  and  relevance  to 
using  technology  to  improve  the  availability  and  quality  of 
health  care  in  rural  and  undeserved  areas.  I  was  pleased  to  learn 
that  the  Library  hopes  to  make  additional  awards  this  year.  It  is 
clear  that  we  have  a  timely  combination  of  a  real  need  in  health 
care,  and  maturing  computing  and  communications  technologies  that 
can  plausibly  meet  that  need. 

Although  all  of  the  medical  applications  areas  mentioned 
above  are  appropriate,  the  Library's  Director  believes  the 
highest  priority  to  be  the  development  of  testbed  networks  to 
enable  health  care  providers  and  researchers  to  share  medical 
data  and  images.  We  need  the  opportunity  to  gain  experience  with 
real-life  systems  that  can  be  modeled  to  provide  information  in 
an  optimum  fashion.  The  diversity  of  the  regions  and  states 
within  our  country  itself  seems  to  suggest  that  local 
experimentation  might  usefully  precede  the  countrywide  deployment 
of  an  information  system.  That  is  why  a  project  such  as  that  in 
West  Virginia  is  so  important. 
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Another  area  of  NLM  involvement  in  High  Performance 
Computing  and  Communications  is  that  associated  with  molecular 
biology  and  the  Human  Genome  Project.  The  Library's  National 
Center  for  Biotechnology  Information,  created  by  the  Congress  in 
1988,  is  at  the  forefront  of  efforts  to  create  automated  systems 
for  storing  and  analyzing  knowledge  about  molecular  biology, 
biochemistry,  and  genetics.  The  Center  is  one  of  the  many  health- 
related  legacies  of  Claude  Pepper,  a  man  with  whom  I  had  the 
privilege  of  working  with  many  years. 

The  National  Center  for  Biotechnology  Information  is 
responsible  for  maintaining  the  GenBank  DNA  Sequence  Database,  to 
which  scientists  around  the  world  contribute  information 
resulting  from  their  genetic  research.  GenBank  usage  has  risen 
dramatically  in  the  last  year,  to  the  point  where  it  is  being 
accessed  some  3  million  times  a  year  by  scientists  around  the 
world.  GenBank  and  the  sophisticated  software  tools  developed  by 
the  Center  have  been  instrumental  in  a  number  of  the  genetic 
discoveries  we  read  about  in  the  newspaper. 

The  Friends  support  the  President's  1995  budget  request  of 
$138.521.000  for  the  National  Library  of  Medicine  —  an  overall 
increase  of  15  percent.  We  support  this  request  because  it 
enables  medically  related  High  Performance  Computing  and 
Communications  projects  at  a  reasonable  level.  It  is  also 
important  to  recognize,  however,  that  Library's  basic  library  and 
information  services  form  a  vital  part  of  the  biomedical 
information  infrastructure.  Therefore,  I  must  caution  that 
support  for  new  initiatives  not  come  at  the  expense  of  basic  NLM 
services.  The  costs  of  these  services  —  purchasing  books  and 
journals,  cataloging,  indexing,  lending,  and  the  like  —  have 
been  rising  over  the  past  few  years  far  faster  than  the  rate  of 
inflation.  It  is  an  unfortunate  fact  that  the  Library  has  been 
falling  behind  in  maintaining  these  services. 

In  summary,  I  commend  the  Congress  for  its  support  over  the 
years  of  the  National  Library  of  Medicine.  Our  investment  in  the 
NLM  is  paying  off  in  better  research,  health  care,  and  medical 
education.  Using  the  latest  communications  technology  the  Library 
continually  makes  more  information  more  easily  available  to  more 
health  professionals.  That  will  benefit  the  public's  health.  I 
urge  your  support  in  fully  funding  the  Library's  appropriation 
request. 
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Mr.  Chairman  and  members  of  the  Subcommittee.  On  behalf  of  the  American  Academy 
of  Physician  Assistants  and  the  Association  of  Physician  Assistant  Programs,  I  want  to 
thank  you  for  this  opportunity  to  present  our  recommendations  for  federal  support  of 
physician    assistant    educational   programs    in    FY9S. 

For  nearly   20   years,   the  federal   government  has  provided   funds   for  the  creation, 
development,    and    expansion   of  physician    assistant   programs.      Your   support   over   the 
years    has    been    invaluable. 

Last  year,  as  you  know.  Congress  approved   $6.5   million  for  PA  program   grants.     This 

was   a   significant    increase   in   federal   support,   for   which   we   are   grateful.      The  increase 

will    support   the   establishment   of  several    new   PA   programs   and    the   expansion  of  many 
existing     programs. 

The   PA   profession   believes   federal   support   for  PA   education   should   be   continued   and 
increased.       We     strongly     recommend     that     Congress     appropriate     the     full 
authorized     level     of    funding     of    $9    million     for     PA     education     in     FY9S. 

According    to    the   Health    Resources    and    Services   Administration's    Division   of   Medicine, 
at  least   12  new  PA  programs  are  expected  to  submit  grant  applications.     This  is  in 
addition   to   the   nearly   20   existing   PA   programs   not   currently   receiving   federal   support 
that   will    be   applying    for   federal    assistance   to   expand    their   capacities.      Unfortunately, 
even    with    the   increased    appropriation,    many    of   these    applications    will    go    unfunded. 

The  average  grant  awarded  to  PA  programs  is  approximately  $140,000.      Of  the  $6.5 
million    appropriated   for   the   current   fiscal   year,  just   over   $4   million   is   already 
obligated   due   to   prior   commitments   under   the   multi-year   funding   approach   used   by   the 
Department.      This   means   that  less   than   $2.5   million   is   actually   available   for  new 
applications    in    FY94. 
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If  the   average   grant   awards   are   consistent   with   past   years,   this   means   that   only    16-17 
applicants  will  be  funded.     Those  not  funded  will   be  looking  for  support  in  FY95. 

Mr.    Chairman,    based    on    Inquiries   to   the   Physician    Assistant    Accreditation   Review 
Committee  and  the  Division  of  Medicine,  we  can  report  that  at  least  32  more  universities 
are  planning  to  develop  new  PA  programs.      Of  these  32,  at  least  four  are  Historically 
Black  Colleges   and   Universities.      This   means   that  the  demand   for  federal   support  to   start 
and  expand  PA  programs  will  be  even  greater  in  FY95  than  it  is  in  FY94. 

In    the   past,    both    the    authorizing    and    appropriating    committees    have   determined    that 
increasing   the  supply  of  PAs   is   in   the   long-term   interest  of  our   nation's  health   care 
delivery    system. 

The  Council  on  Graduate  Medical   Education  (COGME)  and  the  Physician  Payment  Review 
Commission   (PPRC)   have      been   examining   the   issue  of  physician   supply   for   several 
years.      Each   body   has   made   recommendations   regarding   the   aggregate   supply,   as   well 
as   the   specialty   mix,   of  physicians.      In    addition,   both   have   recognized   that   changing 
the   physician    supply    and    specialty   mix    will    significantly   increase   the   demand    for   PAs. 
After  all,   someone  will   have   to  provide  the  care   that   traditionally  has   been   provided   by 
medical    residents. 

In   addition,   the  President's   health   care  reform   proposal,   as   well   as   most  of  the 

alternatives,    anticipate    increased    demand    for    primary    care    -„-    an    area  traditionally 

provided  by  PAs.      What  this   means,   Mr.   Chairman,   is   that  the  need   for  physician 
assistants   will    increase   dramatically   over   the   next   few   years. 

Both  COGME  and  PPRC  recognize  this  increased  demand.     Last  year,  in  fact,  the 
Physician    Payment   Review    Commission    made    the    following    observation    in    its    annual 
report    to    Congress: 

In   addition,   it   may   be   desirable   to  expand   existing   federal   programs 
that    support    nonphysician    training    to    increase    the    supply    of.. .PAs 
trained   to   staff  tertiary   care   centers.      Many   of  these   programs   lost 
substantial    funding   during   the   early    1980s   and   have   not   yet  been 
restored   to   their   previous   funding   levels.      Federal    funding   for   PA 
training   in  fiscal  year   1992,   for  instance,   was  only   55   percent  of 
the  fiscal  year   1980  level. 

Last   year,   the  Council   on  Graduate  Medical   Education  created  the  Advisory  Group  on 
Physician  Assistants  and  the  Workforce.     The  Advisory  Group  was  composed  of 
physicians,    PAs,    nurses,   health   researchers,   hospital    and    HMO    administrators.      Last 
week  the  Advisory  Group  submitted  its  report  to  COGME  and  recommended  a  major 
expansion  of  the  PA  workforce  by  the  year  2000. 

Specifically,   the  Advisory   Group  proposed   a  PA  workforce  of  at  least  40,000  clinically 
practicing  PAs  by  the  year  2000.      In  order  to  accomplish  this   goal,  it  will   be  necessary 
to   nearly   double   the   number  of  graduates   per   year   between   now   and   the   year   2000. 
This   will   require  new  PA  programs,   as   well   as  expansion  of  existing   programs. 

Mr.    Chairman,    we   believe   the    Advisory   Group's    recommendations    are    reasonable    and 
accurate.       To  achieve  the  goal  of     40,000  PAs,  however,  necessitates  continued  federal 
support   for   PA   educational   programs.      We   are   very   concerned   that   the   President's 
budget  will  make  it  difficult  to  achieve  this  goal. 
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At   you    know,    the   Administration   has   proposed   consolidating   25    categorical    health 
professions   gram   programs   into   Ave  broad   groups.      The   new   groups   would   be:      primary 
care;      health   professions   research   and   data;      other  priority   nursing;      minority   and 
disadvantaged    assistance;      and   consolidated    student   loans.      The   Administration   proposes 
spending   $266   million   for   these  programs,   which   is   $15    million   less   than   the   aggregate 
amount  spent  on  these  programs  in  FY94.      We  are  concerned  that  this  reduction  in 
federal   support,   at  the   very   time  when   we  need   to   increase   the  supply  of  health  care 
providers,   will   mean   that   any   health   care  reform   plan   passed   by  Congress   will   fall 
short   of  the   goal   of  guaranteeing   health   care   coverage   to   all    Americans. 

Failure   to   address   health   care   workforce   issues,   Mr.   Chairman,   means   that   reform   will 
present   many   Americans  with   a  health   security  card,   but   no   provider   to   deliver   the 
care   to   which   they   are   entitled. 

The   Academy   strongly   supports   efforts   to   reform   our   health   care   delivery   system,   but 
recognizes    thai   having   an   adequate   supply   of  health   care   providers   is   essential    to   the 
success   of  that   reform   effort.      Changing   the   way   we   support  health   professions 
education  is  a  major  change  that  has  not  been  adequately  considered.      In  fact,  Mr. 
Chairman,    Congress   rejected   a   similar   consolidation   when   it   was   proposed   during    the 
Bush     Administration. 

Consequently,    we    strongly   encourage    you    to    fund    the   existing    categorical    grant 
programs    based    on    their    authorizations.       We    request    that    you    fully    fund 
physician     assistant     education     at     the     $9     million     authorization     level.      This 
represents    a    necessary    and   justified    increase    in    the    government's    commitment    to    PA 
education.      More   importantly,   it  begins   to   insure  that   we   will   have   a  workforce  that  will 
make   universal    health    care   coverage    a   reality    for   all    Americans. 
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Mr.  Chairman.   The  Non  Commissioned  Officers  Association  (NCOA)  is  sincerely  grateful 
to  the  subcommittee  again  this  year  for  the  opportunity  to  comment  on  Fiscal  Year  1995 
appropriations,  and  in  particular,  the  Impact  Aid  Program  as  it  applies  to  military  dependent 
students.   NCOA  is  a  Congressionally-chartered  organization  with  a  membership  in  excess  of 
160,000  active  duty  and  veteran  noncommissioned  and  petty  officers  serving  in  every 
component  of  the  U.S.  Armed  Forces;  Army,  Marine  Corps,  Navy,  Air  Force  and  Coast 
Guard.   Eighty  percent  of  the  Association's  members  are  currently  serving  on  active  duty 
and  routinely  express  concerns  regarding  the  education  of  their  children.   In  this  regard, 
NCOA  considers  itself  more  than  qualified  to  present  testimony  to  this  subcommittee  in 
opposition  to  the  Administration's  proposal  to  cut  a  number  of  military  related  Impact  Aid 
programs. 

Mr.  Chairman,  prior  to  entering  into  a  detailed  discussion  about  the  effects  the  loss  of  Impact 
Aid  will  have  on  military  families,  NCOA  wants  to  take  the  time  to  pay  special  tribute  to 
you  and  the  members  of  your  subcommittee  for  your  successful  efforts  to  retain  Impact  Aid 
(b  student)  funding  over  the  years.   Proposals  to  cut  military  related  Impact  Aid  funding  are 
not  exclusive  to  the  current  Administration,  but  have  been  a  target  of  opportunity  for  past 
Administrations.   Had  it  not  been  for  your  leadership  and  the  responsive  actions  of  your 
subcommittee  members,  many  of  the  potential  problems  the  Association  will  outline  today 
would  have  been  realities  today. 


BACKGROUND 

As  far  back  as  the  early  1951  the  federal  government  has  attempted  to  meet  its  obligations  to 
provide  educational  opportunities  to  the  children  of  military  parents.   P.L.  81-674  was  passed 
in  1950  to  ensure  public  school  districts  impacted  by  the  attendance  of  military  children 
received  adequate  funding  to  cover  the  costs  of  providing  these  children  with  an  education. 
Although  yearly  funding  has  remained  somewhat  consistent,  it  has  not  been  increased  at 
levels  proportionate  to  the  increase  of  educational  costs.   The  major  point  to  be  made  is  that 
Impact  Aid  funding  for  both  "a"  and  "b"  military  students  is  not  a  new  program  that  should 
be  allowed  to  become  a  target  of  opportunity  in  support  of  deficit  reduction  initiatives.   The 
federal  government  has  supported  and  funded  Impact  Aid  for  forty-three  years  as  a  method  of 
replacing  lost  tax  support  from  non-resident  military  personnel.     Therefore  it  is  extremely 
difficult  for  NCOA  to  understand  why  Impact  Aid,  particularly  "b"  student  funding,  is 
constantly  being  targeted  for  elimination  by  the  Administration  and  just  when  it  is  needed 
most.   Defense  force  reductions  and  concurrent  base  closure  activity  are  forcing  much 
greater  numbers  of  military  families  into  off-base  housing.   Thus  increasing  the  number  of 
military  children  who  fall  into  a  "b"  student  category  because  of  the  lack  of  sufficient  on-post 
family  housing  that  warrants  "a"  student  Impact  Aid  funds. 
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EFFECT  OF  MILITARY  FORCE  REDUCTIONS 

NCOA  insists  it  only  makes  sense  that  military  force  reductions  should  necessitate  the  need 
to  review  and  reevaluate  Impact  Aid  funding  levels.   After  all,  there  will  be  far  fewer 
military  children  to  impact  civilian  school  districts  than  there  were  a  number  of  years  ago. 
The  major  problem  facing  the  members  of  this  subcommittee  is  the  continuation  of  base 
closure  actions  and  the  time  it  takes  to  construct  additional  on-base  housing  on  those 
installation  that  remain  functional.   There  was  even  an  attempt  in  the  House  of 
Representatives  in  late  1993  that  would  have  ended  accompanied  overseas  tours  of  duty  for 
military  personnel.   Consequently  NCOA  believes  there  continues  to  be  a  critical  need  for 
Impact  Aid  "b"  student  funding. 

IMPACT  OF  "B  "  STUDENT  AID  ELIMINATION 

NCOA  remains  virtually  convinced  that  if  "b"  student  funding  is  eliminated,  civilian  school 
districts  will  have  no  alternative  but  to  take  the  following  actions: 

(1)  Deny  enrollment  opportunities  to  military  children. 

(2)  Permit  the  enrollment  of  military  children,  but  attempt  to  collect  the 
educational  costs  from  DoD.   Of  course  this  effort  will  fail  due  to  the  lack  of 
available  funds  for  such  a  purpose. 

(3)  Pressures  from  civilian  parents  faced  with  increased  taxes  will  force  the 
civilian  school  districts  to  levy  enrollment  fees  on  military  parents  to  cover 
educational  costs.   These  fees  could  very  well  range  from  $800  to  $1200 
annually  per  child. 

(4)  In  order  to  resolve  the  enrollment  fee  burden  from  the  military  member, 
Congress  will  probably  react  by  passing  legislation  to  provide  military  parents 
with  "b"  students  what  might  be  called  an  Education  Allowance. 

Of  course  the  scenario  described  is  only  hypothetical,  however,  NCOA  is  convinced  that  the 
loss  of  Impact  Aid  for  "b"  students  will  serve  only  to  alienate  the  civilian  and  military 
communities  within  an  impacted  school  district. 

NCOA  has  recently  been  encouraged  when  action  was  taken  by  the  House  of  Representatives 
to  include  Impact  Aid  funding  in  H.R.  6,  America's  Schools  Improvement  Act.    Such  action 
leads  NCOA  to  believe  that  at  least  some  Members  of  Congress  are  convinced  that  the 
government  has  a  responsibility  to  ensure  that  military  children  have  the  opportunity  to 
obtain  a  quality  education.   This  Association  believes  Impact  Aid  funding  simply  should  not  a 
a  yearly  battle  and  must  not  be  target  of  opportunity  for  those  who  wish  to  reduce  the  deficit 
at  the  financial  expense  of  military  parents  or  the  educational  expense  of  military  children. 
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CONCLUSION 

NCOA  recommends  this  subcommittee  restore  "b"  student  Impact  Aid  funding  in  FY  1995 
appropriations.   Military  members  simply  cannot  be  expected  to  perform  their  missions  while 
their  financial  well-being  is  consistently  under  congressional  deficit  reduction  attack.   In 

1993,  the  active-duty  military  was  threatened  with  a  zero-percent  pay  raise  in  Fiscal  Year 

1994.  The  Congress  obviously  believed  that  military  members  should  not  be  required  to 
make  such  a  sacrifice  in  the  interest  of  deficit  reduction  and  consequently  passed  legislation 
that  included  a  2.2  percent  pay  raise.   Nonetheless,  military  pay  fell  to  approximately  13 
percent  below  the  civilian  sector.   NCOA  only  hopes  this  subcommittee  understands  the 
seriousness  of  continued  attacks  on  the  abilities  of  the  armed  forces  to  recruit  and  retain 
sufficient  military  manpower  to  sustain  the  expected  readiness  levels. 

Thank  You. 
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AMERICAN  ASSOCIATION 
OF  SCHOOL  ADMINISTRATORS         '^B?  LEADERSHIP 

FOR  LEARNING 


IRS  IBBTLEADZ 


Appropriations  Priorities  of  the  American  Association  of  School  Administrators 


The  President's  Fiscal  Year  1995  budget  seeks  an  increase  of  7  percent  ($1.7  billion)  for  Education. 

The  American  Association  of  School  Administrators  recommends  that  those  new  funds  (plus  additional  funds 

of  $600  million)  be  directed  in  the  following  manner: 

AASA  Recommendation  for  New  Funds       Clinton  Add       FY  94  Current  Fund  Level  FY  95  AASA  Level 

$  7IM  million  of  the  new  funds  for  +$664  million        $6,336,000,000  $7,036,000,000 

Title  1.  distributed  according  to 
new  funding  formula  in  H,R.  6,  the 
Elementary  &  Secondary  Education 
Amendments  of  1994  (ESEA). 

gg  minion  for  basic  state  grants  + 186  million         2,858,973,000  3,358,973,000 

under  the  Individuals  with 
HbMBBM  Education  Act  (IDEA). 

3Jfl  million  for  anttari  Education.  =       -51  million  1,183,423,000  2,383,423,000 

(and  School  to  Work  in  Labor  Dept.)=      +900  million  0 

inn  million  for  Title  13.  Part  A  of  +145  million         250,998,000  450,498,000 

ESEA,  the  Eisenhower  Staff  (but  assumes  blending  of 

Development  Program.  math/sci.  with  Prof.Devel.) 

Ml  million  for  Title  O,  Part  B,  +50  million  0  200,000,000 

Technology  Education  of  ESEA 

409  million  for  Title  D,  Part  E  of  ESEA,  0  369,500,000  400,000,000 

Innovative  Education  Program  Strategies. 
fMllllttrtllll  llff  fllllUl  71 

(703)  5280700  •  Fax  (703)  84V1543 

1801  North  Moore  Street  •  Arlington,  VlraWa  22209 
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The  increases  AASA  seeks  are  reasonable  and  can  be  achieved  under  current  budget 
restraints.  Our  members  see  a  critical  need  to  invest  more  dollars  into  the  new  Title  I 
provision  of  H.R.  6,  as  does  the  Aministration,  whose  Title  I  increase  is  nearly  identical  to 
ours.  The  focus  on  early  intervention,  both  in  Title  I  and  in  the  Individuals  with 
Disabilities  Education  Act  (IDEA),  makes  sense  educationally  and  is  widely  recognized  as 
a  key  component  to  good  pedagogy. 

We  say  the  IDEA  increase  is  of  equal  importance  to  Title  I,  because  the  federal 
government's  share,  now  at  a  meager  6  percent,  has  never  been  close  to  the  law's  promised 
40  percent  of  average  per-pupil  expenditures.  Furthermore,  new  data  shows  clearly  how 
closely  disabling  conditions  track  poverty;  leaving  schools  with  the  least  capacity  with  the 
responsibility  to  handle  disabled  students. 

Vocational  Education  and  School-to- Work  Transition  programs  are  vital  in  today's 
economy.  Through  these  programs,  young  people  will  be  able  to  develop  more  marketable 
skills.  These  programs  also  lay  out  a  sense  of  hope  for  young  men  and  women  who  aren't 
going  to  college,  but  without  these  programs  will  find  themselves  ill-equipped  to  compete 
in  the  1990s  job  market. 

Equally  important  for  moving  us  into  a  high  skills-high  wages  workforce  is  the 
implementation  of  professional  development  for  the  teachers  who  will  be  helping  to  bring 
about  the  necessary  changes  in  the  school  environment.  We  cannot  simply  rely  on  decades- 
old  teaching  credentials  or  single-day  staff  seminars  to  bring  about  the  changes  that  are 
needed.  A  whole  systemic  approach  to  professional  development  is  essential.  And  we 
would  link  that  approach  to  the  Innovation  Education  Program  Strategies  program  under 
Title  II,  part  E. 

Finally,  we  see  great  need  for  the  Technology  Education  program  championed  by  Rep. 
Sawyer.  To  expect  young  people  who  are  mezmerized  by  interactive  television  games,  who 
come  to  school  well-versed  in  basic  education  and  fun  activities  through  Sesame  Street,  to 
be  able  to  be  challenged  by  a  decades-old  textbook  and  chalkboard  is  ludicrous.  Our 
schools,  particularly  those  in  revenue-poor  districts,  or  even  in  parts  of  a  single  district  that 
have  poorer  PTA  budgets  than  less  wealthy  areas  in  another  part  of  town,  cry  out  for  help 
in  the  way  of  technology.  We  need  for  them  to  be  challenged,  to  want  to  learn.  It  won't 
happen  through  osmosis;  we  simply  must  have  the  tools  of  our  times  to  influence  the 
coming  generation  in  a  positive,  interactive  way. 
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TESTBCNY  OF  JONATHAN  L.  TAYDCR,  PRINCIPAL  CHIEF 
OF  THE  EASTERN  BAND  OF  CHEROKEE  INDIANS 

Mr.  Chairman  and  Distinguished  Members  of  the  Sub-Ccmmittee  on  Labor,  Health  and  Human 
Services,  Education  and  Related  Agencies,  I  am  Jonathan  L.  Taylor,  Principal  Chief  of 
the  Eastern  Band  of  Cherokee  Indians.  Thank  you  for  providing  me  the  opportunity  to 
submit  testimony.  Our  Tribe  consist  of  10,700  members  and  our  reservation  contains 
56,000  acres.  We  are  located  in  the  western  part  of  the  State  of  North  Carolina, 
directly  adjacent  to  the  Great  Smoky  Mountain  National  Park. 

Treaties  forged  between  the  United  States  and  Indian  leaders  during  the  last  two 
centuries  created  the  foundation  of  Indian  Law.  These  treaties  with  Congress  recognize 
the  existence  of  sovereign  governments  within  the  boundaries  of  the  United  States.  As 
part  of  these  agreements,  the  United  States  entered  into  a  unique  trust  relationship 
with  Indian  tribes.  President  Clinton  affirmed  that  his  administration  will  give 
tribal  government  say  in  distribution  of  federal  funds  geared  toward  economic  growth, 
affordable  health  care  and  improved  education. 

It  is  with  honor  that  I  direct  this  testimony  toward  our  Tribe's  two  most  vital  assets, 
our  youth  and  elders.  Many  complex  issues  and  concern  have  influenced  services 
provided  to  these  individuals. 

JOB  TRAINING  PARTNERSHIP  ACT  -  Our  Cherokee  JTPA  Program  is  funded  entirely  through  the 
United  States  Department  of  Labor,  Division  of  Indian  and  Native  American  Programs.  We 
provide  educational  and  job  training  services  to  economically  disadvantaged  Native 
Americans.  We  are  provided  an  estimated  amount  of  $4500.00  per  on-the-job  trainee. 
This  year  we  spent  an  average  of  $1800.00  per  trainee.  Therefore,  we  placed  three 
times  the  number  of  trainees  in  permanent  jobs  with  our  allocated  funds.  This  year  we 
had  240  applicants  that  couldn't  be  placed  on  the  program  due  to  lack  of  funding.  We 
estimated  a  shortage  of  $600,000  to  adequately  fund  this  program.  There  is  a 
fundamental  need  in  Indian  country  for  jobs  and  economic  development  activities.  On  a 
small  reservation  such  as  ours,  there  are  only  so  many  jobs  to  go  around.  Without 
economic  development  and  regulations  that  encourage  private  sector  companies  from 
relocating  to  the  reservation,  there  will  always  be  more  people  seeking  work  than  there 
are  jobs.  We  currently  maintain  waiting  lists  for  participants  who  want  to  work  or 
attend  school.  It  is  extremely  disheartening  to  deny  someone  an  opportunity  to 
education  and  job  training  when  they  are  initiating  a  desire  to  better  themselves. 

During  our  last  year's  Summer  Youth  Program,  we  served  108  students  which  included  high 
school,  college  students  and  students  who  had  dropped  out  of  school.  There  was  not 
adequate  funding  to  enroll  all  students  so  we  had  a  waiting  list  of  approximately  45 
applicants . 

As  you  can  see,  we  are  doing  all  we  can  to  maximize  our  resources  to  the  fullest  with  a 
small  staff.  We  utilize  every  effort  that  we  can  by  coordinating  resources  with 
everyone  in  our  community  to  make  sure  that  our  participants  get  the  services  they  need 
to  become  self  supporting.  A  heightened  optimism  exists  in  Indian  Country  today. 
Modem  Indian  tribes  have  made  extraordinary  advances  from  a  situation  that,  just  two 
generations  ago,  seemed  hopeless. 
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Congress  should  support  the  JTPA  Indian  program  (Title  IV,  Sec.  401  )  funding  being 
increased  and  the  recently  authorized  Native  American  Employment  and  Training  Council 
should  be  implemented  by  the  Department  of  Tabor.  Congress  should  also  encourage  each 
Federal  Department,  in  creating  a  partnership  between  tribes  and  the  federal  agencies, 
to  increase  the  employment  of  Indian  people  at  all  levels,  including  policymaking  and 
managerial  levels,  in  offices  with  resources  relevant  to  Indian  development. 
Specifically,  the  Department  of  Labor  should  implement  the  Indian  provisions  of  the 
1992  JTPA  amendments,  which  call  for  special  consideration  for  Indian  people  in  all 
professional  positions  within  a  strengthened  and  reorganized  DOL  Indian  Office.  That 
office  should  be  created  under  Indian  leadership  with  a  direct  relationship  to  the 
Assistant  Secretary  of  Labor  for  Employment  and  Training.  Each  federal  department  and 
agency  should  be  directed  to  develop,  in  consultation  with  Tribes,  a  set  of  initiatives 
to  help  stimulate  development  in  Indian  camiunities,  with  special  attention  to  youth 
and  job  opportunities.  They  should  also  develop  an  Indian  policy  statement  outlining 
the  ways  in  which  the  Department  or  agency's  programs  and  activities  will  contribute  to 
the  economic  and  human  development  of  Indian  communities. 

HEAD  STORT  UJfuJt  -  The  Qualla  Boundary  Head  Start  Center  is  located  on  the  Qualla 
Boundary.  The  Head  Start  Program  currently  operates  3  Head  Start  Centers  and  1  state- 
subsidized  day  care  facility  that  serves  the  children  of  working  parents.  The  Soco 
Center  currently  serves  55  children  with  a  staff  of  11  employees.  The  Birdtown  center 
serves  50  children  with  11  staff  members.  Our  Big  Cove  center  serves  55  children  with 
11  staff  members.  The  three  centers  also  provide  after-school  services  for  35 
children.  Each  center  individually  maintains  a  waiting  list  of  children  that  would 
like  to  attend  Head  Start.  Currently,  there  are  approximately  932  children  at  the  ages 
of  0-5  years  old  who  need  services.  It  would  require  $500,000  in  additional  funding  to 
place  these  children  in  centers. 

During  the  off-season  (winter  months),  unemployment  rates  on  the  Qualla  Boundary  can 
reach  as  high  as  45%,  dropping  dramatically  to  5%  during  the  summer  tourist  season. 
One  third  (33%)  of  the  Cherokees  10,000  residents  live  in  poverty  as  compared  with  21% 
in  neighboring  Western  North  Carolina  counties.  High  rates  of  alcoholism,  infant 
mortality,  accidents,  high  prevalence  of  diabetes,  obesity,  and  otitus  media  in 
preschoolers,  substantiate  that  Qualla  Boundary  residents  are  an  "at-risk"  population. 
In  addition,  school  absenteeism  rates  sometimes  run  near  40%  and  the  drop-out  rate  is 
close  to  10%. 

To  address  and  begin  to  reverse  these  problems  the  Qualla  Boundary  Head  Start  Program 
must  be  aware  of  all  these  facts  that  we  have  dealt  with  during  the  24  years  we  have 
been  in  operation.  Our  centers  currently  operate  as  a  grantee  program  initiated 
through  the  Eastern  Band  of  Cherokee  Indians.  Funds  in  the  amount  of  $640,000  support 
the  Basic  Grant,  Disability  Services,  Training  Supplement  and  operate  three  head  Start 
Centers.  Our  enrollment  consist  of  160  participants.  This  total  is  within  three 
individual  day  care  centers.  We  operate  one  other  center  known  as  the  Youngdeer  Center 
which  is  a  state-subsidized  day  care  facility,  and  serves  25  children  of  working 
parents,  and  provides  full-day  services.  We  have  also  applied  for  funding  from  the 
Health  and  Human  Services  which  would  increase  child  care  slots  at  the  Youngdeer  Head 
Start  Center. 

The  part-day  children's  program  is  6  hours  per  day,  5  days  per  week,  and  39  weeks  per 
year  at  no  charge  to  eligible  parents.  The  staff  are  fully  employed  8  hours  per  day,  5 
days  per  week,  and  42  weeks  per  year. 

-2- 
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In  the  past,  the  Tribe  has  funded  a  10-week  sunnier  program  serving  80  children  of 
working  parents,  who  must  pay  a  set  fee  each  week.  However,  future  funding  may  be 
withdrawn  and  Qualla  Boundary  Staff  and  parents  are  desperate  to  secure  full  year 
funding  to  provide  services  during  the  critical  summer  months  when  jobs  are  available. 

We  must  secure  an  educational  future  for  our  children.  Studies  indicate  that  children 
with  a  strong  Head  Start  background  are  further  advanced  and  do  better  when  they  reach 
elementary  school  age.  It  is  for  these  reasons,  that  we  are  asking  for  an  increase  in 
our  allocation  of  Head  Start  funds  so  we  may  serve  all  the  children  of  our  Tribe  who 
desperately  need  to  receive  social  interaction  skills  and  developmental  skills  to  put 
them  at  the  level  of  their  peers.  We  need  to  make  every  effort  to  insure  that  our 
children  have  what  they  need  to  become  hard  working,  self-sufficient  adults. 

OlfflK  AMERICANS  ACT  -  Congress  has  continually  expressed  its  concern  about  American 
Indians  by  passing  the  1987  Amendments  to  the  Older  Americans  Act  (OAA).  In  Section 
602  of  Title  VI,  Congress  affirmed  that  "older  Indians,  older  Alaskan  Natives  and  older 
Native  Hawaiians  are  a  vital  resource  entitled  to  all  benefits  and  services  available." 
Further,  they  stated,  "it  is  the  purpose  of  this  title  to  promote  the  delivery  of 
supportive  services  including  nutrition  services  that  are  comparable  to  services 
provided  under  Title  III."  The  provision  of  "comparable  services,"  however,  has  never 
been  possible  due  to  insufficient  funding  for  the  entitlement. 

From  generation  to  generation,  the  Cherokee  heritage,  culture  and  religious  beliefs 
have  been  handed  down  by  our  Senior  Citizens.  Without  them,  we  would  have  lost  the 
knowledge  of  the  Cherokee  language,  cooking,  ancient  lore,  art,  music,  and  religious 
customs.  Our  Tribe  operates  the  Tsali  Manor  which  receives  $88,000  in  funding  from  the 
Title  VI  portion  of  the  Older  Americans  Act.  Currently,  Indian  Tribes  receive  half  of 
the  authorized  amounts  set  aside  under  the  Act  (15  million  of  30  million).  We  serve 
1,295  Cherokee  elders  and  approximately  200  eligible  non- Indian  spouses.  There  are 
another  300  additional,  non-Indian,  elders  that  we  serve  who  live  in  Cherokee  at  least 
six  months  of  the  year  and  receive  our  services.  For  them,  we  receive  $20,000  per  year 
fron  the  State  of  North  Carolina.  The  Tribe  is  left  with  the  responsibility  of 
balancing  the  budget.  Adequate  funding  should  be  provided  for  service  for  eligible, 
non- Indian  elders. 

For  years  now,  various  programs  have  been  initiated  to  provide  high  quality  medical 
care  for  the  elderly.  It  seems  appropriate  that  adequate  funding  should  be  allocated 
to  enhance  medical  care  that  would  allow  the  elders  to  remain  functional,  healthy  and 
productive  members  of  their  families  and  communities. 

Housing  and  Urban  Development  (HUD)  statutes  preclude  many  Indian  elders  from 
participating  in  federal  housing  assistance  programs.  Section  202  of  the  National 
Housing  Act  (Public  Law  86-372;73  Stat.  667;  12  U.S.C.  1701q)  assists  private  nonprofit 
corporations,  limited  profit  sponsors,  consumer  cooperative  or  public  bodies  or 
agencies  to  provide  housing  and  related  facilities  for  the  elderly  or  handicapped 
families.  As  part  of  the  United  States  trust  responsibility  to  American  Indians,  a 
certain  amount  of  total  funds  appropriated  for  this  program  needs  to  be  set  aside 
exclusively  for  Indian  elders.  The  Bureau  of  Indian  Affairs  uses  the  criteria  of  "55 
years  or  older"  in  defining  Indian  elderly  for  program  purposes.  In  contrast,  HUD 
housing  statues  define  the  term  "elderly  families"  to  mean  families  which  consist  of 
two  or  more  persons  and  the  head  of  which  (or  spouse)  is  sixty-two  years  of  age  or 
over.  For  HUD  Indian  housing  programs,  it  would  be  less  confusing  if  age  eligibility 
were  the  same  for  two  federal  agencies.  Since  Indian  housing  program  are  specifically 
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for  Indians,  it  seems  most  logic  to  adopt  BIA  eligibility  criteria.  This  change  in 
eligibility  from  62  to  55  would  enable  more  Indian  elders  to  participate  in  HUD  housing 
programs . 

We  are  seeing  an  increasing  number  of  requests  for  hone  repair  on  our  elderly  homes  - 
repairs,  as  well  as  the  need  for  handicapped  ramps  and  rails.  The  only  funding  source 
available  is  a  $2,400  grant  frcm  the  NC  Division  of  Aging.  This  amount  is  woefully 
inadequate.  Existing  home  repair  programs  such  as  HIP  from  the  BIA  have  such  paperwork 
and  eligibility  barriers,  that  a  new  funding  source  should  be  established  that  would 
result  in  funds  directly  to  the  tribes.  This  severe  winter  weather  we  have  seen  the 
past  two  years  has  had  many  elderly  people  living  in  improperly  heated  dwellings  due  to 
poor  construction  of  self-made  homes,  leaky  roofs,  frozen  and  broken  water  pipes  and 
damaged  flooring. 

Indian  elders  should  have  access  to  various  federal  entitlement  programs  dealing  with 
Medicare,  Medicaid,  SSI  and  Veterans  Administration.  Programs  that  provide  benefits  to 
elderly  people  should  be  mandated  to  provide  more  outreach.  Our  staff  are  overwhelmed 
and  uneducated  about  eligibility  requirements,  benefits  allowed  and  application 
procedures  of  the  state,  federal  and  local  programs.  Benefit  programs  are  overwhelmed 
by  the  number  of  clients  that  can  and  do  find  them  (most  are  long  distance)  and  do  not 
provide  outreach.  These  programs  should  expedite  and  reduce  the  complexity  of  the 
application  process,  be  flexible  in  verifying  vital  statistics,  provide  an  outreach 
worker  to  assist  in  legal  services,  screen  workers  in  Indian  Country  and  strive  for 
accurate  date  for  basing  programatic  functions  and  funding  allocations. 

A  major  problem  we  face  is  providing  effective  transportation  for  our  elders.  Congress 
should  ensure  the  provision  of  sufficient  funds  to  acquire,  operate,  insure  and 
maintain  vehicles  to  serve  Indian  elder  needs,  including  provisions  for  hydraulic  lifts 
to  serve  handicapped  elders.  This  year's  weather  created  severe  snow  and  ice  storms 
and  disabled  elderly  were  without  power,  heat  and  food  for  many  days.  Our  Tribe  set  up 
emergency  shelters  and  service  through  the  Police  Department,  EMS  and  various  other 
Tribal  organizations.  Since  these  elders  can't  come  out  in  bad  weather,  we  desperately 
need  adequate  transportation  to  send  trained  staff  out  to  take  care  of  them  and  make 
sure  that  their  personal  and  medical  needs  are  fulfilled. 

Transportation  is  a  major  problem  for  the  elderly.  The  Federal  Department  of 
Transportation  must  allow  direct  funding  to  the  Tribes  for  vehicle  purchases  and  other 
transportation  costs.  Even  with  the  new  ICTea  law,  that  allows  non-profit 
organizations  to  apply  to  NC  states  transportation  programs,  many  funding  sources  such 
as  elderly  and  handicapped  transportation  funds  such  as  elderly  and  handicapped 
transportation  funds  (EHTAP)  are  not  being  allowed  to  come  to  our  tribes  programs.  The 
state  refuses  us,  based  on  the  fact  that  we  are  not  a  country  and  our  elderly  suffer. 

It  is  indeed  an  honor  to  welcome  our  elders  to  the  workforce  by  implementing  the  Title 
V  Senior  Community  Service  Employment  Programs  (SCSEP).  Congress  should  advocate  for 
increasing  the  funding  for  Title  V  of  the  Older  American  Act.  Our  Tribe  has  already 
placed  9  elders  this  year  and  we  are  out  of  funds.  We  should  support  eliminating  the 
age  discrimination  against  Indian  elders  by  reducing  the  age  eligibility  to  55  years  of 
age  in  order  to  be  consistent  with  Department  of  Labor  criteria  for  defining  elder 
program  participation. 

Foster  Grandparents  is  the  most  successful  intergenerational  program  we  have  ever  had 
on  our  reservation.  More  funding  is  needed  through  ACTION  and  the  age  limit  should  be 
lowered  to  55.  It  is  our  belief  that  the  elderly  generation  of  Tribal  members  are 

-4- 


1372 


considered  to  have  the  most  wi sdom,  understanding  and  knowledge  of  our  cultural 
heritage.  Without  them,  there  wouldn't  be  a  Cherokee  Tribe.  Our  Indian  elders  are 
very  respected  by  Tribal  members  within  the  Cherokee  Communities.  They  have  guided  our 
youth  of  today,  who  will  carry  forward  the  faith  and  envisioned  goals  of  our  elders. 
They  will  strive  for  the  betterment  of  our  Cherokee  people.  Our  youth,  are  as  proud  as 
we  are,  to  say,  "I  am  an  American  Indian,  I  am  an  enrolled  member  of  the  Eastern  Band 
of  Cherokee  Indians." 

So  again,  Mr.  Chairman,  we  are  expressing  some  heartfelt  burdens  the  Cherokee's  face 
due  to  budget  restraints  effecting  the  quality  of  education,  medical  services  and 
economic  development  of  the  Cherokee  Tribe.  Your  participation  in  recognizing  tribal 
sovereignty,  upholding  the  federal  trust  responsibility  and  building  a  tribal-federal 
relationship  based  on  mutual  cooperation  and  respect  will  enhance  the  advancement  of 
our  Tribe. 

In  closing,  Mr.  Chairman  and  Distinguished  Members,  I  would  like  to  extend  my 
appreciation  to  you  for  providing  the  opportunity  for  me  to  present  this  testimony. 
The  Eastern  Band  of  Cherokee  Indians  has  enjoyed  an  extended  and  productive 
relationship  with  Congress  and  this  Sub-Committee  and  we  are  extremely  grateful  for  the 
support  and  understanding  you  have  provided  to  the  Cherokee  Tribe. 
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PARNASSUS  HEIGHTS  MEDICAL  BUILDING,  Suite  900  •  350  Parnassus  Avenue,  San  Francisco,  CA  94117  •  (415)  566-5404 


Name:  J.  Alfred  Rider.  M.D.,  Ph.D. 

Address:       350  Parnassus  Avenue.  Suite  900 

San  Francisco.  CA  94117 
Affiliation:   Children's  Brain  Diseases  Foundation 

Summary  of  Recommendations:   Research  on  Batten  Disease 

It  is  a  pleasure  to  again  submit  written  testimony  before  your 
Committee  for  the  17th  year  starting  in  1978.   I  am  submitting  this  on 
behalf  of  our  Foundation,  the  Batten  Disease  Support  and  Research 
Association  and  the  thousands  of  children  and  their  families  who  are 
affected  with  Batten  disease. 
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Batten  disease  is  now  recognized  world  wide,  but  continued  research 
money  is  needed  to  successfully  advance  the  research  to  determine  the 
exact  cause  of  this  disease. 

There  have  been  several  encouraging  research  results  obtained  in  the 
last  several  years.   For  example,  the  defective  gene  in  the  juvenile 
form  has  been  placed  on  the  short  arm  of  chromosome  16  and  the  gene  of 
the  infantile  form  has  been  placed  on  chromosome  1.  The  exact  locus  is 
yet  to  be  determined  although  we  are  getting  closer  and  closer.   The 
defective  genes  for  the  late  infantile  and  adult  forms  have  not  yet 
been  located,  but  progress  is  being  made.   However,  this  is  a  very 
labor  intensive  and  very  expensive  task. 
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The  Children's  Brain  Diseases  Foundation  has  had  a  direct  role  in 
stimulating  interest  in  Batten  disease  world  wide  by  granting  seed 
money.   The  Foundation  has  sponsored  four  world  wide  symposiums,  which 
included  the  International  Symposium  on  Batten  disease  which  was  held 
in  Hamburg,  Germany  in  June  1992  and  the  latest  to  be  held  in  Newark, 
New  Jersey  in  May  1994.   There  are  now  over  sixty  investigators  world 
wide.   Their  work  must  continue  to  be  encouraged  and  supported.   A 
major  impetus  to  these  advances  occurred  as  the  direct  result  of  your 
Committee's  perseverance  and  interest  which  began  to  achieve  fruition 
in  1991. 

We  were  very  encouraged  and  happy  with  your  committee's  previous 
recommendations  and  the  major  impetus  provided  by  the  final  adoption  of 
the  1992,  1993,  and  1994  budgets.   For  example,  for  the  first  time,  in 
the  1992  budget  a  specific  dollar  amount  was  stated  quote:  "The 
Committee  has  provided  up  to  $2  million  within  the  funds  available  for 
Batten's  disease  research."  In  1994,  the  budget  stated:   "Batten's 
disease  is  the  most  common  neurological  genetic  disease  in  children. 
The  disease  entails  progressive,  irreversible  intellectual 
deterioration,  visual  loss,  seizures,  and  in  all  cases,  death.   The 
Committee  has  included  sufficient  funds  for  NINDS  to  expand  its 
research  in  this  area  over  the  previous  year's  level,  to  continue 
existing  grants,  and  to  provide  opportunities  for  new  research  grants." 

In  1993,  $2,689,962.  was  spent  for  continuation  grants  and  $226,854. 
for  1  new  grant  and  $75,951  was  spent  in  the  NIH  intramural  program. 
This  year,  the  original  6  grants  ($952,484  funded  in  1992)  are  coming 
up  for  renewal  and  must  be  re-funded.  These  along  with  the  continuation 
grants  makes  a  commitment  of  $2,992,767. 

The  following  have  received  grants  from  the  NINDS: 

1.  Doctor  Martin  Breuning,  Leiden  University,  The  Netherlands 
"Search  for  the  Batten  Disease  Gene  on  Chromosome  16" 

2.  Doctor  Michael  J.  Bennett,  The  University  of  Texas,  Dallas.  TX 
Batten  Disease,  Membrane  Lipos  and  Signal  Transduction 

3.  Doctor  RoseMary  Boustany,  Duke  University,  Durham,  NC 
"The  Role  of  Subunit-9  of  ATP  Synthase  in  Batten  disease" 
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4.  Doctor  Xandra  Breakefie Id .  E.  Kennedy  Shriver  Center,  Waltham,  MA 
"Molecular  Genetics  of  Inherited  Neurological  Diseases" 

5.  Doctor  Roderick  T.  Bronson,  The  Jackson  Laboratory,  Bar  Harbor,  ME 
"Mouse  Models  of  Neuronal  Ceroid  Lipofuscinosis" 

6.  Doctor  Peter  F.  Daniel,  E.  Shriver  Kennedy  Center,  Waltham,  MA 
"Biochemical  Studies  on  Animal  Models  of  Batten  Disease" 

7.  Doctor  Glyn  Dawson,  University  of  Chicago,  Chicago,  IL 
"Creation  of  Cell  Culture  System  in  the  Study  of  Batten  Disease" 

8.  Doctor  James  F.  Dice,  Jr.,  Tufts  University,  Boston,  MA 
"Lysosomal  ATP  Synthase  Subunit  9  in  Batten  Disease" 

9.  Doctor  William  A.  Dunn,  University  of  Florida,  Gainesville,  FL 
"Autophagy  in  Glia  and  Neurons  from  Batten  Dogs" 

10.  Doctor  Richard  M.  Gardiner,  Rayne  Institute,  University 
College,  London 

11.  Doctor  Dudley  Jolly,  Massey  University,  New  Zealand 
"Studies  on  Ceroid-Lipofuscinosis" 

12.  Doctor  Martin  Katz,  University  of  Missouri,  Columbia,  MO 
"Protein  Methylation  in  Hereditary  Ceroid  Lipofuscinosis" 

13.  Doctor  Terry  Le rne r , Massachuse t t s  General  Hosp it al , Char les town ,  MA 
"Molecular  Basis  of  Juvenile  NCL" 

14.  Doctor  Raju  K.  Pullarkat,  IBRDD,  Staten  Island,  NY 
Biochemical  Studies  on  Ceroid  Lipofuscinosis 

15.  Doctor  Calvin  Roff,  NIH,  Bethesda,  MD   (Intramural) 

16.  Doctor  A.  N.  Siakotos,  Indiana  University  School  of  Medicine, 
Indianapolis,  IN 

Batten  Disease:   Tipid  Peroxidation  and  Cell  Bank" 

17.  Doctor  Steven  U.  Walkley.  Albert  Einstein  College  of  Medicine. 
Bronx,  NY 

"Pathogenesis  of  Brain  Dysfunction  in  Batten  Disease" 

18.  Doctor  Douglas  C.  Wallace,  Emory  University,  Atlanta,  GA 
"Mitochondrial  Turnover  and  Battens  Syndrome" 

We  are  hopeful  that  funding  will  continue  at  the  same  level  but  with  a 
modest  increase  of  $272,233  for  1995.   This  would  provide  for  one  or 
two  additional  grants.    It  is  essential  to  keep  funding  a  modest 
number  of  new  grants  to  keep  the  research  program  viable. 

This  is  a  very  minimal  amount  to  keep  new  investigators  and  new  ideas 
coming  into  the  system.   We  are  cognizant  of  the  difficulty  in  getting 
funds  for  research.   However,  the  amount  requested  is  a  small  price  to 
pay  to  solve  a  disease  which  wrecks  havoc  on  the  victims  and  families 
and  is  draining  our  national  financial  resources  to  the  tune  of 
approximately  250  million  dollars  per  year  based  on  approximately  300 
children  born  with  Batten  disease  each  year  and  others  living  with  this 
disease  at  an  average  treatment  and  maintenance  cost  of  $50,000  per 
year  for  each  year  of  life.   This  life  time,  in  a  vegetative  state, 
can  last  10  to  43  years. 

Specific  recommendat  ions : 

We  would  like  to  suggest  that  the  following  wording,  based  on  similar 
recommendations  in  past  years,  be  used  in  this  year's  appropriation 
bill:    "The  Committee  continues  to  be  concerned  with  the  pace  of 
research  in  Batten's  disease.   The  Committee  believes  that  the 
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Institute  should  actively  solicit  and  encourage  quality  grant 
applications  for  Batten's  disease  research  and  that  it  continue  to  take 
the  steps  necessary  to  assure  that  a  vigorous  research  program  is 
sustained  and  expanded.   The  Committee  has  provided  for  and  mandated 
that  $3,265,000.  within  the  funds  available  as  recommended  by  the  NINDS 
be  spent  on  Batten  disease  research.   This  will  allow  for  $2,992,767 
for  continuation  and  renewal  grants  and  $272,233  for  new  grants." 
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STATEMENT  OP 
THE   AMERICAN   LEGION 
1608   K   Street,  NW 
Washington/   DC  20006 


from 


JAMES  B.  HUBBARD,  DIRECTOR 

NATIONAL  ECONOMIC  COMMISSION 

THE  AMERICAN  LEGION 


to  the 


SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES 

AND  EDUCATION 

APPROPRIATIONS  COMMITTEE 

UNITED  STATES  HOUSE  OF  REPRESENTATIVES 


on 


VETERANS  EMPLOYMENT  AND  TRAINING  SERVICES 


March  8,  1994 
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STATEMENT  OF 

JAMES  B.  HUBBARD,  DIRECTOR 

NATIONAL  ECONOMIC  COMMISSION 

THE  AMERICAN  LEGION 

SUBMITTED  TO  THE 

SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES, 

AND  EDUCATION 

COMMITTEE  ON  APPROPRIATIONS 

U.S.  HOUSE  OF  REPRESENTATIVES 


March  8,  1994 

The  American  Legion  appreciates  the  opportunity  to  submit  its  views  on  the 
appropriations  request  for  the  Veterans'  Employment  and  Training  Service  (VETS)  at  the 
Department  of  Labor.  In  the  past,  this  agency  has  functioned  within  the  framework  of  the 
State  Employment  Security  Agencies  (SESAs),  which  operate  using  grant  funds  from 
Wagner-Peyser  funds.  Since  we  expect  this  situation  to  continue,  we  respectfully  suggest 
that  without  adequate  funding  support  for  the  State  Employment  Security  Agencies,  the 
functions  performed  by  the  Veterans'  Employment  and  Training  Service  would  not  be  as 
effective. 

We  would  further  suggest  that  VETS  is  one  of  the  success  stories  in  government. 
Due  to  the  standardization  in  procedures,  techniques  used  by  personnel,  and  reporting 
procedures,  the  veterans'  staff  in  local  job  service  offices  have  been  highly  effective  in 
placing  recently  separated  veterans  into  meaningful  civilian  career  positions.  This 
standardization  is  a  direct  result  of  the  training  provided  to  local  job  service  personnel  by 
the  National  Veterans'  Training  Institute. 
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Section  4 103  A  of  Title  38,  USC,  sets  forth  the  mandatory  staffing  requirements 
for  the  Disabled  Veterans  Outreach  Program  (DVOP).  The  law  requires  that  one  DVOP 
specialist  be  funded  for  each  6,900  veterans  of  the  Vietnam  era,  service-connected 
disabled  veterans  and  veterans  who  entered  active  duty  after  May  7,  1975,  who  reside  in 
the  state.  These  DVOP  specialists,  working  through  the  State  Employment  Security 
Agency,  provide  outreach  services  to  maximize  employment  and  training  opportunities  for 
disabled  veterans  and  other  veterans.  The  budget  request  of  $85.99  million,  while 
showing  an  increase  for  inflation  of  $1.77  million  will  only  provide  funds  for  1,701  DVOP 
specialists.  The  mandatory  level  of  staffing  according  to  Title  38,  USC,  is  1,968. 
Accordingly,  The  American  Legion  recommends  a  minimum  funding  level  of  $99.5  million 
to  staff  these  positions  properly  in  accordance  with  the  law. 

The  Local  Veteran  Employment  Representative  program  is  authorized  by  Section 
4104  of  Title  38,  USC.  The  mandated  minimum  staffing  level  is  1,600.  Their  duties 
include  job  development,  job  placement,  and  support  services  directly  to  veterans  who  are 
seeking  employment.  They  are  also  charged  to  provide  functional  supervision  of  the  other 
services  provided  to  veterans  by  the  local  job  service  office.  Additionally,  they  promote 
and  monitor  the  listing  of  job  openings  by  federal  contractors,  refer  veterans  to  these 
openings,  and  monitor  the  referral  of  veterans  to  other  federally  funded  training  programs. 
The  budget  request  of  $79.8  million  for  FY  1995  will  allow  the  states  to  employ  1466  of 
these  people.  In  view  of  the  statutory  requirement  to  fund  at  least  1,600  of  these 
positions,  The  American  Legion  suggests  an  appropriation  of  $87. 1  million  is  more  in 
order. 

The  American  Legion  has  carefully  analyzed  the  duties  and  functions  performed  by 
the  staff  of  the  Office  of  the  Assistant  Secretary  for  Veterans'  Employment  and  Training 
(OA9VET)  and  finds  that  the  budget  request  for  administration  is  adequate.  We  caution, 
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however,  that  as  the  downsizing  of  the  military  accelerates,  the  workload  of  the  OASVET 
will  increase.  The  budget  request  for  1996  should  be  scrutinized  carefully  to  insure  that 
services  to  veterans  are  not  diminished  due  to  lack  of  staff  oversight. 

Established  in  1986  and  authorized  by  P.L.  100-323  in  1988,  the  National 
Veterans  Training  Institute  (NVTI)  has  been  a  tribute  to  the  good  which  government  can 
do.  Thanks  to  this  subcommittee,  funding  for  NVTI  has  been  continued,  which  allows  the 
organization  to  continue  its  mission.  Thanks  to  the  fine  instruction,  about  95%  of  the 
DVOPs  and  LVERs  have  been  through  a  professional  skills  development  course.  The 
result  is  a  heretofore  unknown  high  standard  of  service  to  veterans  in  every  job  service  in 
the  nation.  NVTI  also  teaches  courses  in  marketing,  public  relations,  veterans' 
reemployment  rights,  Transition  Assistance  Program  training,  and  training  for  the 
administration  of  the  Service  Members  Occupational  Conversion  and  Training  Act.  All  of 
this  means  that  the  same  tried  and  true  methods  of  service  delivery  to  veterans  are  used 
from  Maine  to  Hawaii  and  from  Florida  to  Alaska.  The  American  Legion  believes  that 
NVTI  should  be  funded  at  the  requested  level  of  $2,986  million. 

A  major  concern  of  The  American  Legion  is  with  the  "additional  duties"  imposed 
on  some  of  the  states  who  receive  grants  from  VETS  to  provide  service  to  veterans. 
Many  of  these  states  are  being  tasked  to  provide  transition  assistance  training  to  active 
duty  military  people  who  are  within  180  days  of  separation  from  active  duty.  Most  of 
these  Transition  Assistance  Program  (TAP)  sessions  are  conducted  by  DVOPs  or  LVERs 
from  a  local  job  service  office  near  the  base.  Keep  in  mind  that  LVERs  and  DVOPs  are 
funded  in  each  state  based  on  the  number  of  veterans  in  several  categories  in  the  state. 
That  formula  presumes  a  given  workload.  While  TAP  training  is  excellent  by  all 
measures,  the  requirement  for  states  to  provide  TAP  training  to  active  duty  personnel  is 
effectively  preventing  some  of  the  DVOPs  and  LVERs  from  serving  the  veterans  they  are 
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required  to  serve  under  Title  38,  USC.  By  properly  funding  the  agency  in  the  grants-to- 
states  portion  of  their  budget,  and  by  providing  enough  additional  money  for  staff  to 
perform  TAP  training,  the  problem  would  be  eliminated. 

The  American  Legion  appreciates  this  opportunity  to  make  our  views  known  on 
this  appropriation  item.  Attached  to  this  statement  are  resolutions  passed  by  either  the 
National  Executive  Committee  or  the  National  Convention  which  form  the  basis  for  our 
position. 
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DONALD  C.  COVENY 

309  Holly  Drive 

Suite  613 

Howell,  Michigan  48843 

(517)5464838 


April  21, 1994 


Honorable  Neal  Smith 

Chairman,  Sub  Committee  on  Labor,  HHS,  end  Education 

U.S.  House  of  Representatives 

2356  Rayburn  Building 

Washington,  D.  C.  20515 


Dear  Congressman  Smith: 

Congressman,  my  name  is  Donald  C.  Coveny,  and  I  would  Ilka  to  thank  you  for  allowing  me  to   ' 
speak  before  this  distinguished  committee  on  Education.  I  come  before  you  not  es  e  politician, 
educator,  moviestar,  or  representative  of  any  committee.  I  come  before  you  as  a  concwned 
American,  moreover  as  a  VERY  concerned  American,  who  sees  our  education  system  In  a 
Shambles.  Unlike  what  you  might  think  I'm  not  here  asking  form  more  money  to  be  spent  on 
education,  quite  the  contrary,  I  believe  we  spend  enough  on  the  educational  system,  we  |ust  fail  to 
spend  H  wisely.  The  United  States  spends  more  money  on  education  than  any  other  country  in 
the  Western  World,  yet  we  lag  behind  in  results,  it  seems  our  system  is  usually  at  the  bottom  of 
the  barrel  when  It  comes  to  educational  standards. 

The  problem  seems  to  be  threefold.  First,  I  believe  we  have  a  problem  with  how  we  handle  ' 
matters  between  Parents,  Children,  Teachers,  and  Administrators,  second,  there  seems  to  be  a 
breakdown  in  this  country  between  parents  and  their  own  children,  parents  seem  to  think  that 
schools  are  built  In  "Babysitters''  Instead  of  teaching  institutions.  Once  the  youngsters  ere 
dropped  off  at  school,  that's  it  for  the  day.  They  are  the  teachers  problem  now.  When 
youngsters  get  home  the  parents  even  fail  to  ask  them  what  they  learned  that  particular  day,  or 
even  show  an  interest  In  what  they  did.  I'm  not  saying  all  parents  are  this  way,  but  It  sure  looks 
like  it  is  the  norm.  With  both  parents  working  to  Just  survive,  its  causing  problems  within  our 
family  structure.  When  I  was  a  kid,  my  father  and  mother  took  an  active  role  In  my  schooling  and 
the  various  activities  I  was  in.  They  were  both  interested  In  my  education  and  they  seemed  to 
always  make  time  each  end  every  day  to  listen  to  what  I  had  learned.  The  biggest  thing  I 
remember  my  dad  saying  to  me  was,  "Donald  if  you  don't  do  anything  else  remember  to  reed  the 
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paper  each  and  every  day,  it  is  the  one  thing  that  will  help  you  to  read  better  and  keep  up  with 
what  is  going  on  in  the  world.'  To  this  day  I  faithfully  read  the  paper  and  encourage  each  and 
everyone  of  my  kids  to  do  the  same.  I  often  look  back  to  me  childhood,  awing  my  dad  (struggle 
to  feed  ue  kids  and  I  remember  how  hard  It  was,  you  see  my  dad  had  only  a  sixth  grade 
education,  yet  he  always  made  sure  we  knew  the  Importance  of  going  to  school  and  learning 
everything  we  could. 

When  I  grew  up  and  married  I  followed  suit,  the  same  way  my  dad  and  mom  had  done.  Every 
evening  at  the  supper  table  we  had  open  discussions  with  the  tour  kids  about  what  they  had 
learned  that  day  In  school,  as  a  matter  of  fact  I  would  deliberately  tell  them  something  wrong  that 
they  were  learning,  I  just  wamted  to  see  If  they  would  catch  it.  When  they  did,  i  told  them  to 
prove  me  wrong  and  they  would  go  back  to  school  and  get  the  proof  •  to  prove  dad  wrong.  The 
next  day  at  the  supper  table  they  couldn't  wait  to  say  dad,  you  were  wrong  end  here  is  why.  I 
know  this  sounds  like  I'm  tooting  my  own  horn,  but  I  firmly  believe  a  chllds  education  starts  and 
Is  nurtured  at  home,  then  is  Improved  and  developed  In  our  school  system. 

We  as  parents  must  make  education  interesting  for  our  kids.  Teachers  also  have  a  responsibility 
to  teach  our  youngsters  correctly  and  accurately.  It  disturbs  me  when  I  hear  that  students  are 
being  passed  just  to  pass  them  to  meat  some  kind  of  ratio  set  up  by  the  State  or  Administration, 
or  they  are  passed  because  of  their  great  ability  to  play  sports.  THIS  IS  WRONG!  it  not  only 
cheats  the  student,  it  also  cheats  all  of  us.  These  youngsters  are  our  future,  without  working 
abilities  or  knowledge  we  are  all  doomed.  Recently  I  was  talking  to  several  friends  of  mine  and  I 
commented  It  Is  awfully  funny  we  have  booster  dubs  that  support  our  sports  system  In  school 
which  seem  to  be  very  well  funded,  yet  where  are  the  booster  clubs  for  education?  Where  Is  our 
priority?  Don't  get  me  wrong!  I  believe  In  sporting  activities  In  our  schools,  every  youngster 
should  be  Involved  in  some  sort  of  physical  activity,  but  are  sports  more  Important  than 
education. 

What  you  need  to  do  as  the  leaders  of  our  country  Is  to  guarantee  every  child  In  this  country  an 
education,  no  matter  how  high  they  want  to  go.  We  must  put  a  slop  to  the  high  drop  out  rates  we 
are  seeing  In  this  country,  especially  In  the  inner  cities.  We  have  a  tremendous  drop  out  rate 
within  black  community  from  the  figures  I  am  seeing,  it  Is  In  the  range  of  60%  and  within  our 
Spanish  speaking  community,  even  more,  i  believe  the  figure  is  up  to  about  70%.  we  cannot 
survive  as  a  nation  with  these  results. 
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Thlfd,w»mutt9itpa«ntttacfcimoth6cefiOQlsystwn.  Somehow  we  must  mete  school 
Interesting  to  the  students  end  their  femtnee.  Like  meny  otnere  do,  i  cannot  put  the  btame  on  ttw 
teachere  tetany,  (or  a  cniws  foundation  starts  in  the  home.  We  as  parents  must  take  e  good  pert 
of  the  blame  for  the  faHure  of  our  education  system.  Paroms  must  set  involved.  Also  teachers 
must  teach  •  not  just  pass  a  student  to  meet  a  quota  or  get  rid  of  them. 

The  leaders  of  this  land  must  also  take  the  blame  for  the  failure  of  the  system.  When  these  kids 
see  our  leaders  getting  away  with  crimes  and  getting  paid  for  It,  kids  sey,  why  go  to  school  when 
we  can  make  money  eas!er  end  net  worry  about  going  to  jail.  Why  not?  Our  'leaders*  do. 
Congressmen,  you  must  change  this  Image  of  our  leaders.  Whet  these  kids  need  ere  rote  models 
to  pattern  themselves  after,  not  crooks.  Then  end  only  then  will  our  children  see  the  light  ana 
follow  It  Education  it  a  must  for  everyone,  and  should  be  a  guaranteed  right  for  eli  children. 

At  a  final  statement,  I  would  like  to  take  e  moment  to  eay  thank  you,  to  Me.  Christine  Ceeeldy,  my 
English  end  Speech  Instructor  el  Claary  College.  Without  her  constant  support  I  probably 
wouldn't  have  tried  so  hard  to  come  before  this  committee.  Ks.  CesskSy  has  been  my  Inspiration 
andmymentor.  Without  her  teaching  eMtty  I  more  tnan  tlksiy  wouldn't  have  made  K  through 
most  of  my  classes.  Ms.  Ceseldy  Is  not  only  a  teacher,  she  Is  a  friend  to  her  students,  someone 
they  can  confide  In  end  trust.  In  my  opinion  she  ie  by  tar  the  best  English  Instructor  •  without  her 
tfthnni  would  hove  ban  duS. 

SOLUTIONS  TO  EDUCATION 

It  it  my  opinion  that  we  at  a  country  have  felled  our  your^stereterr^,  we  nwstreeolve  the 
education  crisis  In  the  land.  First  I  believe  we  must  take  a  step  backward,  i  beueve  we  must  eo 
back  to  the  Ideas  of  reading,  writing,  end  arithmetic.  No  youngster  should  be  petted  simply  to 
run  through  the  system. 

We  must  cheflengs  our  youngsters  minds  end  develop  e  ectwoleystem  that  niakee  education 
Interesting.  The  youngsters  must  me  shown  that  if  they  complete  echooi  they  will  be  auerenteed 
e  college  education  if  tttywert  ft  crbaebto^  This 

guarantee  win  be  available  to  everyone  •  rich,  poor,  or  middle  dees. 

We  at  parents  must  also  get  Involved  with  the  education  system,  pertlclpetlon  of  each  end 
everyone  of  us  Is  vital.  If  our  youngsters  are  to  eurvtve  and  prosper  they  must  roeJlte  that  they 
will  need  the  highest  lorm  of  education  they  can  get  we  must  also  improve  on  our  preechool 
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system.  If  we  start  our  youngsters  a  year  or  two  earlier  then  kindergarten,  and  guarantee 
everyone  admission  to  such  a  system  we  will  give  our  Mds  a  jump  on  the  learning  experience. 
They  will  learn  how  to  shire  things  and  get  along  with  each  other,  the  Mde  won't  neceesarliy  iwn 
their  ABC'S  completely  or  their  numbers  but  they  will  learn  to  oommunlcete  with  each  other.  This 
way  when  they  start  kindergarten  they  will  have  an  understanding  of  the  basics  of  what  school 
end  education  ere  all  about. 

The  older  youngsters  In  school  must  learn  why  education  is  so  Important,  we  must  Instill  In  them 
a  pride,  a  pride  In  themselves,  a  pride  that  says  took  at  me,  look  at  what  I  have  accomplished  and 
look  at  where  I'm  going. 

We  must  as  I've  said  get  the  parents,  children,  teachers,  administrators,  corporate  leaders,  and 
government  leaders  to  work  together  as  a  team  for  these  Mds,  to  see  to  ft  that  each  of  them 
graduating  from  high  school  or  college  nee  a  Job  •  without  this  guarantee  they  Just  say  what's  the 
use.  So  Congressmen  lets  get  moving  toward  a  better  education  system.  Show  these  youngsters 
that  they  heve  s  meaning  In  life  and  If  they  follow  through  the  rewards  will  be  outstanding.  Thank 
You. 


Respectfully  yours, 


Donald  C.  Coveny 
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Microscopy  Society  of  America 

Affiliate  Society  of  American  Institute  of  Physics  •  Affiliate  Society  of  A.A.A.S. 
Dr.  Patricia  G.  Calarco,  Past  President 
Department  ot  Anatomy 
University  ot  California 
San  Francisco.  CA  94143-0452 
(415)  476-3525;  FAX  (41 5)  476-4845 


On  behalf  of  the  Microscopy  Society  of  America,  we  are  commenting  specifically  on 
the  Shared  Instrumentation  Grant  Program  (SIG)  at  the  National  Center  for  Research 
Resources  (NCRR)  at  the  NIH.  We  are  extremely  concerned  that  the  Shared  Instrumentation 
Grant  (SIG)  Program  declined  so  precipitously  in  funding  from  $32.5  million  in  FY  1991  to 
$8.7  million  in  FY  1992.  This  supposed  1  year  cut  has  been  retained  with  the  FY95  funding 
level  set  at  only  $9.5  million.  In  our  opinion,  the  need  for  scientific  instrumentation  should  be 
one  of  the  scientific  priorities  considered  in  a  comprehensive  health  research  plan.  We  feel  it 
is  important  for  the  Subcommittee  to  hear  the  views  of  the  scientists  who  perform  the 
research  supported  by  NIH  on  the  critical  need  for  instrumentation. 

Instrumentation  provides  the  researcher  with  powerful  tools  to  work  at  the  molecular 
level  of  human,  animal  and  plant  cells.  The  secrets  of  disease  and  life  processes  such  as 
aging  are  beginning  to  open  to  new  approaches.  Equipment  such  as  gene  sequencing  units 
enhances  the  ability  of  the  scientist  to  develop  gene  therapy  techniques.  Electron  and  atomic 
force  microscopes  enable  the  scientist  to  explore  the  function  and  structure  of  the  cell. 
Equipment  such  as  NMR  imagers,  coupled  hybrid  mass  spectrometers  and  scanning  laser 
confocal  microscopes  permit  the  research  scientist  to  unlock  the  secrets  contained  within  the 
cell. 

This  SIG  Program  is  the  only  source  of  funds  for  instrumentation  purchases  in  the 
$100,000  to  $400,000  category  for  biomedical  researchers,  a  category  of  equipment  that  is 
too  costly  to  fund  on  ROTs.  The  SIG  program  enables  researchers  to  purchase  new  state-of- 
the-art  equipment,  upgrade  existing  equipment  and,  very  importantly,  develop  the  next 
generation  of  instruments  with  which  to  study  cells  at  the  molecular  level.  The  SIG  is  also  a 
very  cost-effective  program  because  a  large  number  of  investigators  share  the  equipment. 
The  SIG  together  with  the  Biomedical  Research  Technology  Program  (also  administered  by 
NCRR),  provide  most  of  the  national  access  to  state-of-the-art  biomedical  instrumentation. 

Unfortunately,  instrumentation  is  increasing  in  cost  while  resources  for  funding  are 
decreasing.  The  cut  to  SIG  funding  in  1992  was  originally  presented  as  a  one-time  only  cut. 
Our  certain  knowledge  is  that  continuing  this  cut  into  the  fourth  year  (FY  '95)  will  have  severe 
effects  on  scientific  efforts  and  may  be  short-sighted  for  long-term  biomedical  progress.  In 
fact,  the  very  low  level  of  funding  in  the  SIG  program  was  one  of  the  most  serious  concerns 
raised  repeatedly  by  scientists  participating  in  the  recent  NCRR  Strategic  Planning 
Workshop. 


Business  Office:  Box  MSA  Woods  Hole,  MA  02S43    (800)  538-3672     FAX  (508)  548-9053 
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We  feel  strongly  that  a  high  priority  should  be  given  to  restoring  the  SIG  program  to  its 
former  level  of  $32.5  million.  The  SIG  budget  request  for  $9.5  million  is  simply  not  sufficient 
to  support  real  progress  in  health  research.  In  addition,  in  order  to  keep  pace  with  the 
biotechnology  field,  the  SIG  will  need  to  grow  at  a  rate  commensurate  with  scientific  need 
after  that.  The  SIG  program  should  be  seen  as  an  important  priority  in  its  own  right.  For 
example,  it  should  not  grow  at  the  expense  of  funding  for  major  national  instrumentation 
facilities  (the  BRT  Program)  nor  should  it  compete  with  investigator  initiated  (ROT)  funding. 
The  Subcommittee's  consideration  of  the  urgency  of  these  needs  is  appreciated.  Since  we 
represent,  in  general,  the  interests  of  a  loose  consortium  of  about  20,000  scientists  and 
several  scientific  Societies,  we  would  be  happy  to  provide  any  further  information  that  you 
would  find  helpful. 

Sincerely, 


Dr.   Patricia  Calarco,   Past-President 

Microscopy  Society  of  America 
University  of  California  at  San  Francisco 
Department  of  Anatomy,  Box  0452 
San  Francisco,  California  94143 


Dr.   Michael   Isaacson,   Past-President 

Microscopy  Society  of  America 
Cornell  University 

School  of  Applied  &  Engineering  Physics 
Ithaca,  New  York  14843 


Dr.   Robert  Cardell,   President 

Microscopy  Society  of  America 
University  of  Cincinnati  Medical  Center 
Chair,  Department  of  Anatomy  &  Cell  Biology 
Cincinnati,  OH  45267 
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Boston  Family  Professor  of  Human  Nutrition  and 

Director  of  the  Center  for  Nutritional  Sciences 

at  the 

University  of  Florida,  Gainesville, 

on  behalf  of  the 
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Mr.  Chairman  and  Members  of  the  Subcommittee: 

I  am  Dr.  Robert  J.  Cousins,  The  Boston  Family  Professor  of  Human  Nutrition  and  Director  of  the 
Center  for  Nutritional  Sciences  at  the  University  of  Florida,  testifying  on  behalf  of  the  American 
Institute  of  Nutrition. 

The  AIN  consists  of  more  than  3,000  nutrition  researchers  from  nearly  every  major  research, 
educational,  and  clinical  institution  in  the  United  States.  I  thank  the  committee  for  its  support  of 
nutrition  research  and  for  the  opportunity  to  speak  on  that  subject  today. 

Past  funding  of  both  the  National  Institutes  of  Health  (NIH)  and  United  States  Department  of 
Agriculture  (USDA)  nutrition  programs  by  Congress  has  enabled  nutrition  scientists  in  this  country 
to  provide  better  information  to  our  citizens  to  help  them  select  diets  that  contain  adequate  amounts 
of  those  nutrients  needed  for  growth  and  development.  With  each  new  scientific  discovery,  it  is 
becoming  more  clearly  evident  that  proper  nutrition  plays  a  much  larger  role  in  maintaining  quality 
human  health,  and  preventing  and  treating  chronic  disease  than  previously  thought.  As  Americans 
learn  more  about  these  new  findings,  they  continue  to  place  an  increased  value  on  the  nutritional 
quality  and  nutritional  characteristics  of  the  foods  they  eat.  Recent  outbreaks  of  food-borne  illness 
have  also  heightened  concerns  about  food  safety. 

Our  current  research  indicates  that  diet  is  a  factor  in  six  of  the  ten  leading  causes  of  death  in  the 
United  States — heart  disease,  cancer,  stroke,  diabetes,  liver  disease,  and  atherosclerosis.  As  health 
care  costs  rise  at  a  seemingly  uncontrollable  rate,  the  cost  effectiveness  of  prevention,  is  becoming 
increasingly  apparent.  The  National  Academy  of  Sciences  Food  and  Nutrition  Board  of  the  Institute 
of  Medicine  noted  in  its  recent  report  on  Opportunities  in  the  Nutrition  and  Food  Sciences  that  "With 
disease  prevention  becoming  more  important  in  this  time  of  health  care  reform,  continued  research 
and  advances  in  the  nutrition  and  food  sciences  provide  great  opportunities  to  improve  the  lives  of 
millions  of  Americans." 

New  advances  in  nutrition  science  are  dramatically  changing  the  direction  of  our  research. 
Revolutionary  studies  based  on  biotechnology  and  cellular  and  molecular  biology,  and  other  new 
techniques  developed  by  scientists,  make  it  possible  to  examine  the  roles  of  essential  nutrients  in 
people  of  all  ages.  Specific  nutrient  interactions  that  impact  on  disease  were  not  apparent  as  recently 
as  10  years  ago,  but  are  now  moving  to  the  level  of  clinical  trials.  With  expansion  of  these  efforts,  we 
believe  promising  results  can  be  obtained  from  further  research  in  the  following  areas: 

(1)  an  increased  understanding  of  the  relationship  between  nutrition  and  gene  regulation 
and  the  influence  of  these  responses  on  health  status; 

(2)  the  role  of  nutrition  in  the  prevention  of  cancer,  cardiovascular  disease,  diabetes, 
hypertension,  and  renal  diseases; 

(3)  causes  and  treatment  of  obesity  —  the  major  U.S.  nutrition  problem; 

(4)  the  role  of  nutrition  in  treatment  of  the  critically  ill  and  in  maintaining  the  health  of 
the  elderly; 

(5)  defining  optimal  levels  of  specific  nutrients  required  by  women  during  periods  of 
pregnancy  and  lactation,  and  by  rapidly  developing  infants  and  children;  and 

(6)  expanded  use  of  innovative  molecular  level  methods  derived  from  the  biotechnology 
industry  which  are  providing  new  approaches  to  the  nutritional  assessment  of 
different  populations  and  individual  patients. 
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With  this  background  in  mind,  AIN  requests  an  emphasis  on  the  following  funding  mechanisms 
within  NIH: 

•  a  strong  NIH  budget  based  on  individual  investigator-initiated  research 

•  establishment  of  a  major  BioNutrition  initiative  at  NIH 

•  establishment  of  a  separate  nutrition  division  or  center  within  NIH 

•  increased  funding  directed  toward  the  training  of  future  investigators 

•  continued  funding  of  Clinical  Nutrition  Research  Units  (CNRUs) 


Individual  Investigator-Initiated  Research 

This  approach  has  proven  to  be  the  mechanism  that  has  provided  the  major  advances  in  nutrition 
knowledge  and  should  remain  the  top  priority  for  nutrition  funding.  This  can  include  teams  of 
highly  trained  investigators  developing  joint  proposals  for  research. 


BioNutrition  Initiative  within  NIH 

A  "BioNutrition  Initiative"  was  launched  last  summer  by  NIH  and  was  strongly  supported  by  the 
nutrition  research  community.  BioNutrition  is  the  integrated  discipline  that  links  molecular  and 
genetic  research  methods  to  modern  nutrition  science.  The  methods  of  molecular  biology  and 
molecular  genetics,  along  with  biochemistry  and  the  physical  sciences,  will  be  used  to  identify 
individuals  with  specific  nutrient  needs  and  to  understand  the  exact  relationship  between  nutrients 
and  living  systems  in  precise  chemical  and  physical  terms.  BioNutrition  offers  tremendous  potential 
for  optimizing  individual  health  and  well-being,  preventing  diet-related  chronic  diseases,  and 
treating  a  broad  range  of  diseases  and  disorders. 

We  recommend  that  a  separate  appropriation  be  established  to  start  the  specific  aims  of  the 
BioNutrition  Initiative.  AIN  requests  specific  directed  funding  of  at  least  $10  million  annually  to 
support  this  initiative. 


Separate  NIH  Division  or  Center 

Nutrition  needs  a  focused  center  at  NIH,  a  division,  with  a  clear  mandate  to  bring  the  newest 
techniques  of  science  to  bear  on  critical  issues  of  health  and  disease  prevention  through  nutrition. 
It  should  also  serve  to  coordinate  nutrition  research  efforts  across  all  Institutes  as  nutrition  research 
is  as  important  to  children  as  to  the  aging,  and  to  the  various  disease  processes  recognized 
organizationally  across  the  Institutes. 

This  past  fall,  it  was  learned  that  a  major  reorganization  of  nutrition  within  the  NIH  was  approved 
that  resulted  in  the  transfer  of  the  Nutrition  Coordinating  Committee,  which  had  previously  been 
located  in  the  Director's  Office,  to  the  NIDDK.  This  action  also  designated  NIDDK  as  the  "lead" 
Institute  for  trans-NIH  efforts  to  establish  new  nutrition  research  and  training  efforts. 

AIN  is  pleased  with  this  institutional  support,  but  is  concerned  that  this  localization  of  nutrition 
activities  within  one  Institute  may  seriously  decrease  the  commitment  of  the  other  institutes  to  the 
critical  support  of  nutrition  research. 
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AIN  asks  that  this  Committee  again  review  NIH's  overall  commitment  to  nutrition  research  and 
coordination  among  its  Institutes.  The  nutrition  research  community  firmly  believes  that  stronger 
nutrition  research  coordination  at  NIH,  including  the  establishment  of  a  central  office  of  nutrition 
research,  is  essential.  An  effective  division  or  center  is  needed,  with  a  strong  advisory  committee, 
and  the  authority  to  fund  and  target  grants  toward  nutrition  research.  This  represents  an  effort  to 
implement  an  increased  role  of  nutrition  which  was  proposed  in  the  NIH  Strategic  Plan  and  which 
addresses  the  critical  public  need  for  the  BioNutrition  Initiative.  Nutrition  as  a  discipline  cuts  across 
several  biomedical  fields.  Thus,  coordinated  nutrition  at  NIH  must  be  one  of  the  highest  priorities. 


Training  of  Future  Investigators 

Students  with  strong  academic  training  in  areas  such  as  molecular  biology,  genetics,  or  immunology 
which  are  not  traditionally  thought  of  as  representing  "nutrition"  must  be  given  the  opportunity  at 
the  predoctoral  and  postdoctoral  levels  to  apply  this  training  to  nutrition  problems. 

AIN  supports  the  FASEB  Consensus  Conference  recommendation  to:  (1)  continue  NIH  training 
programs  at  the  appropriated  level  of  15,022  trainees;  (2)  increase  the  predoctoral  NIH  stipend  from 
$8,000  to  $12,000  for  the  first  year  of  appointment  and  increase  this  figure  by  five  percent  per  year 
in  subsequent  years  of  training-  (3)  increase  the  postdoctoral  stipend  from  $18,000  to  $25,000  for  the 
first  year,  with  five  percent  annual  increases  in  subsequent  years;  (4)  eliminate  the  payback  provision 
for  National  Research  Service  Awards;  (5)  increase  the  number  of  Medical  Scientist  Training  Program 
(MSTP)  trainees  by  50  for  each  of  the  next  five  years  to  reach  a  total  of  1,000;  and  (6)  provide  a  total 
NIH  research  training  investment  of  $440  million. 


Clinical  Nutrition  Research  Units  (CNRUs) 

CNRUs  provide  an  important  mechanism  to  strengthen  the  NIH's  commitment  to  nutrition  research. 
These  units  have  facilitated  the  study  of  a  wide  range  of  nutritional  topics.  Our  clinical  practitioners 
in  the  nutrition  field  have  made  use  of  the  resources  provided  and  their  continued  funding  is 
encouraged. 


Summary  of  Recommendations 

AIN  endorses  the  recommendations  of  the  Federation  of  American  Societies  for  Experimental 
Biology  (FASEB)  for  the  FY  1995  budget  of  $11,934  billion  to  support  24,932  total  research  grants. 
We  also  support  the  FASEB  recommendations  on  funding  for  NIH  training  as  outlined  above,  and 
the  FASEB  recommended  funding  level  of  $100  million  for  the  NIH  Director's  discretionary  fund. 

Other  specific  recommendations  include: 

continued  support  of  individual  investigator-initiated  research 
establishment  of  a  major  BioNutrition  initiative  at  NIH 
establishment  of  a  separate  nutrition  division  or  center  within  NIH 
increased  funding  for  the  training  of  future  investigators 
continued  funding  of  the  Clinical  Nutrition  Research  Units  (CNRUs) 
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Mr.  Chairman.  .  . 

Members  of  the  subcommittee.  .  . 

I  am  Dr.  Patricia  Moore  Harbour,  Chief  of  Staff  to  the  Superintendent  for 
Communication  and  Public  Affairs  of  the  Cleveland  Public  Schools,  in  Cleveland, 
Ohio. 

I  am  here  today  representing  our  Superintendent,  Dr.  Sammie  Campbell  Parrish,  a 
nationally  known  and  respected  educator  who  accepted  leadership  of  the  Cleveland 
Public  Schools  in  1992. 

My  testimony  today  will  address  that  part  of  the  Elementary  and  Secondary 
Education  Act  of  1965  known  as  Title  VI,  the  "School  Dropout  Demonstration 
Assistance  Act  of  1988."  Specifically,  I  have  come  here  to  urge  you  to  look  at  the 
problem  of  school  dropouts  from  a  new  and  holistic  perspective. 

I  ask  you  to  view  the  problem  in  its  broader  context — as  one  symptom  of  a  greater 
affliction  that  is  ravaging  not  just  our  schools,  but  our  country. 

In  public  education  a  myriad  of  programs  narrowly  focused  on  reducing  the  number 
of  students  who  drop  out  of  school  each  year  have  failed  for  the  simple  reason  that 
each  program  has  addressed  only  a  single  aspect  of  what  is  a  multifaceted  problem. 

According  to  the  Carnegie  report,  Turning  Points,  our  youth  are  caught  in  a  vortex 
of  new  risks  almost  unknown  to  their  parents  and  grandparents.  These  risks  are 
compounded  for  those  who  are  poor,  members  of  ethnic  or  racial  minorities,  and 
recent  immigrants. 

Drawing  on  the  research  of  such  well-known  educators  and  theorists  as  John 
Goodland,  Theodore  Sizer,  Ernest  Boyer  and  others,  we  were  led  to  conclude  that  to 
respond  to  the  dropout  phenomenon,  school  systems  must  initiate  long-term, 
comprehensive,  strategic  plans  designed  to  improve  the  entire  process  of  education. 
They  must  improve  what  has  been  called  their  "holding  power" — that  is,  their 
ability  to  retain  their  students  and  produce  well-educated,  responsible  graduates. 

Mr.  Chairman,  in  Cleveland  we  have  created  and  have  already  begun  to  implement 
a  long-range  initiative  that  addresses  the  problem  of  dropouts  both  directly  and 
indirectly.   It  is  a  comprehensive  education  action  plan  called  Vision  21. 

Vision  21  is  a  seven-year  plan  that  addresses  five  factors  we  have  found  to  be  critical 
not  only  in  keeping  young  people  from  dropping  out  of  school,  but  also  in  giving 
them  the  opportunities  for  success  that  will  keep  them  in  school.  We  believe  to 
achieve  that  goal  it  is  important  to  recognize  education  not  as  the  sole  responsibility 
of  the  schools,  but  as  the  shared  responsibility  of  the  community  as  a  whole. 

It  is  significant  that  the  Vision  21  seven-year  plan  is  research  based.  This  is  not  an 
experimental  or  pilot  program.  Opportunity  to  learn,  the  glue  that  binds  this  plan 
together,  is  based  on  the  work  of  Linda  Darling  Hammond. 

These  same  opportunities  to  learn  are  the  basis  of  the  key  factors  that  drive  the 
dropout  prevention  strategy  in  Vision  21.   Clearly  these  factors  must  be  in  place  and 
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maintained  in  a  district  that  is  serious  about  reducing  school  dropouts  and 
increasing  retention  and  graduation. 

Vision  21  targets  five  key  factors  to  reduce  school  dropouts: 

1.  Create  and  maintain  a  safe,  secure  climate  of  learning. 

Currently  we  are  developing  an  18-month  program.  There  are  nearly  50 
service  community  agencies,  teachers,  parents,  principals  and  non-profit 
organizations  aimed  at  improving  safety  in  both  the  schools  and  the 
neighborhoods  —  creating  safe  schools  and  caring  communities. 

2.  Provide  teachers  with  additional  training  and  other  professional 
development. 

Every  teacher  in  the  district  will  participate  in  an  intensive  three-week 
program  that  includes  sensitizing  educators  to  the  emotional  developmental 
and  cultural  needs  of  students. 

3.  Promote  self-esteem,  dignity  and  mutual  respect  for  self  and  others 
by  instituting  multicultural  and  Afrocentric  curricula. 

Current  studies  indicate  that  students  who  are  anchored  in  their  own  culture 
improve  in  school  performance. 

4.  Build  a  stable  environment  for  adolescents  by  creating  three-year 
middle  schools. 

5.  Initiate  expanded  and  enhanced  early  intervention  with  pre-school 
and  kindergarten  programs. 

This  five  point  strategy  to  prevent  and  reduce  school  dropouts  in  the  Cleveland 
Public  Schools  must  be  met  with  systemic  and  cultural  changes  that  tailor  the 
educational  programs  to  fit  the  needs  of  students,  rather  than  force-fitting  the 
students  to  a  single  dimension.  Therefore,  policies  and  regulations  are  being 
reviewed  and  revised  not  only  to  raise  the  standards  of  excellence  but  also  to  ensure 
that  they  are  student-  or  learner-centered. 

Policies  and  procedures  that  push  youngsters  out  of  schools  must  become  student- 
friendly.  Student-friendly  policies  are  those  that  support  students  in  meeting  their 
goals  and  the  district's  desired  educational  outcomes.  To  reduce  school  dropouts 
over  time,  those  policies  that  push  kids  out  must  be  eliminated. 

In  addition  to  targeting  these  five  basic  factors,  we  are  offering  a  parental  choice 
system  that  allows  parents  to  choose  quality  schools  from  among  magnet  or 
community  model  schools  for  their  children.  Parental  choice  finally  brings  parents 
into  the  decision-making  process  in  a  meaningful  way. 

Our  parental  choice  system  provides  parents  with  controlled  choice  alternatives. 
Each  of  the  schools  from  which  parents  will  make  a  selection  for  their  child  is  an 
approach  that  has  been  tried  and  tested  and  has  already  demonstrated  some  success 
in  other  urban  settings.  These  different  approaches  put  children  first.  They  are 
comprehensive,  addressing  the  educational  and  non-educational  needs  of  young 
people.    Included  in  the  community  model  school  choices  are: 
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Afrocentric/Multi  cultural 

Family  Center 

The  Learning  Project 

Multiple  Intelligences 

Non-Graded 

Parent-Teacher  Co-op 

Performance-Based  Education 

School  Development  Program  (Comer) 

The  neighborhood-based  community  model  schools  make  neighborhood  schools  a 
real  possibility.  This  is  not  true  in  the  world  of  private  schools. 

The  magnet  school  choices  and  programs  are  geared  toward  meeting  the  needs  of 
the  job  market  in  the  21st  century.  These  magnets  focus  on  services  and  technology. 
Just  a  few  examples  in  our  district  include  teaching,  business,  the  arts,  health  careers, 
and  science. 

To  reduce  and  prevent  dropouts  and  to  empower  students  to  stay  in  school,  we  in 
Cleveland  quite  simply  have  enlisted  representatives  of  all  segments  of  our 
community  to  participate  in  Vision  21  to  effect  quality  and  lasting  change. 

We  see  that  our  responsibility  is  to  close  the  gap,  not  bridge  the  gap,  between 
youngsters  of  means  and  those  youngsters  who  are  disadvantaged  by  economics  or 
perhaps  disenfranchised  by  an  unaccepting  society.  We  know  that  African- 
American  and  Hispanic  children  are  disproportionately  represented  among  those 
students  who  drop  out  or  are  pushed  out;  and  among  those  who  are  beginning 
school  not  on  the  same  playing  field  as  their  peers  and  who  must  play  "catch-up" 
from  the  starting  gate. 

We  believe  that  collaboration  and  partnership  are  required  in  order  to  accomplish 
this.  Where  the  community  joins  forces  with  the  schools  to  share  the  responsibility 
for  educating  children,  a  greater  ownership  and  sense  of  responsibility  and 
commitment  are  created  for  successful  schools. 

Existing  partnerships  in  other  districts  with  universities  and  businesses  under  the 
Higher  Education  Act  appear  to  demonstrate  that  a  comprehensive  partnership  and 
holistic  approach  contribute  to  increasing  the  retention  and  graduation  factors  for 
those  students  participating  in  the  programs. 

Vision  21  intends  to  go  beyond,  to  incorporate  the  human  services  in  appropriate 
schools  to  meet  the  non-educational  needs  of  students.  Children  and  families  often 
need  support  and  a  variety  of  services  that  can  help  facilitate  the  child's  learning  in 
school  —  another  "opportunity  to  learn."  Our  approach  is  holistic,  long-term,  and 
comprehensive.  Further,  Vision  21  is  student  centered,  driven  by  the  educational 
and  non-educational  needs  of  students. 

There  are  other  districts  that  have  initiated  non-educational  services  programs  in 
the  school  program  for  at-risk  students.  Birmingham  Public  Schools  in 
Birmingham,  Alabama  is  beginning  to  show  some  success  in  this  area. 
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Learning  exchange  programs  with  other  districts  create  a  new  possibility  for 
accelerating  the  process  for  determining  what  works.  This  is  a  step  beyond 
dissemination  of  successful  practices.  Instead,  "sister  school  districts"  can  learn 
together.  We  would  like  to  form  such  a  relationship  with  Birmingham  schools, 
whose  goals  and  vision  are  compatible  with  our  vision. 

Further  critical  to  successfully  reducing  dropouts  and  retaining  students  through 
graduation  is  our  plan  to  raise  the  standards  of  academic  excellence  and  align  the 
curriculum  with  state  proficiency  tests  to  ensure  that  what's  taught  is  also  what's 
tested.  We  expect  to  graduate  students  who  are  competent  and  confident,  with 
marketable  skills  to  enter  the  job  market  or  to  compete  successfully  for  seats  in 
college. 

We  intend  to  break  the  barrier  of  "gate  keepers"  by  increasing  the  math  and  science 
requirements  for  all  youngsters.  We  also  intend  to  increase  the  Carnegie  Units 
required  to  graduate  and  to  reduce  the  number  of  study  halls  available  to  students  in 
place  of  regular  classrooms. 

Through  Vision  21  implementation  we  guarantee  reading  for  all  children  by  the 
end  of  the  first  grade  and  offer  preschool  and  full-day  kindergarten  for  all  students 
—  thereby  providing  a  more  level  playing  field  for  youngsters  as  they  begin  their 
school  career.  And  at  another  critical  juncture,  we  are  already  reducing  the  student 
teacher  ratio  at  the  middle  school  to  19  to  1. 

Mr.  Chairman.  .  . 

Members  of  the  committee.  .  . 

My  colleagues  and  I  in  Cleveland  urge  you  to  consider  these  components  that  are 
missing  from  the  existing  legislation.  These  factors  add  operational  strategies  that 
will  truly  address  the  problem  of  school  dropouts.  Legislation  sufficient  to 
eliminate  school  dropouts  and  increase  retention  and  graduation  rates  must  include 
provisions  for  long-term,  comprehensive  local  school  projects  like  Vision  21  that 
address  the  causal  factors  behind  dropout  rates — those  factors  that  deny  children  the 
opportunity  to  learn. 

We  urge  you  to  expand  the  legislative  opportunities  to  include  federal  funding  and 
support  for  such  long-term,  comprehensive  demonstration  projects  as  Vision  21. 
The  information  gained  in  such  a  demonstration  could  make  the  major 
contribution  to  "schooling  in  America"  for  the  21st  Century. 

We  cannot  do  the  job  alone.  We  in  the  Cleveland  Public  Schools  and  public  school 
educators  nationwide  ask  you  and  your  colleagues  to  join  us,  to  give  the  support 
needed  to  help  us  send  productive,  capable  young  men  and  women  out  into  the 
new  world  of  the  21st  century.  All  people  and  this  great  nation  benefit  from  the 
results  produced  by  an  ever-increasing  number  of  literate,  contributing  citizens.  Our 
quality  of  life  and  America's  competitive  edge  are  at  stake. 

I  thank  you  for  your  interest ,  and  I  welcome  any  questions  you  may  have. 
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Oral  health  is  often  taken  for  granted.  Despite  former  Surgeon  General  C.  Everett  Koop's 
insistence  on  the  recognition  of  oral  health  as  a  basic  health  need,  there  exists  a  concept  of  the 
mouth  as  separate  from  the  rest  of  the  body  within  both  professional  training  and  the  insurance 
industry.  Despite  the  fact  that  oral  health  when  neglected  can  cause  excruciating  pain  and 
phenomenal  dental  bills,  many  Americans  do  not  even  know  the  importance  of  basic  daily 
preventive  care.  And  despite  the  fact  that  speech  and  eating  abilities,  employment  opportunities, 
and  quality  of  life  are  obstructed  without  a  healthy,  functioning  mouth,  over  20  million  patients 
requiring  unusual  oral  health  care  due  to  genetic  and  acquired  disorders  are  waiting  in  desperate 
need  of  research  and  quality  care  to  improve  their  situations. 

The  National  Alliance  for  Oral  Health  (NAOH)  is  a  coalition  of  patients  and  practitioners 
concerned  about  the  needs  of  special  oral  health  care  populations.  Patients  needing  extraordinary 
oral  health  care  just  to  maintain  ordinary  oral  health  status  range  from  children  bom  with  mental 
and  physical  disabilities  to  adults  who  develop  oral  cancers  to  senior  citizens  who  develop  the 
tremors  of  Parkinson's  disease  or  the  softened  bones  of  Paget's  disease.  Special  care  patients 
come  from  all  walks  of  life,  all  social  classes,  all  ethnic  origins,  both  genders,  all  sexual 
orientations,  and  all  levels  of  education.  Yet  for  all  their  differences,  they  "fall  through  the 
cracks"  in  the  same  places:  research,  insurance  coverage,  and  quality  care.  To  achieve  our  goals 
of  widespread  education  about  special  care  patients  and  accessible,  quality  care  for  them,  we  urge 
support  of  both  the  National  Institute  of  Dental  Research  and  General  Dentistry  residency 
programs  in  FY  1995. 


National  Institute  of  Dental  Research:  The  National  Institute  of  Dental  Research  (NIDR)  was 
founded  in  the  1940's  to  combat  the  rampant  dental  caries  then  present  in  potential  World  War 
II  military  recruits.  That  challenge  met,  the  NIDR  went  on  to  conduct  many  more  projects  which 
have  improved  the  lives  of  all  Americans  and  given  hope  to  special  oral  health  care  patients. 
Recently,  for  example,  the  National  Oral  Health  Information  Clearinghouse  (NOHIC)  became  a 
reality.  This  project,  after  several  years  in  the  planning  stages,  is  now  an  active  database. 
Patients,  researchers,  and  practitioners  can  access  the  NOHIC  from  anywhere  in  the  country,  to 
learn  the  latest  treatment  and  diagnosis  information.  This  service  is  invaluable  for  special  care 
patients,  whose  obscure  symptoms  may  be  puzzling  to  practitioners. 

In  April  1994,  the  NIDR  hosted  the  first  international  conference  on  temporomandibular  joint 
(TMJ)  disorders.  TMJ  disorders  are  possibly  the  largest  health  controversy  in  recent  years;  the 
lack  of  pertinent  research  is  so  extreme  that  there  is  no  consensus  among  patients  or  practitioners 
as  to  treatment.  The  jaw  joints  are  often  disowned  by  both  the  medical  and  dental  communities, 
and  patients  in  great  pain  are  often  given  irreversible,  expensive  treatment  options,  when  in  fact 
no  one  is  truly  qualified  to  treat  this  disorder.  With  this  conference,  the  NTDR  has  taken  a  bold 
step  toward  resolving  the  TMJ  crisis. 
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Research  projects  at  the  NIDR  have  improved  and  continue  to  enhance  the  quality  of  life  not  just 
for  special  patients,  but  for  all  Americans.  A  current  research  project  at  the  Institute  focuses  on 
dental  implants  in  patients  with  ectodermal  dysplasias  (ED).  Children  bom  with  ED  have,  among 
other  symptoms,  scant,  malformed  teeth.  Dentures,  when  worn  for  an  extended  period  of  time, 
can  cause  bone  resorption  and  are  inclined  to  slip,  especially  when  worn  by  active  children. 
Research  to  determine  the  long-term  safety  and  efficacy  of  dental  implants  will  not  only  gready 
enhance  the  lives  of  children  bom  without  teeth,  but  will  also  help  anyone  who  needs  implants 
for  any  reason. 

Research  subjects  are  far  from  exhausted.  Millions  of  individuals  suffer  from  diseases  of 
unknown  origin,  with  little  hope  of  recovery  or  satisfying  treatment.  Parents  of  children  bom 
with  cleft  lip  and  palate  or  ectodermal  dysplasias  wait  to  understand  the  genetic  implications  of 
their  child's  disorders.  Paget's  disease  of  bone  and  Sjogren's  syndrome  patients  wait  to  hear  of 
more  effective  treatments  and  cures  for  their  disorders.  TMJ  disorder  patients  wait  to  learn  the 
cause  of  their  pain  and  dysfunction.  For  all  these  people,  the  National  Institute  of  Dental 
Research  is  a  source  of  hope.  The  National  Alliance  for  Oral  Health  respectfully  urges  this 
subcommittee  to  support  the  NIDR  at  a  level  of  $202  million  in  FY  1995.  In  addition  we 
urge  the  Ad-Hoc  Committee  on  Medical  Research  Funding's  recommended  budget  of 
$11,950  billion  for  the  National  Institutes  of  Health  in  total. 


General  Dentistry  Residencies:  In  our  ongoing  quest  for  improved  care  for  special  care 
patients,  NAOH  recognizes  that  quality  care  begins  with  quality  training.  Dentists  who 
participate  in  General  Dentistry  residencies  -  programs  similar  to  the  internship  year  in  medicine 
—  are  better  prepared  to  meet  the  wide-ranging  needs  of  their  patients.  This  is  especially  vital 
for  special  care  patient  populations,  because  practitioners  who  have  completed  residency  training 
will  be  better  able  to  identify  and  address  the  complex  problems  of  special  care  patients,  with 
fewer  specialist  referrals.  For  example,  patients  with  Sjogren's  syndrome  (SS)  suffer,  usually 
later  in  life,  with  dry  mouth,  eyes,  and  nose,  and  feel  constant  fatigue.  This  disorder,  like  many 
others,  has  much  more  serious  effects  if  not  diagnosed  and  treated  early,  although  there  is  no 
known  cure.  Sjogren's  syndrome  can  ravage  both  the  dentition  and  the  eyesight,  causing  pain, 
diminished  quality  of  life,  and  a  nightmarish  cycle  of  practitioners  and  referrals. 

Increased  funding  of  general  dentistry  programs  would  allow  increased  training  in  diagnosis  and 
treatment  of  patients,  whether  they  seek  care  for  a  routine  cleaning  or  an  obscure  disorder.  A 
dentist  with  this  training  would  be  able  to  recognize  early  the  signs  of  SS,  and  the  patient  would 
receive  timely,  appropriate  care.  In  their  study  of  postgraduate  General  Dentistry  education,  the 
Bureau  of  Health  Professions  concluded  that  "Considering  the  relatively  modest  investment  of 
funds  by  the  federal  government,  the  impact  on  the  growth  and  scope  to  General  Dentistry 
programs  and  the  subsequent  effect  on  dental  care  has  been  substantial."  At  this  time,  only  a 
fraction  of  the  students  who  seek  admission  to  General  Dentistry  residencies  can  be  admitted. 
To  expand  existing  training  programs  and  create  new  ones,  we  urge  the  Subcommittee  to 
appropriate  $6  million  dollars  to  General  Dentistry  residency  programs  in  FY  1995. 
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In  Summary:  The  programs  conducted  by  the  NIH  and  NIDR  are  invaluable  to  the  American 
people  as  a  whole,  as  is  the  increased  postdoctoral  training  of  dentists.  We  urge  you  to  make 
the  health  of  our  nation  a  priority  in  your  funding  decisions.  Again,  we  respectfully  urge  you 
to  fund  the  National  Institute  of  Dental  Research  at  a  level  of  $202  million,  the  National 
Institutes  of  Health  in  total  at  a  level  of  $11,950  billion,  and  General  Dentistry  residency 
programs  at  a  level  of  $6  million. 
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Summary 

The  American  Academy  of  Family  Physicians  strongly  opposes  the  proposed  primary  care 
program  in  the  Clinton  FY  1995  budget  because  decreased  funding  for  family  practice  programs 
and  consolidation  of  all  primary  care  programs  are  irreconcilable  with  everyone's  goals  for 
health  system  reform.   The  Academy  supports  funding  Section  747  at  the  authorized  level  of 
$54  million,  maintaining  Section  747  as  a  separate  program,  maintaining  separate  funding 
authority  for  residency  programs  and  family  medicine  departments,  and  deleting  any  funding 
preferences. 

Background 

Attempts  to  provide  universal  access,  insurance  coverage,  control  costs  and  preserve  quality  in  a 
reformed  health  care  system  will  be  frustrated  by  a  structural  problem  in  our  system:   the 
shortage  of  generalist  physicians.   While  in  most  countries  at  least  50  percent  of  physicians  are 
generalists  (family  physicians,  general  internists  and  general  pediatricians),  the  U.S.  physician 
workforce  is  comprised  of  more  than  70  percent  subspecialists  and  only  30  percent  generalists. 
Family  physicians/general  practitioners  make  up  only  13  percent  of  the  total.   The  American 
Medical  Association,  Association  of  American  Medical  Colleges,  the  Physician  Payment  Review 
Commission  and  the  Council  on  Graduate  Medical  Education,  among  others,  advocate 
increasing  the  supply  of  generalist  physicians. 

Medicare  payment  policies  are  largely  responsible  for  the  overspecialization  of  physicians. 
Medicare  graduate  medical  education  (GME)  payments,  totaling  approximately  $5  billion  in 
1992,  promote  training  in  the  procedurally-oriented,  highly-reimbursed,  inpatient  specialties, 
rather  than  in  family  practice  and  other  generalist  specialties.   Medicare  GME  payments  go 
exclusively  to  hospitals  --  where  subspecialist  physicians  are  primarily  trained  --  rather  than  to 
ambulatory  care  sites  —  where  generalist  doctors  receive  much  of  their  training. 

Federal  Funding  for  Family  Practice 

Section  747  of  Title  VII  of  the  Public  Health  Service  Act  is  the  only  federal  program  that 
provides  funding  for  training  family  physicians  and  departments  of  family  medicine.  The 
amount  of  funding  for  this  program  pales  in  contrast  to  Medicare  GME;  in  FY  1994,  Section 
747  received  $47  million.   It  is  essential  to  offset  the  financial  disadvantages  that  family 
medicine  training  and  department  programs  face.   Until  Medicare  GME  funding  changes  occur, 
family  practice  residency  programs  and  medical  school  departments  will  remain  highly 
dependent  on  grants  from  Title  VII.   We  deeply  need  and  appreciate  the  FY  1994  increase  for 
Section  747  recommended  by  the  Committee  last  year. 

FY  1995  Budget  Request 

The  Clinton  Administration's  FY  1995  Health  Professions'  budget  proposes  to  consolidate 
Section  747  with  1 1  other  health  professions  sections  (general  internal  medicine/general 
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pediatrics,  allied  health  education  centers,  allied  health  special  projects,  geriatrics,  health 
administration,  health  education  and  training  centers,  nurse  practitioners  and  midwives, 
physician  assistant  training,  public  health/preventive  medicine,  rural  interdisciplinary  training 
and  Pacific  Basin  Medical  Officers'  Training).  These  twelve  programs  would  be  decreased  by 
S13.6  million.   Funding  preferences  would  also  be  instituted. 

The  Academy  opposes  this  proposed  change  primarily  because  1)  funding  for  family  medicine  is 
being  reduced  at  the  same  time  family  physicians  are  crucial  to  health  care  reform's  success, 
and  2)  specific  and  vital  funding  categories  for  residency  training  and  for  establishing 
departments  of  family  medicine  have  been  eliminated.   Most  disturbingly,  the  separate  identity 
of  the  family  physician  as  the  prototype  primary  care  provider  is  lost. 

Need  for  Family  Physicians  Under  Health  Care  Reform 

Family  physicians  are  a  critical  element  in  our  health  care  system.  They  are  overwhelmingly 
the  physician  of  choice  for  managed  care  delivery  systems.   In  fact,  family  practice  residency 
programs  developed  by  managed  care  organizations  have  increased  200  percent  in  the  last  three 
years. 

Studies  indicate  that  family  physicians  are  the  most  cost-effective  primary  care  physicians. 
Approximately  95  percent  of  physicians  who  complete  family  practice  residency  programs  work 
in  direct  patient  care,  serve  in  rural  and  urban  areas,  and  take  care  of  at  least  85-90  percent  of 
their  patient's  problems.   Family  physicians  are  the  only  medical  specialty  that  locates  in 
shortage  and  rural  areas  in  proportion  to  the  general  population,  which  helps  address  the 
national  problem  of  geographic  maldistribution. 

Need  for  Separate  Funding  for  Training  Programs: 

Residency  Programs 

Specific  funding  for  residency  programs  should  be  retained  because  they  produce  large  numbers 
of  family  physicians.   While  we  are  aware  that  the  proposed  new  program  supports  "predoctoral 
training  and  faculty  development  in  the  primary  care  fields,"  there  is  no  requirement  for  family 
medicine  residency  programs.   Over  twenty  years  ago,  when  Title  VII  was  established,  the 
largest  share  of  funding  was  committed  to  establish  residency  programs.   During  the  1970s,  380 
family  practice  residencies  were  established  as  a  result  of  this  significant  federal  support.  The 
nation's  current  400  family  practice  residency  programs  now  graduate  2,500  residents  per  year. 
(By  contrast,  primary  care  internal  medicine  graduates  350  residents  per  year.)  As  noted  above, 
more  than  95  percent  of  residency  graduates  enter  practice  as  family  physicians  and  remain  in 
primary  care.   (This  compares  to  50-75  percent  of  general  internal  medicine.) 

In  contrast  to  other  specialties,  80  percent  of  family  practice  residencies  are  located  in 
community  hospitals  rather  than  major  tertiary  care  teaching  hospitals.  These  residencies 
provide  more  ambulatory  training  than  any  other  residencies.  As  a  result,  family  practice 
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residencies  do  not  have  access  to  the  considerable  resources  that  flow  to  teaching  hospitals. 
Furthermore,  24  percent  of  family  practice  residencies  occur  in  public  hospitals.   These 
hospitals  receive  low  reimbursement  for  patient  care  services  as  well  as  low  numbers  of 
Medicare  patients.   As  a  result,  they  do  not  receive  large  amounts  of  Medicare  graduate 
medical  education  dollars.   Section  747  is  vital  to  the  survival  and  expansion  of  these  residency 
programs. 

Providing  Clerkships  in  Medical  School 

Funding  for  predoctoral  programs  under  Section  747  encourages  medical  schools  to  create 
required  third-year  clerkships  in  family  medicine.   Sixty-four  of  the  nation's  138  medical  school 
campuses  (126  medical  schools  plus  12  branch  campuses)  have  not  yet  developed  required 
third-year  clerkships  in  family  medicine.   Requiring  a  third-year  clerkship  of  more  than  four 
weeks  duration  results  in  15.6  percent  of  a  school's  graduates  choosing  careers  in  family 
medicine,  compared  to  6.9  percent  of  the  graduates  of  schools  without  required  third-year 
clerkships. 

Faculty  Development 

Faculty  development  funding  authority  should  be  expanded  to  meet  the  physician  workforce 
goals  of  health  care  reform.  In  1992-1993,  student  interest  in  family  medicine  increased  and 
this  trend  continued  in  1993,  when  the  number  of  students  selecting  family  practice  residency 
training  increased  by  10  percentage  points.   Separate  funding  for  faculty  development  is 
essential  to  the  increased  production  of  family  physicians.  The  discipline  has  been  successful  at 
placing  its  graduates  in  practice  settings,  rather  than  in  full-time  faculty  positions. 

Need  for  Separate  Funding  for  Family  Practice  Departments 

Specific  funding  authority  for  family  medicine  programs  is  crucial  for  establishing  departments 
of  family  medicine.   Eighteen  of  the  nation's  126  medical  schools  do  not  have  departments  of 
family  medicine.  The  presence  of  a  department  of  family  medicine  in  a  medical  school  is 
critical  to  producing  family  physicians.   While  10.8  percent  of  the  graduates  of  the  nation's 
medical  schools  entered  family  practice  residencies  in  1992,  12.6  percent  of  the  graduates  of 
schools  with  family  medicine  departments  did  so. 

Concern  About  Additional  Requirements  Under  the  Proposed  Primary  Care  Program 

The  current  Section  747  has  been  chronically  underfunded.   FY  94  appropriations  increased 
funding  for  the  program  for  the  first  time  in  many  years.   The  additional  requirements  placed 
under  the  proposed  primary  care  program,  such  as  physician  specialist  retraining,  will  greatly 
dilute  the  resources  available  for  training  family  physicians.   While  physician  retraining  may  be 
a  laudable  (but  untested)  strategy  to  increase  the  number  of  primary  care  physicians,  current 
funding  is  not  sufficient  to  carry  out  even  the  present  requirements  under  Section  747. 
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Recommendations 

•  Fund  Section  747  at  the  authorized  level  of  $54  million. 

•  Maintain  Section  747  as  a  separate  program. 

•  Maintain  separate  authority  for  training  programs  and  family  medicine  departments. 

•  Delete  any  references  to  funding  preferences. 
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Organizations  of  Academic  Family  Medicine 

society  of  Teachers  of  family  medicine 
association  of  departments  of  family  medicine 
association  of  family  practice  residency  directors 
north  american  primary  care  research  group 
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Mr.  Chairman,    I  am  John  Midtling,   MD,  Chairman    of  the  Department    of  Family    Medicine   at  the 
Medical  College  of  Wisconsin   and  Chair  of  the  Academic    Family    Medicine  Organizations 
Legislative    and  Federal    Policy   Subcommittee.    I  am  pleased   to  be  here  once  again   on  behalf   of  the 
listed   academic    family    medicine   organizations     to  speak   in  support  of  critical    funding   of  family 
medicine   training    programs   and  research. 

THE  NATION  NEEDS  MORE  FAMILY  PHYSICIANS 

This  year  we  come  to  you  in  a  new  era  of  health   care  funding.     Not  only  is  this  a  year  with  a  very 
tight  budget  target,   with  both  you,  the  Congress,  and  the  Administration    serious  about  reducing 
the  deficit,   but  this  is  also  the  year  of  health   system  reform.    No  matter   what  the  final  outcome 
of  health   system  reform   will  be  --what  the  legislation    will  look  like  --we  will  be  seeing  massive 
changes  in  the  way  health   care  is  delivered,   and  who  has  access  to  health   insurance.    While  we 
would  be  hesitant   to  prognosticate    now  over  what  the  new  system  will  look  like,  a  few 
assumptions    can  be  made.  First,  more  individuals    will  be  covered  by  health   insurance.   Two, 
managed   care  is  on  the  rise  and  will  continue   to  grow  as  cost-saving  methods  become  more  and 
more  a  part  of  health   care  delivery. 

Just  these  two  assumptions    alone  mandate    the  need  for  more  family   and  other  primary   care 
physicians.     In  fact,  both  the  Council  on  Graduate    Medical  Education    (COGME)  and  the 
Physician    Payment   Review  Commission   (PPRC),  advisory    bodies  to  Congress,  have  called   for  an 
increase    in  the  production    of  primary    care  physicians,    along   with  a  concomitant    decrease   in  the 
number  of  specialists    trained   in  this  country.    Moreover,  the  shortage   of  academic   generalists    may 
be  even  greater   than  the  shortage   of  generalists    in  the  health   care  delivery   system  given  the  major 
tasks  of  expanding    our  capacity    to  encourage    more  students   to  enter  generalist    careers  and  the 
need  to  expand  our  capacity    to  train   those  graduates    in  family   practice   residency    programs.  Why 
do  we  need  more  family    physicians?     Simply   put,  not  only  are  family    physicians    more  likely   than 
other  specialists    to  practice    in  rural   and  urban   underserved    areas,  but  the  care  they  provide   is 
more  cost-effective.    The  authors   of  the  recent  Medical  Outcomes  Study  (JAMA,  March  25,  1992) 
studied   treatment    patterns    across  specialties    and  found   that   large   differences    in  utilization    exist, 
with  family   physicians    being  far  more  cost-effective   due  to  their  prudent   use  of  hospital   services, 
tests  and  other  expensive   procedures.  This  pattern   holds  true  even  after  accounting    for  patient 
mix. 

There  have  been  a  number  of  papers  suggesting   that  one  important    reason  the  Canadian    health 
care  system  provides  universal    access  to  health   care  at  30  to  40  percent  lower  cost  than  in  the 
United  States  is  because  50  percent  of  all  physicians    in  Canada   are  family   physicians.   This 
observation    is  supported   by  similar   circumstances    and  much  lower  costs  in  Great  Britain   and 
Western  Europe.    In  the  past,  when  the  United  States  had  a  percentage    of  generalists    similar   those 
of  Great  Britain    and  Western  Europe  its  health   care  costs,  as  a  percentage    of  gross  national 
product,   were  also  similar   to  those  countries.     As  the  United  States  moved  away   from  generalism 
our  costs,  as  a  percentage   of  GNP,  diverged    from  those  experienced    by  Great  Britain   and  Western 
Europe. 

WHY  INCREASED  FAMILY  MEDICINE  FUNDING  UNDER  TITLE  VII  IS  CRITICAL 

As  we  look  to  filling   our  nation's   need  for  more  generalist    physicians,    we  should   keep  in  mind  the 
limited   resources   currently    available    to  help  support  the  production    of  such  physicians.     One  area 
of  great  uncertainty    at  this  time  is  whether   health   system  reform   will  include   major  changes  in 
graduate    medical  education    under  Medicare  to  increase   the  production    of  generalist    physicians. 
Section   747  of  Title  VII  of  the  Public  Health   Service  Act  funds  (which  support  departments    of 
family   medicine  in  our  nation's  medical  schools  and  family  practice  residency   training   programs), 
are  currently    the  only  federal   programs   in  existence   explicitly    designed  to  help  alleviate    a 
shortage   of  family   physicians   in  the  nation.    Without  those  potential   graduate   medical   education 
changes  we  must  rely  solely  on  the  current   (FY  1994)  funding  of  $47  million  for  family  medicine 
training  programs.  This  funding  is  clearly   insufficient    to  accomplish   the  task. 
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FY9S  BUDGET  IS  COUNTERPRODUCTIVE  TO  GOALS  OF  HEALTH  SYSTEM  REFORM 

The  President's   budget  for  FY  1995  does  several   things  we  feel  are  counterproductive    to  the  aims 
of  health  system  reform,  particularly    the  priority    need  to  increase   numbers  of  family   physicians, 
no  matter  what  the  vehicle  or  outcome.    First,  it  merges  twelve  health   professions    programs  under 
one  category,  given  the  rubric  of  primary   care  health   professions    initiatives.     Second,  it  reduces 
funding   for  these  programs  by  $13.6  million   in  toto.    Third,  in  its  justification    for  the  budget 
request,  the  Department   of  Health  and  Human  Services   identifies    the  use  of  funds  under  these 
programs   for  the  retraining    of  specialists   as  a  priority. 

We  have  serious  reservations    over  the  strategies    for  reorganization    and  redirection    of  funding  of 
programs   within   the  President's    FY  1995  budget.    The  funds  available    for  family   medicine 
training    have  never  been  generous;   we  have  had  to  fight   for  appropriations    every  year  with  the 
help  of  this  committee   were  able  to  turn  around   from  a  disastrous    year  in  FY  1993.   The  academic 
community   is  looking  toward  the  prospect  of  increased    funding   for  Section  747,  in  part,  to  help 
alleviate    some  of  the  financial    hardship    we,  and  residency   programs  in  particular,    have  suffered 
in  the  most  recent  cycle.    It  is  certainly    not  appropriate,    in  our  view,  for  these  funds  to  be 
diminished    further   and  spread  even  more  thinly   for  efforts   not  wholly   related   to  family   practice 
training. 

Diversion  of  family  medicine  funding  toward  retraining  further  diminishes  effectiveness  of  program. 

We  have  an  even  broader  concern  over  the  use  of  funds  under  Title  VII  for  retraining    initiatives. 
This  is  a  specific  example  of  where  directed  spending   will  pull  funding   away   from  the  overall 
mission  of  training   new  family   physicians.     In  large  part  our  concern  stems  from  a  belief  that 
funds  established    to  support  poorly  funded  generalist    departments   and  residency   programs  should 
not  be  used  to  retrain   individuals    whose  original   institutions    profited   greatly   from  their  presence. 
In  other  words,  these  programs  are  not  the  appropriate    venue  for  training   dollars  to  support 
specialist   retraining.     More  appropriate    avenues  for  funding   would  be  from  the  private  sector  or 
from  an  all- payor  graduate   medical  education   pool.  We  ask  the  Committee  to  include   in  its  FY95 
funding   legislation,    a  prohibition    against   the  use  of  Section  747  funds  for  retraining    initiatives. 
We  cannot  afford   to  dilute   funds  for  manpower  away  from  the  primary  goal  of  developing  the 
infrastructure     needed  in  medical  schools  and  residency   programs  for  producing   family 
physicians.    A  large  portion  of  graduate   medical  education    funds  goes  to  support  trainees' 
stipends.  These  taxpayer    funds  have  already   been  expended  once  in  preparing   physicians 
practicing    in  the  limited  specialties    to  earn  lucrative    salaries   in  the  practice  of  fee -for -service 
medicine  and  it  is  impossible   to  justify  the  use  of  taxpayer    funds  to  finance   this  portion  of 
retraining.   Should  a  decision  be  made  to  pursue  these  efforts   with  Title  VII  funds,  a  new 
authorization    designed  specifically    for  this  purpose  is  warranted.     Our  programs'  small  dollars 
should  not  be  diminished    further. 

Merging  Section  747  with  other  primary  care  programs  hinders  production  of  family  physicians. 

In  keeping  with  our  worry  over  the  small  amount  of  funds  available    to  our  programs,  we  are 
troubled   by  the  raising,  again,  of  the  issue  of  merging  all  primary   care  program   funds.    As  you 
are  aware,  authorizing    legislation    is  needed  to  accomplish    this  merger,  but  we  are  concerned   that 
a  separate   line  item  for  family   medicine  be  retained.     It  would  be  extremely   disheartening    to  see 
family   medicine  training   get  lost  in  the  new,  politically    correct  buzzword   of  "primary   care." 
Family   medicine,  and  family   medicine   training,    is  unique,  both  in  its  nature  and  in  the  political 
dynamics   of  its  growth.    It  is  a  much  more  efficient    use  of  federal   dollars   to  target  Title  VII 
funding   to  produce  more  family   physicians    rather   than  generic  primary   care  graduates.   By  doing 
so,  we  increase   the  production    of  physicians    who  achieve   the  aims  of  health  care  reform  better 
than  other  specialties   by  serving  in  rural  and  innercity    underserved    areas  in  greater  numbers  and 
by  providing   more  cost-effective   care  than  other  medical  specialties. 
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Title  VII  funding   has  been  a  potent  lever  for  the  nation   for  the  development   of  family   medicine 
as  a  discipline.     Merging  the  primary   care  programs   will  mean  losing  identity,   and  consequently 
losing  support   for  family    medicine.     More  than  half  the  states  have  line  items  in  their  budgets 
supporting   family  medicine   --not  primary   care  in  general.    The  door  opened  for  family   medicine 
into  academic   institutions    only  because  of  legislation    such  as  Title  VII.    Perhaps  the  biggest 
example  of  this  success  has  been  the  recent  department    grant  cycles  within   Section   747.  Several 
new  departments    of  family    medicine    have  been  established,    or  are  in  that  process,  due  to  this 
funding.    Since  we  know  there  is  a  direct  correlation    between  the  presence  of  a  department    of 
family   medicine   within   a  school  of  medicine   and  students   electing  careers  in  family   medicine   it 
is  critical    that   this  funding    continue    its  separate    identity.     Without   this  identity    and  support   from 
these  programs   family   medicine   departments    and  residency    programs   would  not  be  able  to 
produce  as  many  family   physicians    as  they  currently    do,  let  alone  bring  production    up  to  the 
levels  needed. 

We  strongly   urge  this  committee   to  go  on  record  in  continued   support  of  Section   747  family 
medicine    training    funds  as  a  separate    program    authorization.      The  federal    partnership    with 
family   medicine   has  been  critical    to  the  development    of  the  discipline,    which  is  still  in  its  early 
stages.    Now  is  not  the  time  for  the  federal   government   to  withdraw    this  much  needed  support. 

AGENCY  FOR  HEALTH  CARE  POLICY  AND  RESEARCH  (AHCPR) 

Also  of  concern  to  the  academic    family   medicine   community    is  funding    for  the  Agency  for 
Health   Care  Policy  and  Research   (AHCPR).    AHCPR's  mandate   specifies   clinical   practice 
research   to  include   primary   care  and  practice-oriented    research.     Research    funding   availability     is 
also  an  important    factor   in  increasing    the  number  of  physicians    going  into  primary   care 
medicine.    This  mandate   to  the  agency   has  given  hope  that  much  needed  primary   care  research 
would  receive   federal   attention    and  support  and  be  able  to  provide   the  nation   with  a  great  deal 
of  information    to  help  control  costs  of  health   care  and  improve,  or  reduce,  morbidity   and 
mortality.    More  needs  to  be  done,  however.    Unfortunately,    funding   from  AHCPR  for  primary 
care  research   has  been  very  small.    In  Fiscal  Year  1993,  the  most  recent  year  data  is  available, 
only   15  new  primary    care   ROl  grants   were  funded.   This  compares   with  5,645  NIH  ROl  grants. 
In  addition,    in  this  same  time  period   not  quite   $6.5  million    went  to  fund  these  grants   compared   to 
approximately    $1.3  billion  spent  in  FY  93  on  5,645  new  ROl  grants   for  biomedical    research   at 
NIH. 

RECOMMENDATIONS  FOR  FAMILY  MEDICINE  TRAINING  AND  RESEARCH 

The  Organizations    of  Academic   Family   Medicine  have  four  main  recommendations    for  the  FY95 
Labor/HHS   Appropriations    bill.  They  are  as  follows: 

•  We  ask  that  you  continue   your  support   for  family   medicine   training,    and  bring  the 
appropriations    level  for  section  747  up  to  the  authorized    level  of  $54  million,  a  $7  million 
increase   for  FY95. 

•  We  request  the  committee   not  allow  the  use  of  Section  747  funds  for  retraining. 

•  We  ask  the  committee   to  express,  in  its  report,  its  opposition    to  the  merging  of  primary 
care  programs   under  one  authority. 

•  In  order  to  support  critical   practice-oriented    primary   care  research    we  are  asking  that  an 
additional    $20  million   above  the  President's    request  be  appropriated    to  the  Agency  for 
Health   Care  Policy  and  Research   and  designated    for  primary   care  research. 
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The  American  Association  of  Colleges  of  Osteopathic  Medicine  (AACOM)  is  pleased  to 
present  its  views  on  fiscal  year  1 995  funding  for  health  professions  training  and  student 
assistance  programs.  AACOM  deeply  appreciates  the  efforts  of  this  Subcommittee  to 
maintain  a  commitment  to  health  professions  education,  particularly  for  primary  care 
education  and  training. 

As  you  know,  AACOM  member  schools  have  traditionally  been  committed  to  training 
primary  care  physicians  to  work  in  America's  rural  communities.  The  funding  you  have 
provided  has  made  it  possible  for  us  to  continue  our  more  than  century  old  tradition  of 
training  family  doctors.  At  the  College  of  Osteopathic  Medicine  and  Surgery  at  the 
University  Osteopathic  Medicine  and  Health  Sciences  in  Des  Moines,  Iowa,  for  example, 
the  vast  majority  of  graduates  enter  into  primary  care.  The  largest  clinical  department 
at  the  university  is  the  Family  Practice  and  clinical  rotations  place  a  major  emphasis  on 
both  primary  care  and  ambulatory  medicine. 

The  health  professions  training  programs  under  Title  VII  of  the  Public  Health  Service  Act 
have  been  valuable  in  our  efforts.  We  recommend  that  these  programs,  including  Family 
Medicine  Training,  General  Internal  Medicine,  Disadvantaged  Assistance,  Geriatric 
Training  and  Geriatric  Education  Centers  programs,  Area  Health  Education  Centers 
(AHECs),  Rural  Health  Training,  and  Health  Education  Training  Centers  (HETCs)  be 
funded  at  the  full  authorized  levels  in  the  coming  fiscal  year. 

Despite  the  rhetoric  about  the  need  for  primary  care  physicians,  the  Federal  commitment 
to  train  such  physicians  simply  is  too  small.  This  is  going  to  have  to  change  if  we  are 
to  succeed  in  training  the  kind  of  physician  manpower  that  is  needed  in  a  new  health 
care  system. 

The  President's  budget  proposes  consolidating  the  health  professions  programs  into 
different  block  grants.  We  welcome  innovation  that  would  lead  to  stronger  efforts  to  train 
more  primary  care  physicians;  however,  the  Administration  has  not  yet  introduced 
legislation  to  this  effect,  so  we  cannot  evaluate  the  President's  program  to  determine  its 
ultimate  impact  on  these  goals.  While  details  of  the  President's  proposal  have  not  been 
distributed,  we  note  with  alarm  the  $13.6  million  that  is  proposed  to  be  cut  from  Primary 
Care  Health  Professions  Initiatives.  Therefore,  we  urge  caution  in  the  Congressional 
review  of  this  program  and  recommend  that  the  Congress  make  no  precipitous  change 
in  either  authorization  or  funding  until  there  has  been  an  opportunity  for  full  public 
comment  and  deliberation. 

Attention  must  be  paid  to  providing  innovation  in  primary  care  education  at  the 
undergraduate  medical  education  level.  Much  of  the  Congressional  consideration  in 
shifting  production  of  physicians  from  medical  and  surgical  specialists  to  primary  care 
physicians  focuses  on  the  Medicare  funds  available  for  graduate  medical  education. 
While  it  is  important  to  reallocate  this  money  among  the  specialties  to  achieve  a  greater 
support  for  primary  care  programs,  we  will  miss  many  opportunities  for  influencing  the 
career  decisions  of  physicians  if  the  government  only  focuses  on  post  graduate  training. 
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Students  must  make  their  choice  of  residency  training  well  before  beginning  the  post- 
graduate years.  The  real  opportunity  for  influencing  the  career  decision  is  at  the 
undergraduate  level.   Little  attention  is  being  paid  to  that  problem. 

We  urge  the  Appropriations  Committee  to  take  a  hard  look  at  the  ways  in  which  dollars 
are  allocated  and  used  to  influence  physician  careers.  For  example,  substantial  funds 
will  be  made  available  for  residency  training  programs  in  family  medicine  and  general 
internal  medicine.  While  we  recognize  the  value  of  these  funds  to  the  maintenance  of 
good  primary  care  graduate  medical  education,  we  need  more  opportunities  to  influence 
our  students.  Therefore,  we  urge  allocations  of  health  professions  funds  to  education 
of  potential  primary  care  physicians  at  the  undergraduate  medical  education  level. 

One  innovative  approach  that  bridges  the  gap  between  undergraduate  and  graduate 
medical  education  would  be  to  provide  funding  for  a  demonstration  program  to  establish 
primary  care  track  programs  for  medical  schools  as  a  means  to  increase  their  production 
of  primary  care  practitioners.  Such  tracks  would  include  a  separate  application  and 
admissions  procedure  to  fill  a  fixed  number  of  entering  class  seats.  With  admission  to 
the  primary  care  track,  assurance  of  admission  to  an  affiliated  primary  care  residency 
program  would  be  offered,  provided  that  the  student  demonstrates  acceptable  progress 
during  his  or  her  medical  school  education.  This  type  of  program,  in  fact,  has  been 
initiated  at  our  Iowa  college,  which  developed  a  primary  care  curricula/  track  that  is  an 
accelerated  three  year  program  for  individuals  with  Ph.D.  degrees  in  basic  sciences  and 
doctoral  degrees  in  other  areas.  While  such  an  approach  may  not  work  well  at  every 
medical  school,  flexible  authorization  language  would  allow  interested  medical  schools 
to  address  simultaneously  curricula  at  the  undergraduate,  graduate,  and  practitioner 
levels. 

We  strongly  support  the  use  of  scholarship  programs  as  a  means  for  medical  students 
who  commit  to  practicing  primary  care  to  help  finance  the  high  costs  of  their  educations. 
We  request  an  appropriation  of  $34  million  for  the  Exceptional  Financial  Need, 
Scholarships  for  Disadvantaged  Students  and  Financial  Assistance  for  Disadvantaged 
Students  programs  in  FY  95  and  urge  your  continued  support  of  the  NHSC  Scholarship 
and  Loan  Repayment  programs.  Last  year,  osteopathic  medical  students  received  23% 
of  the  MD/DO  NHSC  awards  although  osteopathic  students  represent  only  1 0%  of  the 
country's  medical  students.  With  increased  funding,  we  know  that  we  will  be  able  to 
produce  even  more  primary  care  practitioners. 

An  important  Federal  function  in  medical  education  has  been  the  maintenance  of 
guaranteed  student  loan  programs  at  both  the  Department  of  Education  and  the 
Department  of  Health  and  Human  Services.  The  HEAL  program  is  particularly  important 
to  our  students.  We  urge  your  continued  commitment  to  the  HEAL  loan  program  and 
support  of  the  President's  request  for  $375  million  in  HEAL  credit  authority  for  FY  95. 
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We  also  recommend  increased  funding  for  the  Primary  Care  Loan  program  which 
provides  a  low  interest  loan  for  students  who  commit  to  primary  care  training  and 
practice. 

The  challenge  before  all  of  us  is  having  to  redirect  existing  resources  quickly  enough  to 
make  a  difference  in  our  lifetimes.  AACOM  would  be  very  pleased  to  work  with  the 
government  in  pursuit  of  the  goals  of  primary  care  education,  in  exchange  for  the 
necessary  financial  commitments  to  train  these  individuals. 

In  conclusion,  the  efforts  of  this  committee  in  support  of  health  professions  training  and 
student  assistance  programs  has  been  very  valuable.  More  must  be  done  if  we  are  to 
meet  the  growing  need  for  primary  care  physicians  in  this  country.  AACOM  believes  that 
the  colleges  of  osteopathic  medicine  can  and  will  have  a  positive  effect  on  this  problem 
if  you  are  willing  to  work  with  our  programs  and  provide  additional  resources  and  we  call 
upon  this  Subcommittee  and  Congress  to  move  aggressively  along  the  lines  we  have 
outlined. 

Summary  of  AACOM  FY  1995  Funding  Recommendations:  Family  Medicine  Training 
$54  million;  General  Internal  Medicine  $25  million;  Disadvantaged  Assistance  $32  million; 
Exceptional  Financial  Need  and  Scholarships  for  Disadvantaged  students  $34  million; 
Primary  Care  Loan  $15  million;  Loan  Repayments  and  Fellowships  for  Minority  Faculty 
$4  million;  Geriatric  Initiatives  $17  million;  Area  Health  Education  Centers  $25  million; 
Rural  Health  Training  $7  million;  Health  Education  Training  Centers  $5  million;  NHSC 
Scholarship  and  Loan  Repayment  programs  $155  million;  HEAL  Credit  Authority  $375 
million. 
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The  American  Association  of  Dental  Schools  (AADS)  is  pleased  to  have  the  opportunity  to 
present  the  FT  1995  funding  recommendations  for  health  professions  training  and  research  programs 
especially  important  to  dental  education.  AADS  represents  all  of  the  nation's  dental  schools  as  well  as 
many  advanced  education,  hospital  and  allied  dental  education  programs. 

As  this  Subcommittee  knows,  dentistry  has  been  highly  successful  in  preventing  oral  disease  and 
in  developing  effective  primary  care  treatments.  Every  dollar  invested  in  preventive  and  primary  care 
dentistry  saves  consumers  between  $8  and  $50.  While  we  are  extremely  proud  of  our  accomplishments, 
we  do  not  want  to  leave  the  Subcommittee  with  the  misconception  that  the  nation's  oral  health  problems 
have  disappeared.  Oral  diseases  are  among  the  most  prevalent  of  all  chronic  health  conditions.  Eighty- 
four  percent  of  all  children  have  experienced  dental  decay  by  age  17.  Periodontal  disease  is  pervasive, 
affecting  between  forty  and  seventy  percent  of  adults.  More  than  a  third  of  adults  over  age  65  have  lost 
all  their  teeth.  Oropharyngeal  cancer  is  more  common  than  leukemia,  Hodgkin's  disease,  melanoma  of 
the  skin,  and  cancers  of  the  brain,  cervix,  ovary,  liver,  pancreas,  bone,  thyroid  gland,  testis,  or  stomach. 

Our  funding  requests  for  FY  1995  reflect  the  expanding  role  of  dentistry  and  the  changing  nature 
of  the  profession.  Because  the  Subcommittee  is  under  severe  fiscal  constraints,  we  have  focused  on 
dental  education  and  research  programs  that  are  extremely  cost  effective  and  will  yield  a  significant 
return  for  the  federal  investment. 

General  Dentistry  Residencies:  At  a  time  when  many  decry  the  shortage  of  primary  care  health 
professionals  and  search  for  programs  that  will  attract  generalists,  we  are  pleased  to  present  a  cost- 
effective  primary  care  success  story.  General  Dentistry  programs  provide  graduates  with  primary  care 
training  similar  to  the  internship  year  in  medicine.  Dentists  who  have  had  the  benefit  of  this  advanced 
residency  training  are  better  prepared  to  care  for  the  full  range  of  dental  services  for  all  their  patients. 
This  includes  the  ability  to  provide  complex  dental  services  for  patients  who  suffer  oral  problems  as  a 
consequence  of  chemotherapy  or  radiation  treatment  for  cancer  or  who  have  special  problems  from  other 
systemic  diseases,  including  asthma,  diabetes  and  heart  disease.  General  Dentistry  graduates,  who  can 
serve  a  broad  range  of  patient  needs,  are  especially  important  in  rural  and  underserved  urban  areas, 
where  logistical  or  financial  barriers  can  make  specialized  care  unobtainable. 

The  General  Dentistry  program  improves  access  and  availability  of  primary  care  services. 
General  Dentistry  programs  treat  large  numbers  of  underserved  populations  such  as  the  poor, 
developmentally  disabled,  elderly,  and  HIV  infected  individuals.  All  of  the  current  grantees  include  off- 
site  rotations  to  underserved  communities  or  populations.  Eighty-six  percent  of  those  who  receive 
general  dentistry  training  remain  in  primary  care  practice.  Recent  evaluations  confirm  the  success  of 
General  Dentistry  programs  in  meeting  federal  primary  care  objectives.  The  Bureau  of  Health 
Professions  study  of  postgraduate  General  Dentistry  education  found  that  "considering  the  relatively 
modest  investment  of  funds  by  the  federal  government,  the  impact  on  the  growth  and  scope  of  General 
Dentistry  programs  and  the  subsequent  effect  on  dental  care  has  been  substantial."  And  all  of  this  is 
achieved  with  start-up  grants  which  provide  federal  support  for  no  more  than  3  years. 

Demand  continues  to  outpace  supply  for  this  primary  care  training  as  approximately  300 
additional  training  positions  would  be  needed  to  accommodate  the  current  demand  for  these  positions. 
Without  Federal  support,  it  would  be  extremely  difficult  to  create  new  programs,  because  of  the  lead 
time  needed  for  these  programs  to  become  self  sufficient  and  because  of  the  high  cost  of  dental 
equipment  and  insfumentation. 

We  are  concerned  that,  while  the  Administration  seeks  to  promote  primary  care  education,  the 
FY  1995  Budget  proposal  would  cut  funding  for  the  General  Dentistry  program.  Budget  documents 
reveal  no  reason  for  the  proposed  cutback  of  this  important  program.  Recently  funded  innovative  and 
non-traditional  programs,  allowing  the  utilization  of  telecommunications  "link-ups"  between  hospitals, 
dental  schools  and  off-site  settings,  would  be  shortchanged  under  the  proposed  General  Dentistry 
program  cut.  Failure  to  adequately  fund  the  General  Dentistry  program  would  mean  scaled  back  health 
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care  delivery  at  the  Lutheran  Medical  Center's  non-traditional  program  in  Brooklyn,  NY,  which  has 
clustered  its  community  based  sites  to  offer  general  dentistry  education  through  interactive  video 
teleconferencing  equipment  in  rural  and  urban  underserved  areas  throughout  the  state.  25  other  programs 
currently  receiving  support  under  the  General  Dentistry  program  would  be  abruptly  altered,  including 
model  programs  in  New  York,  Florida,  Ohio,  Maryland,  Kentucky  and  Connecticut,  to  name  a  few.  At 
a  time  when  strides  have  been  made  to  meet  the  current  and  future  demand  for  primary  care  training  and 
care,  the  proposed  budget  cuts  will  stifle  these  cost-effective  education  and  service  programs.  Because 
General  Dentistry  is  a  primary  care  success  story  and  because  more  students  seek  this  training  than  can 
be  accommodated,  we  urge  the  Subcommittee  to  appropriate  $6  million  for  this  cost  effective  and 
proven  program  in  FY  1995. 

HIV/AIDS  Dental  Reimbursement  program:  Federal  support  of  this  reimbursement  program  increases 
access  to  oral  health  services  for  HIV  positive  individuals  and,  at  the  same  time,  educates  dental  students 
and  residents  to  care  for  persons  with  HIV  disease.  Thus,  two  major  federal  objectives  -  service  to 
patients  of  limited  means  and  education  of  future  practitioners  —  is  accomplished  with  this  important, 
but  very  modest  federal  program. 

AIDS  patients,  as  a  group  suffer  a  high  incidence  of  oral  disease  and  oral  health  care  is  very 
important  to  H1V+  patients.  A  survey  of  857  clients  of  the  Robert  Wood  Johnson  Foundations'  AIDS 
Health  Services  Program  in  9  cities  found  that  more  respondents  (52%)  reported  a  need  for  dental  care 
than  any  other  service.  For  example,  oral  lesions,  common  in  HIV  infected  individuals,  can  cause 
significant  pain  and  oral  infection  leading  to  fevers,  difficulty  in  eating,  speaking  or  taking  medication, 
and  weight  loss.  Moreover,  the  development  of  some  oral  problems  may  signify  that  HIV  disease  is 
progressing.  Recognition  of  these  oral  problems  indicates  the  need  for  initiation  of  treatment  with 
antiretroviral  therapy,  drugs  to  prevent  pneumonia,  or,  indeed,  involvement  in  a  clinical  drug  or  vaccine 
trial. 

It  is  important  to  remember  that  private  insurance  and  Medicaid  coverage  for  dental  services  is 
very  limited  or  simply  unavailable  for  adults.  This  lack  of  sufficient  reimbursement  particularly  affects 
those  dental  clinics  providing  care  for  a  significant  number  of  HIV  infected  individuals.  The  AIDS 
Dental  Reimbursement  program  serves  as  a  kind  of  "matching  fund"  that  recognizes  the  significant 
expenditures  incurred  by  dental  programs  that  serve  a  disproportionate  share  of  AIDS  patients.  The 
program  has  also  enhanced  relationships  of  dental  education  institutions  with  state  and  local  AIDS  care 
consortia.  In  FY  1992,  serving  over  45,000  patients  nationwide,  78  institutions  received  a  share  of  the 
S5.2  million  appropriated.  Unreimbursed  costs  continue  to  rise  as  the  number  of  HIV  infected 
individuals  increases.  AADS  urges  an  appropriation  of  $9  million  in  FY  1995  to  allow  modest 
growth  in  this  important  program. 

National  Health  Service  Corps  Scholarship  and  Loan  Forgiveness  Programs:  We  strongly  support 
the  NHSC  Scholarship  and  Loan  Forgiveness  Programs  which  assists  students  with  the  rising  costs  of 
financing  their  health  professions  education  while  promoting  primary  care  access  to  underserved  areas. 
Last  year,  this  Subcommittee  recognized  the  need  to  increase  dental  participation  in  the  NHSC 
and  included  language  in  the  FY  1994  Appropriations  Conference  Report.  We  are  most  appreciative 
of  the  committee's  directive  to  the  NHSC  that  an  oral  health  care  initiative  be  undertaken.  It  appears, 
however,  that  dentistry  has  been  eliminated  from  the  NHSC  scholarship  program,  as  it  is  not  even  listed 
as  an  eligible  health  profession  on  the  1994-95  brochure  and  application.  Estimates  of  the  number  of 
dental  scholarships  awarded  in  FY  1994  range  between  0  and  11.  And,  thus  far,  only  22  loan 
forgiveness  sites  have  been  approved  for  dentists  with  FY  1994  iunds  as  compared  to  55  last  year.  This 
means  that  oral  health  services  are  still  needed  throughout  the  U.S.  to  assure  rural  and  urban  underserved 
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people  relief  of  pain  and  removal  of  oral  infections.  Without  these  services,  dental  and  oral  diseases 
will  result  in  diminished  employment  prospects  for  those  without  jobs,  decreased  ability  of  school 
children  to  concentrate,  lower  worker  productivity  and  increased  medical  problems.  Unless  more  dentists 
are  made  available  in  shortage  areas,  we  will  continue  to  see  costs  climb  as  hospital  emergency  rooms 
are  used  to  provide  extensive  care  for  what  began  as  a  dental  problem  and  has  evolved  into  a  systemic 
condition.  We  ask  the  subcommittee  to  reaffirm  the  need  for  a  substantive  NHSC  oral  health  care 
initiative  in  FY  1995. 

Other  Health  Professions  Education  and  Training  Programs:  We  want  to  express  our  support  for 
the  various  programs  involving  recruitment  and  retention  of  disadvantaged  students  and  promotion  of 
minority  faculty.  We  urge  support  for  the  Faculty  Loan  Repayment  &  Faculty  Fellowship  program  so 
that  minority  faculty  can  be  recruited  to  serve  as  role  models  in  health  professions  schools  at  this  critical 
time. 

We  are  also  concerned  about  the  proposed  consolidation  in  the  President's  budget  of  other 
important  health  professions  programs.  The  future  of  the  Rural  Health  Training  and  the  Health 
Education  and  Training  Centers  programs  in  addition  to  the  Geriatric  Initiatives,  Area  Health  Education 
Centers,  and  Allied  Health  Special  Projects,  is  unclear  under  the  President's  budget  proposal.  Because 
these  programs  promote  access  to  health  care,  which  is  critical  as  we  approach  health  care  reform,  we 
urge  the  Subcommittee  to  fund  these  programs  at  their  FY  1995  authorized  levels. 

Research:  Support  of  the  National  Institute  of  Dental  Research  (N1DR)  has  yielded  results  applicable 
not  only  to  oral  health  but  to  health  in  general.  NIDR's  objective  is  to  promote  the  advancement  of 
research  in  all  sciences  pertaining  to  the  mouth  and  facial  structures,  to  seek  ways  of  treating  and 
preventing  oral  diseases,  and  to  facilitate  the  transfer  of  knowledge  into  practical  help  for  the  public. 
Research  funded  by  NIDR  has  opened  new  pathways  to  better  diagnosis,  prevention,  and  treatment  of 
oral  disease.  Increased  funding  is  essential  to  the  continuation  of  important  research  into  the  general 
health  and  primary  care  of  America's  children,  adults,  and  senior  citizens.  AADS  endorses  the 
testimony  of  the  American  Association  for  Dental  Research  regarding  priorities  and  funding  of 
$202  million  for  the  NIDR  in  FY  1995. 

In  summary,  our  major  concerns  for  FY  1995  funding  recommendations  are:  an  appropriation 
of  $6  million  for  the  General  Dentistry  program  and  $9  million  for  the  AIDS  Dental  School 
Reimbursement  program.  We  also  request  funding  for  the  Scholarship  for  Disadvantaged  Students 
program  and  the  Exceptional  Financial  Need  Scholarships  at  $37  million,  the  Loan  for  Disadvantaged 
Students  program  at  $15  million,  the  Faculty  Loan  Repayment  &  Faculty  Fellowship  programs  at  $4 
million,  the  Centers  of  Excellence  program  at  $32  million,  and  the  Disadvantaged  Assistance  program 
at  $32  million.  We  request  $17  million  for  the  Geriatric  Training  and  GEC  programs,  $25  million  for 
AHECs,  $5  million  for  Allied  Health  Special  Projects,  $7  million  for  Rural  Health  Training,  and  $5 
million  for  HETCs.  We  urge  that  the  Subcommittee  provide  $375  million  in  credit  authority  for  the 
critically  important  Health  Education  Assistance  Loan  (HEAL)  program.  Finally,  we  support  funding 
of  $202  million  for  the  NIDR  in  FY  1995. 
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Charles  M.  Granoski.  Jr. 

President 

Tacoma.  Washington 

Loretta  W.  Kowal 

Vice  President 

Boston.  Massachusetts 

Timothy  M.  O'Brien 
Treasurer 


Harold  F.  Dates 
Cincinnati.  Ohio 


The  American  Humane  Association,  The  Humane  Society 
of  the  U.S.,  the  Massachusetts  Society  for  the  Prevention 
of  Cruelty  to  Animals,  the  Society  for  Animal  Protective 
Legislation,  the  American  Society  for  the  Prevention  of 
Cruelty  to  Animals,  The  Doris  Day  Animal  League  and  the 
Council  for  Compassionate  Governance  request 
appropriations  in  the  amount  of  $12.3  million  for  FY'95 
for  the  Biological  Models  and  Materials  Research  Program, 
National  Center  for  Research  Resources  at  the  National 
Institutes  of  Health. 


Olivia  C.  Garza 
Houston.  Texas' 


Barrlngton.  Illinois 

John  F.  (ones 
Denver.  Colorado 


Washington.  D.C. 


Judy  D.  Lang 
Perrysburg.  Ohio 


Fred  J.  Lee 
San  Diego,  California 


Ruth  W.  Massinga 
Seattle.  Washington 


Mary  gold  S.  Melli 


Edward  T.  Weaver 
Kansas  City.  Missouri 


The  Biological  Models  and  Materials  Research  (BMMR) 
Program  was  established  by  NIH  to  fulfill,  in  part,  the 
mandate  of  Congress  as  expressed  in  the  Health  Research 
Extension  Act  oc  1985  (P.L.  99-185)  and  the  NIH 
Revitalization  Act  of  1994  (PL-103-43) .  This  program  was 
established  to  provide  for  the  development  and  support  of 
non-mammalian  models,  such  as  cell  systems,  lower 
organisms,  and  non-biological  systems  for  biomedical 
research.  Non-mammalian  model  systems  can,  and  do, 
provide  opportunities  to  advance  the  understanding  of 
biological  processes,  and  may  provide  valuable  insights 
into  mechanisms  of  biological  function. 

The  President's  budget  reguest  for  FY'95  is  for  $10.3 
million  dollars. 

With  this  small  amount,  the  BMMRP  supports  various 
centers  through  grants  and  contracts  to  provide 
biomaterials  and  services  related  to  the  development  of 
nonanimal  alternatives  for  the  biomedical  research 
community.  For  example,  the  BMMRP  supports  the  American 
Type  Culture  Collection  which  distributes  150,000  cultures 
of  microorganisms  and  cell  lines  to  researchers  each  year. 
It  also  supports  the  Caenorhabditis  Genetics  Center  which 
maintains  and  distributes  over  1800  mutant  strains  of  the 
nematode,  Caenorhabditis  eleqans.  This  small,  simple 
roundworm  is  used  for  research  in  genetics,  development, 
aging,  muscle  biology,  neurobiology,  and  the  complex 
genome  project. 


Meredith  B.  Webster 
Montreal.  Quebec 


Jeffrey  I.  Werber.  D.V.M. 


In  addition,  the  current  budget  reguest  will  only  be 
able  to  fund  the  current  29  Research  Project  Grants.  No 
new  programs  will  be  added. 
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Charles  M.  Granoski,  Jr. 

President 

Tacoma.  Washington 

Loretta  W.  Kowal 

•     Vice"  President 

Boston.  Massachusetts 

Timothy  M.  O'Brien 
Treasurer 


Harold  F.  Dates 
Cincinnati.  Ohio 


Olivia  C.  Garza 
Houston.  Texas 


Richard  H.  Glantz 
Barrington.  Illinois 


The  small  grants  program  which  awarded  grants  for  1- 
year  at  $50,000  each  for  pilot  projects  aimed  at 
developing  non-mammalian  models  was  dropped  after  funding 
29  grants  in  FY'92  and  '93  for  lack  of  funds  in  order  to 
review  effectively  these  projects. 

We  are  reguesting  an  additional  $2  million  over  the 
current  budget  request  in  order  for  BMMRP  to  fund 
approximately  6  Marine  Facility  Centers  in  order  to 
develop  and  maintain  useful  aquatic  species  as  models  for 
biomedical  research.  The  additional  funds  must  be  new 
money  as  there  are  no  programs  which  can  currently  be  cut 
from  the  BMMR  Program.  As  you  can  see  there  are  no  small 
programs  they  can  delete.  Ultimately  this  small 
investment  will  result  in  savings  over  the  long  term. 
Reduced  animal  use  should  lower  the  costs  for  research. 


John  F.  Jones 
Denver.  Colorado 


Mireille  B.  Kanda.  M.D. 
Washington.  D.C. 


|udy  D.  Lang 
Perrysburg.  Ohio 


Fred  J.  Lee 
San  Diego.  California 


Ruth  W.  Massinga 
Seattle.  Washington 


Marygold  S.  Melli 
Madison.  Wisconsin 


Kathleen  S.  Shaw 
Redondo  Beach.  Califomi, 


Edward  T.  Weaver 
Kansas  Cry.  Missouri 


Meredith  B.  Webster 
Montreal.  Quebec 


Jeffrey  I.  Werber.  D.V.M. 
Los  Angeles.  California 


Those  of  us  in  the  animal  protection  community 
strongly  support  the  development,  validation  and  use  of 
alternatives  to  animals  in  testing.  (The  term 
alternatives  refers  to  the  reduction  of  the  numbers  of 
animals  used,  refinement  of  protocol  to  reduce  pain  and 
suffering  and  replacement  of  animals  with  appropriate  non- 
animal  models.)  The  Congress  has  supported  research  into 
the  development  of  alternatives  in  the  past  and  we  hope 
will  continue  to  do  so  by  increasing  the  funding  levels 
for  this  worthwhile  program. 
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The  National  Advisory  Board  for  Arthritis  and  Musculoskeletal  and  Skin  Diseases  (NAB) 
thanks  this  Committee  for  its  continued  interest  in  research  to  combat  and,  ultimately, 
conquer  these  painful,  debilitating,  and  disfiguring  diseases.    The  National  Advisory  Board 
appreciates  the  opportunity  to  submit  written  testimony  on  the  impact  of  these  terrible 
diseases  on  the  American  people  and  the  resources  available  to  the  National  Institute  of 
Arthritis  and  Musculoskeletal  and  Skin  Diseases  (NIAMS)  to  support  and  conduct  needed 
research. 

This  testimony  includes  some  examples  of  the  excellent  progress  being  made  through 
research  and  offers  for  your  consideration  the  National  Advisory  Board's  specific 
recommendations  for  increasing  the  level  of  support  for  continued  research.    This  testimony 
also  expresses  the  Board's  concern  about  the  lack  of  parity  between  the  budgeted  resources 
of  NIAMS  and  those  of  the  overall  NIH.    A  copy  of  the  Board's  1993  Annual  Report  is 
provided. 

The  research  supported  by  the  National  Institute  of  Arthritis  and  Musculoskeletal  and  Skin 
Diseases  serves  many  special  populations:  women,  minorities,  children,  and  the  elderly,  as 
well  as  athletes  and  others  involved  in  sports,  those  who  fly  our  space  missions,  and 
individuals  living  with  severe  musculoskeletal  disabilities.    Osteoporosis  and  rheumatoid 
arthritis  affect  women  disproportionately,  as  do  scleroderma,  lupus  erythematosus,  and 
Sjogren's  Syndrome.   The  Institute  is  also  concerned  with  people  who  are  afflicted  with  rare 
diseases,  such  as  the  blistering  skin  disease,  epidermolysis  bullosa,  and  the  brittle  bone 
disease,  osteogenesis  imperfecta. 

The  breadth  and  diversity  of  the  Institute's  mandate  are  matched  by  the  great  frequency  with 
which  the  diseases  strike.    One  or  more  of  these  conditions  will  affect  every  American  at 
some  point  in  their  lives.    One  of  2  Americans  will  have  arthritis  by  age  65.   Lupus  affects 
up  to  500,000  Americans,  mostly  women.   Black  women  are  three  times  more  likely  than 
white  women  to  develop  lupus.    One  of  2  women  over  50  will  break  one  or  more  bones 
because  of  osteoporosis;  4  of  5  persons  will  suffer  a  back  disorder  at  some  point;  and  1  of  3 
Americans  will,  each  year,  have  a  skin  condition  that  requires  the  attention  of  a  physician. 

The  total  annual  price  tag  for  these  diseases  is  over  $100  bilbon.   The  burdens  they  impose 
are  heavy  as  evidenced  by  the  more  than  40  professional  and  voluntary  organizations 
interested  in  NIAMS'  programs.    The  NAB  has  contributed  in  an  advisory  capacity  to  the 
Federal  effort  to  combat  these  terrible  disorders  -  an  effort  that  constitutes  a  very  big  order 
for  one  of  the  smallest  Institutes  at  NIH  in  both  its  budget  and  its  staff. 

Some  examples  of  research  progress  in  genetics  and  molecular  and  cell  biology  accentuate 
the  advances  being  made  by  scientists  supported  by  the  NIAMS  research  programs.    This 
basic  research  is  providing  cutting-edge  knowledge  that  is  opening  the  way  to  improving 
understanding  and  treatment  of  rheumatic,  musculoskeletal,  and  skin  diseases  through  further 
research. 

A  recent  breakthrough  has  linked  osteoporosis  to  a  gene  that  influences  how  dense  an 
individual's  bones  become  by  early  adulthood  and,  thus,  how  susceptible  one  will  be  to 
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osteoporosis.    This  discovery  could  lead  to  a  test  for  children  to  identify  those  most  likely  to 
develop  osteoporosis.    Those  identified  could  take  special  steps  to  maximize  bone  density 
during  adolescence  and  young  adulthood. 

Through  genetic  engineering,  researchers  have  developed  a  new  animal  model  for 
osteoporosis,  in  which  a  chemical  messenger  called  interleukin-4  causes  a  marked  decrease  in 
bone  mass  and  an  increase  in  bone  fragility. 

In  spinal  arthritis,  the  human  leukocyte  antigen-B27  gene  is  found  in  more  than  90  percent  of 
patients.    Studies  on  this  gene  in  an  animal  model  have  established  that  genetic  susceptibility 
and  an  infectious  agent  together  are  responsible  for  the  spinal  arthritis.    Future  research  may 
make  it  possible  to  identify  the  infectious  agent  and  block  the  link  between  it  and  the  disease- 
causing  gene. 

Exciting  new  research  indicates  that  systemic  lupus  erythematosus  may  involve  gene-caused 
defects  in  the  process  by  which  the  body  eliminates  cells  that  react  against  the  body's  own 
tissue,  causing  autoimmune  diseases  such  as  lupus.    This  research  may  lead  to  new,  targeted 
treatments  for  lupus,  perhaps  even  gene  therapy. 

Research  has  yielded  compelling  evidence  for  the  structural  importance  of  keratins  and  type 
VTI  collagen  in  the  molecular  architecture  of  the  skin  and  for  the  correlation  between  disease 
severity  and  the  specific  genetic  defect.   These  studies  have  advanced  our  understanding  of 
the  causes  of  blistering  and  scaling  skin  diseases,  such  as  epidermolysis  bullosa, 
epidermolytic  hyperkeratosis,  and  psoriasis,  as  well  as  the  development  of  therapies  to 
alleviate  the  suffering  of  patients  with  these  diseases. 

Using  x-ray  crystallography,  investigators  have  determined  the  precise  3-dimensional 
arrangement  of  individual  atoms  for  the  most  chemically  active  portion  of  myosin,  the 
"molecular  motor,"  without  which  we  could  neither  move  nor  breathe.    Visualizing 
molecular  structures  at  the  atomic  level  where  force  is  generated,  researchers  can  study  the 
cyclical  myosin-actin  interaction  that  causes  muscle  contraction  and  movement.    Such  studies 
give  us  increased  understanding  of  normal  musculoskeletal  function  and  disorders  related  to 
the  musculoskeletal  system. 

Progress  in  unraveling  the  complexities  of  rheumatic  diseases  in  children  is  beginning  to 
emerge  from  genetic  and  other  studies.    Using  polymerase  chain  reaction,  scientists  have 
discovered  that  pauciarticular  juvenile  arthritis,  a  relatively  benign  form  of  the  disease,  is 
genetically  different  from  polyarticular  juvenile  arthritis,  which  causes  greater  joint  damage 
and  can  be  more  disabling.   This  information  may  enable  clinicians  to  identify,  before  joint 
damage  occurs,  which  children  have  the  more  severe  form.   A  recent  NIAMS-supported 
scientific  workshop  reviewed  exciting  new  basic  and  clinical  studies  in  childhood  rheumatic 
diseases,  focusing  on  the  biomedical  problems,  some  of  which  have  counterparts  in  adult 
rheumatology  but  with  specific  characteristics  in  children,  and  some  of  which  are  unique  to 
children. 

Recent  clinical  research  in  rheumatoid  arthritis  has  shown  that  minocycline,  an  antibiotic  of 
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the  tetracycline  family,  can  block  the  action  of  enzymes  that  play  a  role  in  bone  and  cartilage 
destruction.    Clinical  studies  on  the  treatment  of  osteoarthritis  have  determined  that 
doxycycline,  an  antibiotic  of  the  same  family,  prevents  or  attenuates  the  development  of  the 
disease  in  animals.    The  drug  appears  to  inhibit  the  formation  of  collagenase,  an  enzyme  that 
degrades  collagen,  a  major  component  of  cartilage. 

Before  presenting  specific  recommendations,  the  Advisory  Board  wishes  to  reiterate  its 
concern  about  the  budget  of  this  very  small  Institute  and  the  serious  problem  of  staff  size. 
Since  NIAMS'  inception  in  1986,  its  budget  and  staff  have  remained  at  2.2  and  1.4  percent, 
respectively,  of  the  NTH  levels. 

The  specific  recommendations  of  the  National  Advisory  Board  for  Arthritis  and 
Musculoskeletal  and  Skin  Diseases  are  as  follows: 

Given  the  many  diseases  within  NIAMS'  mission  and  the  wide  spectrum  of  suffering 
and  disability  resulting  from  them,  the  Board  recommends  a  budget  level  for  the 
Institute  of  no  less  than  $265  million.   This  amount  would  bring  the  Institute 
proportionately  closer  to  the  overall  NIH  average. 

The  Board  recognizes  the  importance  of  connective  tissue  biology  and  its  many 
aspects  and  applications,  and  recommends  that  increased  funding  be  directed  to 
research  in  this  area. 

Because  of  the  potential  for  significant  breakthroughs  in  the  areas  of  genetics  and 
molecular  and  cell  biology,  the  Board  strongly  urges  increased  funding  for  this  basic 
research. 

Data  indicate  a  strong  correlation  between  the  length  of  postdoctoral  research  training 
and  subsequent  success  in  applying  for  independent  research  support.    The  Board 
recommends  an  expansion  of  both  research  training  and  the  critical  mechanism  of 
research  career  awards,  the  vital  midlevel  bridge  between  postgraduate  education  and 
investigative  medicine. 

Trained  clinical  investigators  are  needed  to  move  the  results  of  basic  research  and 
biotechnology  to  the  clinical  arena  through  clinical  investigations  and  trials.    The 
Board  strongly  recommends  that  additional  emphasis,  staffing,  and  funding  be 
directed  toward  both  training  clinical  investigators  and  supporting  clinical 
investigations  and  clinical  trials  needed  to  develop  new  treatments  for  rheumatic, 
musculoskeletal,  bone,  and  skin  diseases.    Contracts  are  usually  the  most  efficacious 
mechanism  for  carrying  out  multicenter  clinical  trials.    NIAMS  funding  for  contracts 
is  considerably  below  the  NIH  average.    The  Board  recommends  increased  funding 
for  contracts  to  support  clinical  research. 

The  Institute  has  developed  excellent  plans  to  establish  an  intramural  Laboratory  of 
Connective  Tissue  Biology  for  research  on  bone  and  cartilage  and  on  orthopaedics, 
areas  of  significant  importance  to  women's  health.   The  Board  recommends  that 
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NIAMS  receive  funds  and  positions  to  support  this  addition  to  its  fine  intramural 
program. 

The  Board  recommends  that  additional  resources  be  provided  for  epidemiologic 
research,  with  specific  emphasis  on  lupus,  osteoporosis  and  associated  fractures, 
sports  injuries  in  youth,  and  skin  diseases. 

The  Board  commends  NIAMS  for  funding  the  full  complement  of  six  Skin  Diseases 
Research  Core  Centers  and  the  first  two  Specialized  Centers  of  Research  in  systemic 
lupus  erythematosus  and  for  awarding  an  exploratory  research  center  grant  to  develop 
a  multidisciplinary  research  program  in  rheumatic  diseases  in  children.   The  Board 
recommends  the  funding  of  additional  research  centers  in  other  important  disease 
areas  such  as  wound  healing,  bone  repair,  spinal  arthritis,  and  low  back  pain. 

The  members  of  the  National  Advisory  Board  for  Arthritis  and  Musculoskeletal  and  Skin 
Diseases  are  very  appreciative  and  aware  of  the  Subcommittee's  support,  which  is  essential 
to  the  Nation's  efforts  to  understand,  prevent,  and  treat  these  crippling  and  painful  diseases. 
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Mr.  Chairman,  thank  you  for  the  opportunity  to  present  the  views  of  the  American  Society  of  Clinical 
Pathologists  (ASCP)  on  fiscal  year  1995  appropriations  for  Title  VII,  Section  767,  the  Allied  Health  Professions 
Special  Projects  Programs. 

The  ASCP  is  a  not-for-profit  medical  society  which  was  organized  solely  for  educational,  scientific  and 
charitable  purposes.  The  mission  of  the  ASCP  is  to  promote  the  public  health  and  safety  by  the  appropriate 
application  of  pathology  and  laboratory  medicine  and  to  serve  as  the  national  resource  to  enhance  the 
quality  of  pathology  and  laboratory  medicine  primarily  by  developing  comprehensive  educational  programs 
and  materials. 

The  American  Society  of  Clinical  Pathologists  has  more  than  66,000  members  (55,000  laboratory  personnel 
members  and  1 1 ,000  pathologists).  It  is  also  the  largest  certifying  agency  for  medical  laboratory  personnel, 
having  certified  300,000  medical  technologists  and  other  laboratory  personnel  since  1928. 

It  is  a  well-know  fact  that  many  rural  and  underserved  areas  are  experiencing  shortages  in  several  of  the 
allied  health  professions.  These  shortages  have  very  serious  implications  for  the  health  of  our  nation  and 
the  delivery  of  care.  In  1990,  the  ASCP  surveyed  nearly  1000  laboratory  managers  in  an  effort  to  measure 
the  vacancy  rates  for  10  medical  laboratory  positions  including  medical  technologists,  cytotechnologists, 
histotechnologists  and  medical  laboratory  technicians.  The  ASCP  estimates  that  in  1990,  the  nation's 
12,000  hospitals  and  independent  laboratories  had  41,950  unfilled  positions.  This  compares  to  24,800 
unfilled  positions  in  1988.  Cytotechnologist  vacancies  increased  most  dramatically  since  1988,  with  one  in 
four  positions  unfilled,  a  vacancy  rate  of  27.3%  nation  wide.  The  medical  technology  vacancy  rate  of  1 1.6% 
exceeds  the  nursing  vacancies  of  1 1 .3%  experienced  at  the  height  of  their  shortage. 

A  number  of  factors  have  contributed  to  the  increasing  shortages  of  medical  laboratory  professionals.  Due 
to  the  size  of  today's  18-20  year  old  population,  which  is  smaller  than  it  was  during  the  "baby  boom"  years, 
there  are  fewer  students  entering  the  workforce  with  hundreds  of  industries  competing  fiercely  to  recruit 
them.  Allied  health  careers  are  not  as  popular  or  lucrative  as  others  such  as  engineering,  business  and  even 
other  of  the  health  professions  careers.  Many  medical  technology  programs  have  been  closed  due  to  lack 
of  funding.  The  number  of  medical  technology  programs  decreased  from  652  in  1980  to  420  in  1990  with 
almost  70%  of  these  closed  programs  based  in  hospitals,  which  tend  to  be  the  major  source  of  medical 
technologists  working  in  rural  areas. 

However,  while  the  numbers  of  allied  health  professionals  have  decreased,  the  demand  has  increased 
consistently.  The  rapidly  growing  over-60  population  traditionally  needs  more  and  frequent  laboratory  tests. 
Insurance  companies  are  also  requiring  more  tests  to  confirm  diagnoses  and  both  drug  abuse  and  AIDS 
testing  are  escalating.  Medical  advancement  in  areas  such  as  organ  transplantation,  infertility  treatment,  and 
cancer  therapies  necessitates  greater  numbers  of  more  sophisticated  tests. 

The  Clinical  Laboratory  Improvement  Amendments  (CLIA)  of  1988,  the  purpose  of  which  is  to  improve  the 
quality  of  laboratory  testing,  magnifies  the  existing  demand  on  the  need  for  allied  health  professionals  in  this 
country.  The  personnel  standards  contained  in  these  regulations  will  result  in  greater  demands  on  existing 
medical  technology  programs  as  the  current  medical  laboratory  workforce  will  seek  to  improve  their 
academic  credentials  to  maintain  and  seek  higher  level  positions  in  the  laboratory. 

Current  Allied  Health  Education  Program 

Title  VII  of  the  Public  Health  Service  Act  has  provided  funding  for  the  Allied  Health  Professions  Special 
Projects  Programs.  Last  year,  Congress  maintained  level  funding  of  this  program  for  fiscal  year  1994  at 
$3,467  million.  Many  of  these  projects  have  a  clinical  laboratory  training  component.  For  the  current  fiscal 
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$3,467  million.  Many  of  these  projects  have  a  clinical  laboratory  training  component.  For  the  current  fiscal 
year  1994,  83  new  project  applications  were  received.  Of  these,  49  were  approved  but  only  8  new  projects 
were  funded,  in  addition  to  21  continuing  projects.  It  is  estimated  that  $10,247  million  would  have  been 
needed  to  fund  all  83  projects,  while  $4,976  million  would  be  necessary  to  fund  the  49  projects  approved. 

Through  the  Incremental  growth  of  this  program,  the  Health  Resources  and  Services  Administration  (HRSA) 
has  begun  to  address  the  allied  health  training  needs  of  professionals  in  short  supply,  such  as  medical 
laboratory  personnel.  Several  of  the  existing  grantees  have  developed  model  programs  to  identify  and 
recruit  non-traditional  students  Into  the  allied  health  professions  including  minorities  and  recent  college 
graduates  in  science.  These  projects  are  effectively  bringing  new  manpower  into  the  clinical  laboratory 
fields. 

The  ASCP  has  always  held  to  the  belief  that  the  key  to  addressing  the  shortages  of  medical  laboratory 
personnel  Is  to  bring  more  candidates  into  the  field  through  educational  programs. 

Positive  examples  of  the  Allied  Health  Project  Grant's  impact  on  the  training  of  medical  laboratory  personnel 
Include  the  projects  at  the  Medical  University  of  South  Carolina  (MUSC)  and  the  University  of  Nebraska 
Medical  Center  (UNMC). 

The  Allied  Health  Professions  program  instituted  at  South  Carolina  identifies  minority  students  who  are 
interested  in  training  and  employment  in  rural  laboratories.  In  addition,  the  Title  VII  grant  money  has  enabled 
MUSC  to  establish  two  student-hospital  partnerships  whereby  the  hospital  agrees  to  pay  students'  tuition 
and  expenses  in  return  for  a  specified  employment  commitment  following  graduation. 

At  UNMC,  the  desire  has  been  to  make  medical  technology  education  more  accessible  fo  students  in  rural 
areas.  With  their  allied  health  grant,  the  University  established  affiliations  with  four  rural  clinical  sites,  that 
are  full-service  accredited  labs,  to  provide  training  to  qualified  students.  Several  of  the  students  are  single 
parents  and  others  who  are  unable  to  leave  their  communities  in  order  to  earn  their  degree.  The  support 
from  the  communities  (from  housing  to  child  care  assistance)  has  been  critical  to  the  success  of  the 
program. 

Recommendations 

The  key  to  addressing  the  shortages  of  medical  laboratory  personnel  is  to  bring  candidates  into  the  field 
through  educational  programs.  The  ASCP  supports  the  current  focus  of  the  Allied  Health  Professions 
Advanced  Training  and  Speciai  Projects  Program  on  the  needs  of  allied  health  specialties  experiencing  the 
greatest  national  shortages,  such  as  medical  technology  and  cytotechnology.  These  professionals  are 
critical  to  providing  the  support  needed  in  geriatric  care  and  in  breast  and  cervical  cancer  screening,  other 
high  priority  health  programs. 

The  ASCP  is  highly  concerned  about  the  proposed  consolidation  of  Health  Professions  Training  Programs 
at  HRSA  At  a  time  when  the  Allied  Health  Professions  Training  Program  is  just  getting  on  its  feet,  a 
consolidation  of  this  program  threatens  to  insure  that  Allied  Health  gets  lost  in  the  shuffle.  We  urge  this 
subcommittee  to  reject  the  proposed  consolidation. 

Mr.  Chairman,  the  ASCP  urges  the  House  Appropriations  Subcommittee  on  Labor,  Health  and  Human 
Services  to  fully  appropriate  at  $5  million  the  Section  767  allied  health  project  grants. 
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RECOMMENDATION 

The  AANA  recommends  that  $4  million  be  appropriated  in  Fiscal 
Year  1995  for  nurse  anesthesia  programs  under  the  Nurse  Education 
Act.   In  addition,  AANA  opposes  the  proposal  for  consolidation  of 
the  Title  VII  and  Title  VIII  programs  under  the  Public  Health 
Service,  Health  Resources  and  Services  Administration. 
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The  AANA  appreciates  the  opportunity  to  testify  regarding 
continued  federal  funding  for  nurse  anesthesia  education  programs 
under  Title  VIII,  the  Nurse  Education  Act  (NEA) . 

The  AANA  requests  that  the  nurse  anesthesia  program  under  the  NEA 
be  funded  at  $4  million  for  Fiscal  Year  1995  (FY95) .  This  level 
of  funding  is  equal  to  the  authorized  amount  for  FY94.  Monies 
would  be  utilized  to  accomplish  the  following  objectives: 

•  To  provide  funding  for  the  expansion  and  start-up  costs  of 
new  nurse  anesthesia  educational  programs  ($1.5  million). 

•  To   continue   traineeship   support   for   nurse   anesthesia 
students  ($2  million) . 

•  To  increase  the  number  of  nurse  anesthetist  faculty  with 
advanced  degrees  ($0.5  million). 

The  AANA  opposes  the  proposal  for  consolidation  of  Title  VII  and 
Title  VIII  programs.  Consolidation  would  limit  congressional 
authority  over  programs,  create  competition  between  nursing 
priorities  which  are  highlighted  in  President  Clinton's  Health 
Security  Act,  and  reduce  funding  for  the  aggregated  programs. 

BACKGROUND  OF  CURRENT  CRNA  SHORTAGE 

Congressional  support  for  nurse  anesthesia  education  has  had  a 
tremendous  positive  effect  on  the  CRNA  shortage.  The  shortage 
was  documented  through  a  February,  1990  Health  Economics  Research 
(HER)  study,  mandated  by  the  congressional  appropriations 
committees.  The  study  reported  the  need  for  30,000  CRNAs  by  the 
year  2000,  and  over  35,000  CRNAs  by  the  year  2010.  In  1994,  AANA 
estimates  that  there  will  be  1000  nurse  anesthetists  graduates, 
far  short  of  the  1,800  recommended  by  the  HER  study. 

Funding  appropriated  to  nurse  anesthesia  education  through  Title 
VIII  has  helped  develop  new  nurse  anesthesia  education  programs. 
Thirteen  new  nurse  anesthesia  education  programs  were  funded 
through  FY94  appropriations.  In  meeting  the  challenge  presented 
by  the  CRNA  shortage,  the  current  nurse  anesthesia  education 
programs  have  become  flexible  in  design  and  creative  in  working 
with  local  resources.  Over  the  past  five  years,  the  average 
enrollment  per  program  has  increased  60%  as  programs  strive  to 
expand  student  slots.  Funds  provided  through  Title  VIII  for 
nurse  anesthesia  traineeships  have  been  a  critical  assistance  to 
students  in  both  new  and  continuing  programs. 

CRNAS  INCREASE  ACCESS  TO  HEALTH  CARE.   INCLUDING  PRIMARY  CARE 

CRNAs  increase  access  to  health  care  by  administering  more  than 
65%  of  the  26  million  anesthetics  given  to  patients  each  year  in 
the  U.S.  CRNAs  are  the  sole  anesthesia  provider  in  85%  of  rural 
hospitals,  affording  these  medical  facilities  obstetrical, 
surgical  and  trauma  stabilization  capabilities.  CRNA  services 
are  supportive  to  primary  care  services,  e.g.  an  epidural 
anesthetic  given  to  an  obstetrics  patient.    Because  of  the 
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interdependence  between  primary  care  and  anesthesia  care, 
continued  federal  support  for  nurse  anesthesia  education  should 
be  an  element  of  any  proposal  to  increase  primary  care  providers. 

CRNAS  ARE  COST-EFFECTIVE  HEALTH  CARE  PROVIDERS 

A  1990  Health  Economics  Research  study  found  that  increased  use 
of  CRNAs  to  deliver  anesthesia  could  save  the  nation  $1  billion 
annually  by  the  year  2010.  CRNAs  save  Medicare  beneficiaries 
money  by  accepting  mandatory  assignment,  whereas 
anesthesiologists  can  balance  bill  Medicare  beneficiaries. 

In  addition,  the  educational  costs  of  preparing  CRNAs  are  less 
than  those  of  preparing  anesthesiologists.  The  average  annual 
program  cost  per  student  nurse  anesthetist  is  $11,741.  With  the 
average  length  of  a  nurse  anesthesia  program  being  27  months,  the 
total  cost  per  student  is  $26,417  ($11,741  per  year  x  2.25 
years)  .  In  contrast,  according  to  data  from  the  Health  Care 
Financing  Administration,  the  average  annual  cost  per  medical 
resident  in  a  residency  program  was  $84,837  in  1990.  Therefore, 
the  total  cost  per  student  for  a  four  year  anesthesiologist 
residency  is  $339,400  ($84,837  per  year  x  4  years).  The 
conclusion  to  be  drawn  is  that  for  the  same  cost  of  preparing  one 
anesthesiologist,  you  can  prepare  10  CRNAs.  Even  more  important 
in  light  of  the  shortage  of  anesthesia  providers,  those  10  CRNAs 
will  have  entered  the  work  force  and  cumulatively  provided  at 
least  40  years  of  anesthesia  services  by  the  time  the  one 
anesthesiology  resident  graduates  and  is  ready  to  practice. 


RECENT  HISTORY  OF  NURSE  ANESTHESIA  FEDERAL  FUNDING 


Total  Funds  in 
Fiscal  Year 
(in  millions) 


1990 
1991 
1992 
1993 
1994 


$1,119 
$1,430 
$1,930 
$2,728 
$2,724 


#  Traineeships/ 

Funds 

(in  millions) 

622  ($1,044) 
789  ($0,706) 
779  ($0,913) 
873  ($0,800) 
(in  process) 


#  Faculty/ 

Funds 

(in  millions) 

33  ($0.75) 
56  ($0,153) 
48  ($0,153) 
32  ($0,159) 
(in  process) 


New  Education 
Programs / Funds 
(in  millions) 


4  ($0,555) 
6  ($0,839) 
13  ($1,735) 
(in  process) 


OPPOSITION  TO  CONSOLIDATING  TITLE  VII  AND  TITLE  VIII  PROGRAMS 
AANA  appreciates  the  need  to  reshape  the  existing  federal 
programs  to  allow  administrative  cost  savings  and  greater 
flexibility  in  responding  to  health  care  reform  needs.  However, 
the  proposed  consolidation  would  combine  programs,  like  the  CRNA 
program,  which  have  been  specifically  targeted  as  priority 
concerns  in  President  Clinton's  Health  Security  Act.  Specific 
details  regarding  the  administration  of  the  consolidated  programs 
have  not  been  forthcoming,  and  thus  our  concerns  are  based  on  our 
early  understanding  of  this  recommendation. 

The  nurse  anesthesia  education  program  under  Title  VIII  would  be 
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combined  with  three  other  nursing  programs  and  titled  "Other 
Nursing  Priorities."  The  other  nursing  programs  include  Advanced 
Nurse  Education,  Professional  Nurse  Traineeships  and  Special 
Projects.  The  President's  budget  proposes  a  $2,306  million  cut 
below  current  appropriation  of  $40,851  million  for  the  four 
separate  programs.  This  represents  over  a  5.6%  cut.  Each  of 
these  programs  meets  a  unigue  need  in  preparing  nurses  to  meet 
the  health  care  needs  of  the  country.  Our  concerns  regarding  the 
consolidation  include: 

1.  Aggregate  reductions  in  funding  through  the 
consolidation  will  not  be  obtained  via  administrative 
streamlining.  Cuts  will  come  directly  from  student 
traineeships  and  program  development.  Only  1.2%  of  monies 
appropriated  to  the  nurse  anesthesia  education  program  under 
Title  VIII  have  been  used  for  administering  the  grants.  The 
majority  of  monies  are  utilized  for  their  stated  purpose  of 
student  traineeships,  program  expansion,  and  faculty 
development.  Administrative  monies  for  the  Division  of 
Nursing  which  currently  administers  the  Title  VIII  programs 
are  allocated  from  the  Health  Resources  and  Services 
Administration  budget.  Thus,  the  cuts  in  the  aggregated 
programs  will  come  directly  from  the  program  itself  rather 
than  any  administrative  savings  via  consolidation. 
Reductions  as  proposed  by  the  President  to  the  aggregated 
account  will  impact  the  student  traineeships  and  new  program 
development  which  have  been  shown  as  necessary  strategies  to 
meet  workforce  projections.  This  will  have  a  deleterious 
effect  on  the  anesthesia  delivery  system. 

2.  Dilution  of  nursing  programs  goals  resulting  from 
forcing  programs  into  large  pools  which  must  compete  for 
reduced  funds.  In  addition,  there  is  little  clarity  about 
the  administration  of  grants.  Given  the  lack  of  defined 
funding  levels  and  delegated  program  administrative 
authority,  AANA  is  concerned  about  the  diluting  effect  on 
program  goals. 

3.  Lack  of  congressional  oversight  for  specific  program 
priorities.  Nurse  anesthesia  education  support  has  been 
based  on  congressional  studies  of  workforce  needs.  The 
education  of  CRNAs  was  also  prioritized  in  President 
Clinton's  Health  Security  Act.  AANA  believes  that 
individual  line  items  for  prioritized  programs,  such  as  CRNA 
education,  should  continue. 

Conclusion 

The  AANA  recommends  that  $4  million  be  appropriated  for  Fiscal 
Year  1995  for  nurse  anesthesia  programs  under  the  Nurse  Education 
Act.  In  addition,  the  AANA  opposes  the  proposed  consolidation  of 
the  Title  VII  and  Title  VIII  programs  as  outlined  in  the 
President's  budget. 
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STATEMENT  OF  THE  NATIONAL  INDIAN  EDUCATION  ASSOCIATION 

SUBMITTED  TO  THE  HOUSE  APPROPRIATIONS  SUBCOMMITTEE  ON  LABOR- 

HHS-EDUCATION  REGARDING  FY1995  APPROPRIATONS 

May  4, 1994 

The  National  Indian  Education  Association  (NIEA)  is  pleased  to  submit  this 
statement  on  the  FY1995  budgets  for  selected  programs  under  this  Subcommittee's 
jurisdiction  which  are  of  particular  importance  to  American  Indian  and  Alaska 
Native  people. 

Education  Research.     We  support  the  Administration's  request  of  a  $10  million 
increase  for  the  research  activities  of  the  Office  of  Educational  Research  and 
Improvement  (OERI)  for  a  total  of  $88  million,  although  we  expect  this  amount  will 
need  to  be  increased  in  FY1996  to  reflect  the  recently  signed  Educational  Research, 
Development,  Dissemination,  and  Improvement  Act  of  1994  (signed  March  31,  1994 
as  P.L.  103-227). 

NIEA  was  heavily  involved  in  the  103rd  Congress'  reauthorization  of  OERI.   The 
reauthorized  OERI  program  will  be  a  much  improved  one,  and  are  hopeful  that 
Indian  and  Alaska  Native  education  research  needs  will  not  only  receive  long 
overdue  attention,  but  that  Indian  and  Alaska  Native  researchers  and  communities 
will  be  driving  the  OERI  efforts  which  affect  us. 

Attached  is  a  description  prepared  by  NIEA  regarding  the  new  Indian/Alaska  Native 
mandates  and  requirements  for  Native  involvement  in   the  various  Institutes 
which  will  be  organized  under  the  new  OERI  law.     We  would  very  much  appreciate 
Committee  report  language  which  acknowledges   the  new  requirements   that 
education   research  serve  and  involve  Native  communities,  and  that  an  appropriate 
amount  of  FY1995    financial  resources  be  devoted  to  outreach  to  Native 
communities   in  preparation  for  the  development  of  the  research  Institutes. 

Technical  Assistance  Centers.   The  Administration  requests  $70  million  for  its 
proposed  consolidation  of  various  technical  assistance  centers,  including  the  6 
Indian  educational  technical  assistance  centers,  an  amount  which  is  $10.5  million 
over  the  funding  currently  provided  for  the  separate  programs  now  proposed  to  be 
combined.    The  Administration  proposes  10  national  centers. 

NIEA  has  opposed  the  elimination  of  the  6  Indian  centers,  as  we  do  not  believe  that 
schools  and  tribes  will  be  able  to  get  the  same  kind  of  individualized  service  under 
national  centers  that  they  can  get  from  centers  devoted  to  Indian  needs.   We  would 
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not  oppose  an  expansion  of  the  Indian  center  responsibilities  or  other  coordination 
and  communication  requirements,  although  additional  funding  would  be  needed. 
The  House,  in  its  elementary  and  secondary  education  reauthorization  bill,  would 
roll  the  functions  of  the  6  Indian  centers  and  other  centers  into  15  national  centers. 
The  Administration's  budget  proposal  is  based  on  10  centers.  Should  the 
elementary  and  secondary  reauthorization  legislation,  when  enacted,  contain  more 
than  10  national  centers,  then  the  funding  level  needs  to  be  higher  than  $70  million. 

ANA /Native  American  Languages  Act.  NIEA  requests  $8  million  over  the 
Administration's  funding  request  for  the  Administration  for  Native  Americans 
(ANA)  —  $5  million  for  Native  languages  grants  and  $3  million  for  the  Social  and 
Economic  Development  (SEDS)  grants  —  for  a  total  of  $47  million. 

The  $5  million  request  for  Native  language  grants  is  pursuant  to  the  authorization 
of  the  Native  American  Languages  Act  of  1992  (P.L.  102-524)  which  is  to  be 
administered  by  ANA.   ANA  has  indicated  that  it  intends  to  utilize  $1  million  of 
the  Social  and  Economic  Development  (SEDS)  funds  in  FY1995  for  language  grants. 
While  we  welcome  the  ANA  recognition  of  language  needs,  we  propose  that  there 
be  made  available  new  monies  ($5  million)  for  language  grants. 

The  1990  Census  indicates  that  there  are  170  American  Indian/Alaska  Native 
languages  still  spoken  in  the  United  States.   But  many  of  these  languages  are 
threatened  with  extinction.   And  even  Native  languages  which  are  spoken  by  a  high 
proportion  of  a  tribe's  members  are  diminishing  in  their  use.   The  preservation  and 
enhancement  of  Native  languages  is  critical  to  the  long-term  survival  of  Native 
cultures. 

We  request  a  modest  $3  million  increase  for  the  Social  and  Economic  Development 
grants  funded  under  ANA,  a  program  whose  flexibility  serves  tribes  well.  Tribal 
groups  and  organizations  have  estimated  that  the  real  need  for  ANA  SEDS  is  $60 
million  annually. 

Head  Start.  NIEA  supports  the  Administration's  proposed  FY1995  Head  Start  budget 
of  $4  billion,   a  $700  million  increase  over  the  FY1994  enacted  level.   We  applaud 
the  Administration's  investment  in  children  and  families,  but  we   are  still  very 
concerned  that  among  the  565  federally-recognized  tribes  there  are  only  125  Head 
Start  grantees.   The  Administration  for  Children  and  Families  and  Secretary  Shalala 
need  to  make  a  concerted  effort  to  expand  the  Head  Start  program  to  more  tribes. 

NIEA  will  be  active  in  the  reauthorization  of  Head  Start  this  year,  and  has  joined 
with  the  National  Indian  Head  Start  Director's  Association  in  this  effort.   The 
Senate  Indian  Committee  and  the  Labor  and  Human  Resources  Committee  have 
scheduled  a  joint  hearing  for  March  25  on  Indian/Alaska  Native  Head  Start  issues, 
and  we  will  share  the  results  of  that  hearing  with  this  Subcommittee. 

Child  Care  and  Development  Block  Grant.   We  support  the  Administration's 
proposed  increase  of  $198  million  for  the  Child  Care  and  Development  Block  Grant 
(CCDBG)  for  a  total  of  $1,091,000.  We  realize  that  $26  million  of  this  increase  is 
actually  a  consolidation  of  funding  from  the  Dependent  Care  and  Planning,  Crisis 
Nurseries,  and  Child  Development  Associate  Scholarships  programs  into  the 
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CCDBG.    NIEA  was  very  involved  in  the  inclusion  of  the  Indian  provisions  in  the 
Child  Care  and  Development  Block  Grant  when  that  program  was  created,  and 
know  that  this  program  is  of  enormous  value  to  tribes. 

Impact  Aid.  NIEA  supports  funding  of  Impact  Aid  at  its  FY1994  authorized  levels  of 
$935  million  and  $29  million  for  the  school  assistance  and  construction  programs, 
respectively.    The  Administration's  proposed  request  of  $750  million  is  somewhat 
difficult  to  comment  on  since  it  is  predicated  on  a  proposed  formula  which  has 
already  been  rejected  by  the  House  in  its  consideration  of  the  elementary  and 
secondary  reauthorization  bill  (H.R.  6).   We  believe  that  the  funding  formula  in  the 
House  Education  and  Labor  Committee-approved  version  of  H.R.  6  would  be  more 
beneficial  to  many  Indian  districts  than  the  Administration's  proposed  formula. 
This  is  because  the  Administration's  formula  is  based  on  payments  tied  to  the  state 
average,  an  approach  which  discriminates  against  Indian  reservation  schools  which 
are  in  rural  areas,  have  poor  roads,  extremely  high  transportation  costs,  and  many 
students  with  special  needs. 

With  regard  to  construction,  the  Administration's  budget  would  provide  formula- 
based  Capital  Fund  Payments  to  districts  that  have  at  least  50%  children  residing  on 
Indian  lands.  The  budget  includes  $5  million  for  this  proposed  new  authority.  This 
approach  would  result  in  Indian  reservation  schools  receiving  miniscule  amounts 
of  formula-driven  money  for  repairs,  and  would  effectively  kill  the  chances  for  any 
future  school  construction. 

We  continue  to  recommend  that  Congress  and  the  Administration  work  together  to 
develop  a  systematic  school  construction  program  for  public  schools  on  Indian 
reservations.   A  number  of  years  ago  Congress  mandated  that  the  Indian  Health 
Service  develop  a  10-year  plan  for  construction  of  sanitation  facilities  in  Indian 
country,  a  strategy  which  has  proven  very  beneficial  and  resulted  in  annual 
appropriations  to  address  the  staggering  backlog  of  needed  sanitation  facilities. 
Similarly,  we  believe  the  development  of  such  a  long-range  plan  for  school  facility 
needs  on  Indian  reservations  would  provide  Congress  with  a  strategy  and  the 
necessary  information  which  would  hopefully  lead  to  annual  appropriations  for 
this  purpose. 

Title  XX  Social  Services  Block  Grant  Program.  NIEA  uses  the  opportunity  of  this 
appropriations  statement  to  point  out  that  the  Title  XX  Social  Services  Block  Grant 
statute  needs  to  be  changed  to  provide  direct  funding  to  tribal  governments. 
Funding  for  this  $2.8  billion  entitlement  program  is  provided,  by  formula,  to  state 
and  territorial  governments  only.     Congress  now  rather  routinely,  when 
authorizing  new  programs,  provides  for  a  tribal  allocation  of  funds  off  the  top  of  the 
appropriation  for  tribal  governments  to  administer.   That  is  the  way  it  should  be, 
and  is  a  practice  wholly  consistent  with  the  government-to-government 
relationship  between  the  federal  government  and  tribal  governments.   It  is  also 
consistent  with  general  practice  of  locally-designed  and  -administered  social  service 
programs. 

We  realize  that  the  Appropriations  Committee  cannot  change  the  authorizing 
statute,  but  we  ask  you  to  communicate  with  the  authorizing  committees  —  Finance 
and  Ways  and  Means  -  and  urge  them  to  amend  the  statute.  Tribes  are  in  desperate 
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need  of  a  stable  source  of  social  services  funding,  and  the  Tide  XX  Social  Services 
Block  Grant  should  be  the  source  of  it. 

Library  Services  and  Construction  Act.   Once  again,  the  Administration  has 
requested  no  funding  for  the  construction  portion  of  the  Library  Services  and 
Construction  Act.  We  request  $20  million  for  this  program,  a  modest  $2.1  million 
increase  over  the  FY1994  level.  This  program  has  been  virtually  the  only  source  of 
library  construction  assistance  for  tribes  and  tribal  colleges. 

Native  Hawaiian  Education.   We  support  our  Native  Hawaiian  brothers  and  sisters, 
and  oppose  the  Administration's  proposal  to  eliminate  the  $8.2  million  Native 
Hawaiian  education  program.   Native  Hawaiians,  as  with  Indian,  Aleut,  and  Inuit 
people,  have  specific  educational  needs  related  to  culture,  language,  and  historical 
and  political  experience,  and  we  ask  Congress  to  continue  funding  for  this  program. 

Vocational  Education. 

-  Tribally-controlled  postsecondary  vocational  institutions.   Under  this  program, 
funding  is  provided  the  Crownpoint  Institute  of  Technology  and  the  United  Tribes 
Technical  Colleges.  The  budget  request  is  for  $3  million,  or  $100,000  over  the  FY1994 
level.   We  support  the  authorized  $4  million  level  for  tribally-controlled 
postsecondary  vocational  institutions,  an  amount  necessary  due  to  increased 
enrollment  and  cost  of  equipment  needs. 

-  Tech-Prep.   We  support  the  proposed  $10  million  increase  in  the  Tech-Prep 
Program  for  a  total  of  $114.1  million. 

Chapter  1.  The  Administration  proposes  to  increase  Chapter  1  funding  to  LEAs 
from  $6.3  billion  to  $7  billion,  but  would  provide  half  of  the  funds  for  Chapter  1 
concentration  grants.   Currently  10%  of  Chapter  1  funds  are  funnelled  into  the 
concentration  grants  portion  of  the  program.  The  House  Education  and  Labor 
Committee,  in  its  elementary  and  secondary  reauthorization  bill  (H.R.  6)  has 
rejected  the  proposal  to  put  50%  of  Chapter  1  monies  into  concentration  grants,  but 
we  do  not  know  what  position  the  Senate  will  take  on  this  matter.   We  point  out  to 
this  Subcommittee  that  Bureau  of  Indian  Affairs  schools  are  not  eligible  for  the 
Concentration  Grant  program  even  though  they  are  definitely  in  high  poverty  areas. 
The  Chapter  1  statute  needs  to  be  amended  to  make  BIA  schools  eligible  for  the 
concentration  grant  program. 

We  certainly  support  the  proposed  $26.6  million  increase  in  the  Chapter  1  Even 
Start  program  for  a  total  of  $118  million  for  which  tribes/tribal  organizations  are 
eligible. 

Tob  Training  Partnership  Act.  For  Program  Year  1994  Congress  provided  an  increase 
for  the  Indian  Section  401  JTPA  program.   The  Administration  is  now  proposing  to 
erase  this  increase  for  Program  Year  1995,  cutting  the  funding  from  $64.2  million  to 
$61.9  million.    We  know  this  Subcommittee  is  aware  of  the  education  and  job- 
training  needs  in  Indian  country,  and  ask  you  to  restore  the  proposed  cut. 

Thank  you  for  your  attention  to  the  concerns  of  the  National  Indian  Education 
Association. 
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April,  1994 

Education  Research  Law  To  Involve  Tribes.  BIA  Schools,  and  Native  Researchers. 

The  President  signed  into  law  on  March  31,  1994,  the  Educational  Research, 
Development,  Dissemination,  and  Improvement  Act  of  1994,  as  Public  Law  103-227. 
Also  included  in  P.L.  103-227  is  the  Goals  2000:  Educate  America  Act  on  which  we 
reported  separately. 

The  legislation,  as  introduced,  had  no  specific  emphasis  on  the  needs  of 
Indian  and  Alaska  Native  education,  but  the  final  bill  holds  real  potential  for 
Native  communities  and  researchers  to  define  and  carry  out  our  own  agenda. 

The  Educational  Research,  Development,  Dissemination,  and  Improvement 
Act  of  1994  mandates  major  changes  in  the  Department  of  Education's  existing 
education  research  system.  The  Act  requires  education  research  according  to  specific 
broad  topics,  creates  research  institutes,  and  provides  for  increased  constituent  input 
into  the  research  agenda  and  in  the  actual  research.  NIEA  has  met  with  the  Office  of 
Educational  Research  and  Improvement  (OERI)  on  the  implementation  of  the  new 
Act  and  will  continue  our  involvement. 

NIEA  worked  with  Congressional  committees  for  over  a  year  on  this 
legislation  and  would  like  to  thank  in  particular  Representative  Major  Owens  and 
his  staff  for  their  receptiveness  to  Indian  and  Alaska  Native  concerns. 
Representative  Owens  is  Chairman  of  the  Select  Education  and  Civil  Rights 
Subcommittee  which  had  jurisdiction  on  the  education  research  bill.    We  also  thank 
Senator  Bingaman  for  his  substantial  contribution  the  bill. 

•  Research  Institutes.  The  Act  will  reorganize  and  reorient  the  work  of  OERI 
into  five  Institutes.   The  Institutes  and  their  FY1996  authorization  levels  are: 
Institute  on  the  Education  of  At-Risk  Students  ($60  million);  National  Institute  on 
Student  Achievement,  Curriculum,  and  Assessment  ($60  million);  National 
Institute  on  Educational  Governance,  Finance,  Policy-Making,  and  Management 
($10  million);  National  Institute  on  Early  Childhood  Development  and  Education 
($15  million);  and  National  Institute  on  Postsecondary  Education,  Libraries,  and 
Lifelong  Learning  ($15  million).   The  Act  provides  that  at  least  95%  of  funding  be 
distributed  through  grants,  cooperative  agreements  or  contracts. 

P.L.  103-277  contains  instructions  concerning  involvement  of  Indian  and 
Alaska  Native  people  which  apply  to  all  of  the  above  Institutes;  and  there  are 
additional  instructions  concerning  the  Institute  on  the  Education  of  At-Risk 
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Students.   All  Institutes  are  to  involve  Indian  and  Alaska  Native  researchers  and 
educators  in  activities  that  relate  to  the  education  of  Native  people,  and  all  are 
authorized  to  provide  information  and  technical  assistance  to  BIA-system  schools. 
One  of  the  stated  purposes  of  the  Act  is  to  help  improve  tribal,  BIA  school,  as  well  as 
federal,  state  and  educational  local  policies  and  practices.  Each  Institute  is  to  support 
and  provide  research  information  mat  leads  to  policy  formation  by  BIA  schools  as 
well  and  state  and  local  boards  of  education. 

The  Secretary  of  Education  is  authorized  to  to  award  fellowships  to  support 
graduate  study  in  educational  research  by  Indian  and  Alaska  Native  people,  as  well 
as  persons  from  other  traditionally  underrepresented  groups.   Additionally,  the 
Secretary  is  directed  to  establish  programs  to  increase  the  participation  of  Indian  and 
Alaska  Native  researchers  and  of  Tribally  Controlled  Community  Colleges  and 
other  higher  education  institutions  with  large  numbers  of  minority  students. 

A  15-member  National  Educational  Research  Policy  and  Priorities  Board  will 
be  appointed  to  help  guide  the  work  of  the  Office  of  Educational  Research  and 
Improvement.   The  Secretary  is  directed  to  solicit  recommendations  from  several 
organizations  for  membership  to  the  Board,  including  recommendations  from 
NIEA,  the  National  Indian  School  Board  Association,  and  the  Association  of 
Community  Controlled  Tribal  Schools.  There  are  to  be  a  number  of  federal  non- 
voting members  of  the  Board  including  the  Director  of  the  Office  of  Indian 
Education  Programs  at  the  Department  of  Interior. 

The  Institute  on  the  Education  of  At-Risk  Students  is  required  to  have  a 
program  of  research  and  development  to: 

improve  the  quality  of  the  education  of  American  Indian  and  Alaska  Native  students  not 
only  in  schools  funded  by  the  Bureau,  but  also  in  public  elementary  and  secondary  schools 
located  on  or  near  Indian  reservations. 

Among  the  areas  for  suggested  research  are  the  following: 

•  mechanisms  to  facilitate  the  establishment  of  tribal  departments  of 
education  that  assume  responsibility  for  all  education  programs  of  SEAs  operating 
on  an  Indian  reservation  and  all  education  programs  funded  by  the  BIA. 

•  development  of  culturally  appropriate  curriculum  for  American  Indian  and 
Alaska  Native  students,  including  Indian  and  Alaska  Native  culture,  language, 
geography,  history  and  social  studies,  and  graduation  requirements  related  to  such 
curriculum. 

•  methods  for  recruiting,  training  and  retraining  qualified  teachers  from 
Indian  and  Alaska  Native  communities,  including  research  to  promote  flexibility  in 
the  criteria  for  certification  of  such  teachers. 

•  techniques  for  improving  the  educational  achievement  of  Indian  and 
Alaska  Native  students,  including  methodologies  to  reduce  dropout  rates  and 
increase  graduation  by  such  students. 
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•  research  concerning  the  performance  by  Indian  and  Alaska  Native  students 
of  limited-English  proficiency  on  standardized  achievement  tests,  and  related 
factors. 

•  means  by  which  parents  and  community  research  and  institutions 
(including  cultural  institutions)  can  be  utilized  to  support  and  improve  the 
achievement  of  at-risk  students. 

The  Institute  on  the  Education  of  At-Risk  Students  is  to  maximize  the 
participation  of  schools  and  institutions  of  higher  education  (including  tribal 
colleges)  which  serve  students  on  Indian  reservations.   The  Act  also  requires  the 
following  with  regard  to  the  Institute  on  the  Education  of  At-Risk  Students: 

All  research  and  development  activities  supported  by  the  Institute  which  relate  to  the 
education  of  Indian  and  Alaska  Native  students  shall  be  developed  in  close  consultation 
with  Indian  and  Alaska  Native  researchers  and  educators,  tribally  controlled  community 
colleges,  tribal  departments  of  education  and  others  with  expertise  in  the  needs  of  Indian 
and  Alaska  Native  students. 

The  Act  proposes  a  number  of  general  research  areas  for  the  National 
Institute  on  Educational  Governance.  Finance,  Policy-Making  and  Management 
including:  1)  the  disparity  in  school  financing  among  States,  school  districts,  and 
BIA  schools,  2)  the  use  of  technology  in  assisting  school-based  management  or 
ameliorating  the  effects  of  disparate  school  financing  among  states,  school  districts, 
and  BIA  schools,  and  3)  teacher  certification  at  tribal  and  state  levels. 

Among  the  research  areas  suggested  for  the  National  Institute  pi 
Postsecondary  Education.  Libraries,  and  Lifelong  Learning  is  1)  the  role  of  tribal 
colleges  in  access,  excellence,  and  equal  opportunity  in  higher  education;  2) 
institutional  and  classroom  policies  and  practices  at  the  postsecondary  level  to 
improve  achievement  and  graduation  by  minority  students,  3)  effective  approaches 
in  promoting  access  to  and  success  by  minorities  in  scientific,  technical,  teaching, 
and  health  career  fields.   This  Institute  is  to  coordinate  activities  with  a  number  of 
federal  agencies  including  the  Office  of  Indian  Education  Programs  at  DOI. 

The  purpose  of  the  National  Institute  on  Early  Childhood  Development  and 
Education  will  focus  heavily  on  family  and  parental  involvement  and  the  role  of 
the  community  in  early  childhood  development,  and  on  instruction  that  takes  into 
consideration  the  cultural  environment  of  children. 

•  National  Education  Dissemination  System.  The  Act  requires  the 
establishment  of  an  Office  of  Reform  Assistance  and  Dissemination  (Office)  within 
OERI.  New  attention  is  to  be  given  to  the  needs  of  Indian  and  Alaska  Native 
students  with  the  Secretary  directed  to: 

devise  an  effective  system  for  maximizing  the  identification,  synthesis,  and  dissemination 
of  information  related  to  the  needs  of  Indian  and  Alaska  Native  children. 
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The  Office  will  disseminate  education  research,  information,  products  and 
publications  including,  through  electronic  networking,  materials  from  the  regional 
educational  laboratories,  the  research  institutes,  the  National  Diffusion  Network 
and  the  Educational  Resources  Information  Center  clearinghouses  (ERIC).   The 
Office  is  to  seek  out  successful  programs  for  dissemination  from  various  sources, 
including  the  Office  of  Indian  Education  Programs. 

The  Office  is  to  maintain  an  electronic  network  which  will,  at  a  minimum, 
link  each  office  of  the  Department  of  Education,  the  research  Institutes  described  in 
the  Act,  the  National  Center  for  Education  Statistics,  the  National  Library  of 
Education,  and  entities  engaged  in  research,  development,  dissemination,  and 
technical  assistnce  under  agreements  with  the  Department  of  Education.   Tribal 
Departments  of  Education  and  the  Office  of  Indian  Education  Programs,  state  and 
local  education  agencies  may  receive  training  and  technical  assistance  in  utilizing 
this  network. 

The  Act  continues  a  system  of  regional  educational  laboratories,  providing 
that  there  shall  be  10-12  laboratories.  The  laboratories  are  to  "promote  the 
implementation  of  broad-based  systemic  school  improvement  strategies."   A  stated 
mission  of  the  laboratories  is  to  service  the  BIA-funded  schools.  The  governing 
boards  of  the  laboratories  are  to  allocate  each  labs  resources  within  states  which 
reflect  the  proportion  of  economically  disadvantaged  students,  the  cost  of  service 
delivery  in  rural  areas,  and  special  initiatives  of  BIA  and  public  schools  which  may 
require  special  assistance  from  the  laboratory. 

•  Grants.   Grants  are  authorized  for  the  Goals  2000  Community  Partnership 
Program.   Grants  would  be  provided  to  consortia  of  educational  and  other 
organizations  for  development  of  community-wide  plans  for  attaining  educational 
goals.  Tribes  are  defined  as  eligible  communities,  and  tribal  departments  of 
education  are  specifically  included  among  those  who  may  be  part  of  a  community 
partnership. 

Grants  are  also  authorized  for  the  Teacher  Research  Dissemination 
Demonstration  Program  to  assist  teachers  in  accessing  educational  reasearch  finding, 
to  survey  teacher  needs  in  the  areas  of  research  and  development,  and  to  assist  with 
professional  teacher  networks. 

•  National  Library  of  Education.  The  Act  requires  the  establishment  in  the 
Department  of  Education  a  National  Library  of  Education.  The  Library  is  to  provide 
provide  a  central  location  for  information  and  referral  about  education  and  about 
the  Department's  programs,  and  to  provide  these  services  to  the  public,  to  DOE 
grantees  and  contractors,  and  to  federal  employees  government-wide. 


77-364    0—94 46 
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Statement  of  Dr.  Ralph  E.  Powe 

Chairman,  Coalition  of  EPSCoR  States 

Subcommittee  on  Labor  -  Health  and  Human  Services  -  Education 

Committee  on  Appropriations 

May  6,  1994 


Mr.  Chairman: 

I  am  Ralph  Powe,  Vice  President  for  Research  at  Mississippi  State  University  and 
Chairman  of  the  Coalition  of  EPSCoR  States.  My  statement  is  on  behalf  of  the  nineteen  states 
designated  by  the  National  Science  Foundation  as  eligible  to  participate  in  the  Experimental 
Program  to  Stimulate  Competitive  Research.  The  Coalition  is  asking  the  Subcommittee  to 
increase  funding  for  the  Institutional  Development  Award  (EDeA)  program,  the  EPSCoR  program 
at  the  National  Institutes  of  Health. 

EPSCoR 

The  purpose  of  the  EPSCoR  initiative  is  to  increase  the  competitiveness  of  research 
programs  in  those  states  historically  receiving  the  smallest  amounts  of  federal  research  and 
development  funding.  This  can  best  be  accomplished  by  identifying  faculty  members  and  programs 
which  are  near  a  level  of  national  competitiveness  but  have  not  yet  quite  achieved  that  goal. 
EPSCoR  is  an  investment  intended  to  move  those  individuals  and  programs  to  a  level  where  they 
can  make  substantive  contributions  to  the  nation's  research  program  and  contribute  significantly  to 
human  resources  development. 

States  that  traditionally  have  not  received  a  significant  share  of  federal  research  and 
development  funding  frequently  have  barriers  to  research  that  impede  the  progress  of  good 
scientists  and  limit  their  ability  to  compete  for  funds.  Barriers  to  research  in  states  with  limited 
funding  bases  may  include  inadequate  resources  in  a  number  of  categories  identified  by  the 
EPSCoR  Committee  of  a  state.  Examples  of  typical  barriers  include:  equipment,  funding  for 
graduate  students,  opportunities  for  interdisciplinary  research,  opportunities  for  cooperative 
activities  with  scientists  within  the  same  discipline,  research  time,  technical  support,  funding  for 
travel,  seminar  series,  and  other  development  activities. 

Until  a  state's  barriers  can  be  addressed  in  such  a  way  as  to  effect  change,  there  is  no 
strong  research  infrastructure  to  encourage  and  support  ongoing  research.  For  these  reasons  an 
EPSCoR  program  should  specify  broad  areas  in  keeping  with  an  agency's  mission,  but  the  state 


1  Alabama,  Arkansas,  Idaho,  Kansas,  Kentucky,  Louisiana,  Maine,  Mississippi,  Montana,  Nebraska, 
Nevada,  North  Dakota,  Oklahoma,  South  Carolina,  South  Dakota,  Vermont,  West  Virginia,  Wyoming,  and 
the  Commonwealth  of  Puerto  Rico. 
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EPSCoR  Committee  should  be  able  to  determine  the  scientific  research  which  it  will  propose  and 
budget  new  funds  where  needed. 

EPSCoR  in  Mississippi 

The  State  of  Mississippi  has  a  vigorous  EPSCoR  program.  The  Mississippi  Research 
Consortium,  the  State's  EPSCoR  Committee,  has  adopted  five  objectives  for  the  development  of 
EPSCoR  projects  in  Mississippi.  These  objectives  are:  (1)  to  establish  a  research  agenda  that 
gives  direction  to  present  EPSCoR  research  components  and  provides  necessary  support  for  their 
growth;  (2)  to  create  a  critical  mass  of  scientists  by  implementing  inter-disciplinary  links,  thereby 
addressing  identified  barriers  to  research  through  the  sharing  of  resources;  (3)  to  strengthen  the 
scientific  community  by  working  with  other  on-going  programs  and  by  stimulating  the  human 
resource  pool  in  the  state  to  become  actively  involved  in  the  research  and  education  process;  (4) 
to  expand  the  EPSCoR  model  to  other  areas  of  research  in  the  state  to  assist  near-competitive 
researchers  in  other  disciplines;  and  (5)  to  establish  technology  transfer  to  appropriate  user  groups 
by  developing  stronger  research  links  with  other  research  communities  and  by  creating 
mechanisms  for  commercial  linkages  for  support  of  university-based  research. 

The  Mississippi  EPSCoR  program  has  been  a  stimulus  for  scientific  research  and 
education  in  our  State.  EPSCoR,  as  initiated  by  the  National  Science  Foundation,  has  helped 
Mississippi  to: 

-  form  a  critical  mass  of  scientists  to  ensure  competitive  research  within  our  universities; 

-  provide  the  Mississippi  Research  Consortium  with  the  tools  to  lead  our  State's  research 
infrastructure  initiatives; 

-  strengthen  research  and  institutional  interactions  within  the  State  as  well  as  enhanced 
activities  with  federal  agencies; 

-  expand  the  consortium  to  link  with  other  State  institutions  to  provide  opportunities  in 
encouraging  the  development  of  human  resources. 

IDeA 

Mr.  Chairman,  NTH  submitted  a  "Plan  to  Strengthen  the  Competitiveness  of  Selected 
States  for  Research  Funding"  in  1991  at  the  request  of  this  Subcommittee.  Last  year,  Congress 
passed  the  NIH  Revitalization  Act  (PL.  103-43)  which  directed  NIH  to  establish  a  program  to 
enhance  the  competitiveness  of  biomedical  researchers  in  states  with  historically  low  success 
rates.  As  a  result,  NIH  established  an  EPSCoR-like  program  called  the  Institutional  Development 
Award  (IDeA)  at  the  National  Center  for  Research  Resources.  The  IDeA  program  is  a  merit- 
based,  peer  reviewed  program  intended  to  broaden  the  geographical  distribution  of  NIH  funding 
for  biomedical/behavioral  research.  Primary  goals  of  the  IDeA  program  are  to  enhance  the 
competitiveness  of  research  institutions  in  IDeA  eligible  states  for  NIH  funded  grants  and    to 
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increase  the  probability  of  long-term  growth  of  NIH  competitive  funding  to  investigators  at 
institutions  from  these  eligible  states.  The  program  is  similar  to  the  EPSCoR  program  initiated  by 
the  National  Science  Foundation. 

In  order  to  build  the  medical  and  biotechnical  research  environment  on  both  institutional 
and  state-wide  levels,  NCRR  has  encouraged  participants  in  the  IDeA  program  to  propose 
innovative  research  activities  that  will  stimulate  sustainable  improvements  in  the  capacities  of 
institutions  in  eligible  states  to  compete  successfully  for  NIH  funds  and  will  result  in  enhanced 
research  competitiveness  of  the  institutions  in  future  years.  Examples  of  activities  include: 
development  of  infrastructure  necessary  for  multidisciplinary  approaches  for  conducting  broad- 
based  research;  faculty  development;  and  mentoring  of  junior  faculty  as  they  participate  in 
research  projects. 

Last  year  NCRR  selected  the  first  six  recipients  for  $785,000  in  grants,  funds  that  were 
appropriated  in  FY93.  Those  states  are:  South  Carolina,  Maine,  Oklahoma,  Idaho,  Wyoming,  and 
Montana.  NCRR  recently  began  the  competitive  process  for  the  IDeA  program  funded  at  a  similar 
level  in  FY94. 

Mississippi  is  very  interested  in  this  round  of  competition.  Our  objective  (achieving 
sustainable  improvements  in  the  biomedical  research  environment  at  our  four  research 
universities)  will  be  accomplished  by  using  IDeA  funding  for  a  concerted  plan  of  faculty 
development  that  involves  the  acquisition  of  specific  technologies  applicable  to  research  in 
infectious  diseases. 

The  Coalition  of  EPSCoR  States  commends  the  Subcommittee  and  NIH  for  providing 
funding  to  enable  NCRR  to  continue  the  implementation  of  the  IDeA  program  to  strengthen 
research  competitiveness  in  designated  states.  The  Coalition  endorses  the  Subcommittee's 
directive  to  NIH  that  all  planning  proposals  and  institutional  development  award  applications  be 
submitted  through  the  state  EPSCoR  Committees  because  we  agree  that  these  state-based 
improvement  mechanisms  are  essential  to  the  success  of  any  EPSCoR  program.  Likewise,  we 
agree  that  it  is  essential  for  the  National  Institutes  of  Health  to  work  closely  with  the  National 
Science  Foundation  in  implementing  this  program. 

The  Coalition  notes  that  the  1991  NTH  report  proposed  a  more  vigorous  program.  NIH 
proposed  that  the  appropriate  funding  level  for  this  program  in  its  first  year  should  be  $2  million, 
and  $15  million  in  its  second  year.  This  Subcommittee  was  instrumental  in  directing  NIH  to 
allocated  $1.5  million  for  IDeA  in  its  first  two  years.  In  order  to  restore  this  program  to  the 
vigorous  level  of  participation  initially  recommended,  the  Coalition  of  EPSCoR  States 
recommends  that  the  Subcommittee  provide  $15,000,000  to  NCRR  in  FY  1995  for  the  IDeA 
program. 

The  Mississippi  EPSCoR  program  is  breaking  new  ground  by  bringing  together  scientists 
and  academics  at  our  universities  and  colleges.  The  NIH-EPSCoR  program  holds  great  potential 
for  our  four  research  universities  and  for  the  Mississippi  Medical  Center.  This  is  an  exciting 
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program  with  great  potential  benefit  for  states  such  as  Mississippi,  Arkansas,  Nevada,  North 
Dakota,  and  South  Carolina.  The  Coalition  of  EPSCoR  States  believes  it  will  produce  solid 
results  in  education  and  scientific  research  for  the  participating  states  and  the  Nation  as  a  whole. 

Indirect  Cost  Pause 

In  closing,  I  would  like  to  touch  on  the  subject  of  the  Administration's  proposal  to  delay, 
for  one  year,  any  increases  in  overhead  payments  for  federal  research  grants  to  universities  and 
non-profit  organizations.  The  Coalition  of  EPSCoR  States  is  concerned  that  the  proposed  "pause" 
would  have  the  unintended  effect  of  penalizing  universities  in  states  that  are  attempting  to  build 
and  expand  their  research  enterprise.  The  purpose  of  the  NSF's  Experimental  Program  to 
Stimulate  Competitive  Research  and  related  programs  such  as  NIH's  Institutional  Development 
Awards  is  to  help  states  to  develop  a  high  quality  science  and  technology  base.  If  EPSCoR  works 
as  it  is  intended  to,  it  is  logical  to  assume  that  universities  in  our  states  will  experience  an  increase 
in  federally-funded  research.  The  proposed  "pause"  in  cost  recovery  could  very  well  stifle  just  the 
kind  of  growth  and  improvement  EPSCoR  and  IDeA  were  designed  to  stimulate  in  our 
universities.  The  Coalition  urges  the  Subcommittee  to  seriously  evaluate  this  type  of  unintended 
consequence  of  the  Administration's  proposal. 

The  Coalition  appreciates  the  continued  leadership  of  the  members  of  this  Subcommittee. 
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THE  NEW  YORK  STATE  OFFICE  FOR  THE  AGING 

on 

"The  Unmet  Need  for  Aging  Services  — 
Adequate  Funding  is  Required" 


PRESENTED  TO 


House  Subcommittee  on  Labor,  Health  and  Human  Services, 
Education  and  Related  Agencies 


by 


Jane  G.  Gould 
Director,  New  York  State  Office  for  the  Aging 


May  6,  1994 
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Thank  you  for  the  opportunity  to  provide  testimony  on  the  need  for  adequate 
funding  for  Older  Americans  Act  and  Low-Income  Home  Energy  Assistance 
programs  for  Federal  Fiscal  Year  (FFY)  1995. 

OLDER  AMERICANS  ACT  PROGRAMS  AND  SERVICES 

Since  1965,  Older  Americans  Act  programs  have  provided  vital  home  and 
community-based  services  including  home-delivered  and  congregate  meals, 
home  care,  adult  day  care,  respite,  information  and  referral, 
transportation,  employment,  and  a  range  of  protective  services  including 
legal  assistance,  elder  abuse  prevention  and  ombudsman  programs.  Yet 
Federal  funding  for  these  programs  has  lagged  farther  and  farther  behind 
the  increasing  needs  of  the  growing  elderly  population  in  New  York  State 
and  across  the  Nation. 

GROWING  ELDERLY  POPULATION:  The  elderly  population  continues  to  grow  at  a 
faster  rate  than  other  population  groups  as  life  expectancy  increases. 
During  the  1980 's  New  York  State's  over  60  population  increased  by  6 
percent,  and  those  over  age  85  increased  by  29  percent.  Every  five  years 
we  expect  that  the  over  60  population  will  increase  by  more  than  2  percent, 
those  over  age  75  by  close  to  10  percent,  and  those  aged  85  and  over  by  as 
much  as  20  percent.  Older  minorities  and  women  will  continue  to  make  up  a 
large  part  of  this  population.  Today  as  many  as  650,000  of  New  York's 
elderly  are  impaired  by  chronic  health  conditions  and  require  some  level  of 
assistance  in  performing  basic  activities  of  daily  living. 

UNMET  NEED  FOR  AGING  SERVICES:  Area  Agencies  on  Aging  in  New  York  State 
ranked  homemaker/personal  care  and  housekeeper/chore  at  the  top  of  the  list 
of  unmet  needs  in  their  response  to  a  survey  of  unmet  need  for  supportive 
services,  nutrition  services  and  multi-purpose  senior  centers  conducted  in 
1989.  The  "top  ten"  also  included  the  following  service  categories: 
transportation,  respite,  adult  day  care,  housing,  case  management, 
outreach,  home-delivered  meals,  and  residential  repair  service. 

While  that  survey  concentrated  on  the  unmet  need  for  supportive  and 
nutrition  services,  our  Office  has  also  developed  more  specific  estimates 
of  the  unmet  need  for  nutrition  and  home  care  services. 

Nutrition  Services:  The  following  chart  summarizes  the  unmet  nutritional 
need  in  1993  for  two  target  populations:  1)  the  general  frail  elderly 
population  at-risk  due  to  hunger,  malnutrition  or  nutrition-related 
illnesses,  and  2)  the  subpopulation  of  frail  elderly  who  specifically  need 
home-delivered  meal  services. 
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Estimated  Number  of  Frail  Elderly  People  With  Unmet  Need 

for  Meals  and  Nutrition  Services  in  New  York  State  in  1993 

(rounded  to  the  nearest  thousand) 


Item 


1.  Estimated  #  of  Frail 
Elderly  At  Risk 

2.  Meals  Caseload 

3.  Unmet  Need:  Item  1-2 

4 .  Percent  of  At  Risk 
Population  Unserved 


Unmet  Need  for 
Congregate  or 
Home-Delivered 
Meal  Services 


528,000 
140,000 
388,000 

75% 


Unmet  Need  for 
Home-De 1 i vered 
Meal  Services 
Only 


255,000 

3  5,000 

220,000 

86% 


Note:  Estimates  do  NOT  reflect  either  the  higher  risk  associated  with  the 
rapidly  growing  minority  elderly  population,  or  the  need  associated  with 
temporary  impairment  from  acute  illness  or  early  discharge  from  hospitals. 

This  chart  shows  that: 

•  Approximately  528,000  people  age  60  or  older  are  at  immediate  nutritional 
risk  and  require  meals  and  nutrition  services.  This  group  represents  17 
percent  of  the  State's  60-plus  population.  Among  this  at-risk  group, 
approximately  255,000,  or  8  percent  of  the  State's  60-plus  population, 
are  high-risk  elderly  who  need  home-delivered  meal  services. 

•  The  average  daily  caseload  is  140,000  elderly  people  who  receive  meals 
and  nutrition  services  under  the  nutrition  programs  funded  by  the  federal 
Older  Americans  Act,  supplemented  by  the  State  Community  Services  for  the 
Elderly  Program  and  the  State  Supplemental  Nutrition  Assistance  Program 
(SNAP)  .  (New  York  State  is  the  only  state  that  has  created  a  frail 
elderly  nutrition  program  funded  solely  with  State  General  Revenue 
Funds.)  This  is  26  percent  of  the  need  for  meals  and  nutrition  services, 
down  from  29  percent  in  1991. 

•  Statewide,  an  average  of  220,000,  or  86  percent  of  exceptionally  high- 
risk  elderly  need  home-delivered  meals  but  are  not  receiving  them  under 
Title  III-C-2  of  the  Older  Americans  Act  or  SNAP. 

These  figures  dramatically  show  that  the  Aging  Services  Network  is  able  to 
serve  only  25  percent  of  the  frail  elderly  population  at  nutritional  risk, 
and  only  14  percent  of  those  in  immediate  need  of  home-delivered  meal 
services  using  both  Federal  and  State  resources. 

Annually,  this  Office  is  unable  to  provide  intervention  for  an  estimated 
220,000  nutritionally  high  risk  elderly  who  need  home-delivered  meal 
services.  These  people  are  among  the  State's  most  fragile  citizens  and 
cannot  be  served  in  congregate  settings.   They  are  at  immediate  risk  from 
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hunger,  malnutrition  and  nutrition-related  illnesses,  and  their  needs  place 
the  greatest  demands  on  the  State's  health  and  long  term  care  systems. 

The  State  Office  for  the  Aging  also  conducted  a  survey  of  New  York  State 
Area  Agencies  on  Aging  in  June  1992.  We  requested  information  on  waiting 
lists  for  homemaker/personal  care,  housekeeper/ chore,  case  management, 
transportation  and  home-delivered  meals.  Responses  from  98  percent  of  the 
programs  indicated  that  over  2,400  nutritionally  at-risk  older  people  are 
currently  assessed  as  eligible  for  home-delivered  meals  service  but  were 
put  on  waiting  lists,  some  for  up  to  26  weeks.  In  spite  of  cutbacks  in 
outreach  services,  the  numbers  of  elderly  on  waiting  lists  are  growing  and 
the  length  of  time  waiting  is  increasing. 

Nutrition  services  provide  critical  support  to  the  frail  elderly  and  their 
caregivers.  A  home-delivered  meal  can  often  enable  an  older  person  to 
remain  in  the  community  -  an  outcome  that  is  preferred  by  older  people  and 
their  families  -  while  eliminating  or  delaying  the  need  for  more  costly 
institutional  care.  Promoting  self-sufficiency  by  providing  home-delivered 
meals  and  other  nutrition  services  is  essential  for  serving  the  Nation's 
frail  elderly  population  in  a  humane  and  cost-effective  manner.  It  avoids 
the  unnecessary  expenditures  that  might  otherwise  occur  due  to 
hospitalization  and  premature  institutionalization. 

Home  Care:  In  addition  to  the  unmet  need  for  nutrition  services,  similar 
needs  exist  for  those  elderly  in  need  of  home  care.  An  estimated  477,000 
functionally  impaired  older  New  Yorkers  are  in  need  of  home  care  due  to 
their  impaired  functioning  and  inability  to  be  kept  safely  at  home  (based 
on  1990  Census  data  and  national  dependency  rates  [Weissert,  Journal  of 
Public  Health,  1991]).  These  477,000  impaired  elderly  are  potentially 
eligible  for  home  care  services,  but  many  have  their  needs  met  through 
other  sources  such  as  family  and  friends,  and  in  some  cases,  from  services 
under  Medicaid  and  from  private  home  health  agencies.  Yet,  an  estimated 
100,000  impaired  elderly  New  Yorkers  are  currently  unserved  or  underserved. 
They  need  case  management  and  home  care  services  to  remain  in  their  own 
homes  and  prevent  more  costly  intervention,  including  institutional 
placement. 

Area  Agencies  report  that  an  increasing  number  of  elderly  are  being  placed 
on  waiting  lists  for  home  care  due  to  the  increasing  demand  for  these 
services.  This  occurs  despite  the  availability  of  limited  funding  from 
Title  III-D  as  well  as  significant  State  funding  from  the  Expanded  In-Home 
Services  for  the  Elderly  Program. 

In  the  1992  survey,  86  percent  (48  out  of  56)  of  the  Area  Agencies  on  Aging 
reported  waiting  lists  for  home  care  services.  Statewide,  more  than  5,700 
persons  were  reported  waiting  for  services,  including  almost  1,600  persons 
waiting  for  case  management  and  almost  4,200  persons  waiting  for  home  care 
services.  The  average  waiting  time  for  home  care  services  was  13  weeks, 
ranging  from  a  low  of  one  week  to  a  high  of  75  weeks.  Fifty-six  percent  of 
Area  Agencies  on  Aging  reported  a  waiting  period  of  at  least  three  months. 
Seventy-three  percent  of  the  agencies  reported  that  the  waiting  list  for 
home  care  services  is  increasing,  and  another  twenty-six  percent  reported 
no  change.  Eighty-three  percent  attribute  these  waiting  lists  at  least  in 
part  to  insufficient  funds. 
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Waiting  lists  do  not  tell  the  whole  story,  however.  The  waiting  list 
information  substantially  understates  the  number  of  eligible  elderly  who 
would  be  served  but  for  the  limited  funding  available.  While  lists 
identify  demand  for  service,  as  well  as  need  (everyone  on  a  waiting  list 
has  been  found  eligible)  ,  they  are  limited.  For  example,  some  Area 
Agencies  restrict  the  length  of  the  waiting  list  they  maintain,  and  other 
agencies  may  stop  referring  additional  clients  and  reguests  for  assistance 
because  they  know  that  services  are  currently  not  available  to  new  clients. 
Many  Area  Agencies  also  shut  down  outreach  and  intake  when  no  additional 
clients  can  be  served  at  current  funding  levels.  Thus  the  demographically 
derived  data  present  a  more  comprehensive  picture  of  unmet  need  for 
nutritional  and  home  care  services. 

NEED  FOR  FEDERAL  FUNDING:  The  following  are  the  minimum  levels  needed  to 
sustain  current  home  ana  community-based  programs  for  the  most  vulnerable 
and  low-income  elderly: 

Requested  Increase  in  Older  Americans  Act  Appropriations  for  FFY  1995 

(Amounts  in  millions) 

Title 


FFY  1994 

Requested  Funding 

Appropriations 

for  FFY  1995 

S   16.06 

S  18.25* 

1.00 

3.00* 

306.71 

315.91 

375.81 

387.08 

93.67 

96.47 

7.06 

7.29 

17.03 

17.54 

25.83 

29.70 

410.50 

422.82 

16.90 

17.41 

4.37 

4.50 

4.65 

4.79 

-0- 

2.06 

2.00 

2.06 

II  AoA  Administration 

white  House  Conference  on  Aging 

III-B  Supportive  Services 

III-C-1  Congregate  Meals 

III-C-2  Home  Delivered  Meals 

III-D  In-Home  Services 

III-F  Preventive  Health 

IV  Research,  Training,  Demonstrations 

V  Senior  Community  Employment 

VI  Native  Americans 
VII-B  Ombudsman  Services 
VII-C  Elder  Abuse  Prevention 
VII-D  Legal  Assistance 
VII-E  Outreach,  Counseling 

*  As  reguested  by  the  Clinton  Administration 

These  requested  funding  levels  represent  only  a  3  percent  increase  for  most 
programs,  and  reflect  only  the  estimated  rate  of  inflation  for  1994.  They 
do  not  take  into  consideration  the  growth  of  the  older  population  nor  do 
they  incorporate  needed  improvements  or  expansions  of  services.  These 
modest  increases  are  a  conservative,  but  necessary,  step  toward  maintaining 
services  for  older  Americans  most  in  need. 

Despite  increases  in  the  older  population,  funding  for  the  Older  Americans 
Act  programs  has  declined  in  real  terms  by  over  30  percent  since  1980. 

Even  with  increases  in  state  and  local  funding  and  contributions  from 
participants,  long  waiting  lists  exist  for  many  aging  services  in  New  York 
State  and  throughout  the  country. 

Programs  operating  through  the  Older  Americans  Act  provide  vital  support 
for  those  elders  who  are  at  significant  risk  of  losing  their  ability  to 
remain  independent  in  their  own  homes  and  communities.  These  services  help 
older  persons  avoid  costly  institutionalization  in  long  term  care 
facilities. 
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Services  for  older  persons  is  a  family  issue.  It  is  also  a  core 
responsibility  of  the  federal  government.  Millions  of  American  families 
provide  the  majority  of  care  and  support  for  an  older  parent  or  relative. 
Yet  too  often,  family  caregivers  are  themselves  low-income  and  cannot 
afford,  or  are  unable  to  locate,  alternative  services.  The  growing  lack  of 
community  services  for  older  Americans  has  been  a  critical  issue  for  older 
persons,  for  caregivers,  and  for  employers.  Providing  a  stronger  federal 
investment  in  these  programs  is  essential  if  we  are  to  meet  the  needs  of 
our  older  population  now  and  in  the  future. 

CONTINUATION  OF  LIHEAP  AT  THE  CURRENT  FUNDING  LEVEL 

The  Low-Income  Home  Energy  Assistance  Program  (LIHEAP)  administered  by  the 
Department  of  Health  and  Human  Services,  provides  funds  to  low-income 
households  to  meet  their  energy  -  principally  heating  and  cooling  -  needs. 
Eligible  households  receive  payments  which  vary  by  region  or  fuel  type. 

The  President's  budget  request  of  $730  million  would  result  in  a  reduction 
of  $707  million  next  year  below  the  current  appropriation  for  LIHEAP.  This 
recommendation  would  translate  into  the  loss  or  drastic  reduction  of 
heating  or  cooling  assistance  for  millions  of  low-income  households. 
Moreover,  such  reductions  pose  a  risk  of  hypothermia  and  heat  stroke  which 
add  to  health  care  costs  and  threaten  lives.  At  a  time  when  the  Nation  has 
experienced  one  of  the  most  severe  winters  on  record,  LIHEAP  assistance 
should  be  increased,  not  reduced. 

While  the  need  is  much  greater,  I  support  an  appropriation  of  $1,437 
billion  for  LIHEAP.  Even  at  this  level  the  program  will  reach  only 
slightly  more  than  one-fourth  of  all  eligible  households.  LIHEAP  benefits 
are  particularly  critical  for  low-income  families  and  elderly  on  fixed 
incomes  or  public  assistance. 

LIHEAP  has  developed  into  one  of  the  most  successful  and  accepted  programs 
for  non-Public  Assistance  (NPA)  elderly  who  are  trying  to  maintain  their 
homes  and  remain  independent.  It  is  often  the  only  safety  net  for  these 
low-income  elderly.  Moreover,  contact  with  Area  Agencies  on  Aging  for 
LIHEAP  benefits  provides  additional  opportunities  for  NPA  elderly  to  learn 
about  other  programs  and  services  that  can  help  delay  or  prevent  costly 
institutional  placement. 

New  York  State,  primarily  through  its  Area  Agencies  on  Aging,  administers 
the  Weatherization  Referral  and  Packaging  Program  funded  by  LIHEAP.  The 
program  combines  payment  assistance  for  those  with  unmanageably  high  energy 
costs,  and  the  holistic  approach  of  packaging  weatherization  and  other 
conservation  services.  By  targeting  those  most  in  need  and  leveraging 
additional  resources,  LIHEAP/Packaging  moves  us  closer  to  eliminating  the 
causes  of  high  energy  costs,  thus  justifying  these  expenditures  in  a  time 
of  difficult  fiscal  choices. 

The  lack  of  adequate  home  and  community  services  for  older  Americans  is  a 
critical  concern.  Thus,  I  strongly  urge  you  to  take  a  leadership  role  in 
supporting  funding  through  the  Older  Americans  Act  and  LIHEAP  to  meet  these 
growing  needs  in  our  society.  I  appreciate  your  past  efforts  to  provide 
additional  funding  for  these  critical  programs.  And,  I  trust  that  the 
modest  requested  increases  for  Older  Americans  Act  programs  and  the 
continuation  of  LIHEAP  at  its  current  funding  level  will  receive  your 
favorable  consideration  during  the  FFY  1995  appropriation  process. 

Thank  you 
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Statement  of 

THE  UNITED  STATES  CATHOLIC  CONFERENCE 
presented  to 


The  House  of  Representatives 

Appropriations  Subcommittee  on  Labor 

Health  and  Human  Services, 

Education  and  Related  Agencies 


The  Honorable  Neal  Smith,  Acting  Chairman 


in  support  of 


THE  FY  1995  APPROPRIATION  FOR  CAPITAL  EXPENSES  IN 
THE  CHAPTER  1  PROGRAM,  P.L.  100-297 


Friday,  May  6,  1994 
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The  United  States  Catholic  Conference  (USCC)  speaks  on  behalf  of  the  nation's  more  than  8,500 
Catholic  elementary  and  secondary  schools,  2.6  million  students,  153,000  professional  educators 
and  the  millions  of  parents  who  support  them.  We  urge  you  to  provide  the  full  $41.4  million 
recommended  in  President  Clinton's  FY'95  budget  for  the  Chapter  1  "Capital  Expenses" 
provision  of  the  Elementary  and  Secondary  Education  Act.  In  addition,  it  should  be  noted  that 
the  House,  in  passing  H.R.  6,  authorized  the  amount  of  $41.4  million  for  "Capital  Expenses" 
in  FY'95  (Sec.  1002  (5)).  These  funds  are  needed,  as  a  matter  of  justice,  to  restore  Chapter  1 
services  to  eligible  nonpublic  school  students  who  have  been  deprived  of  them  since  the  Supreme 
Court's  Felton  decision  in  1985. 

We  wish  to  take  this  opportunity  to  thank  Acting  Chairman  Smith,  the  ranking  minority  member, 
Mr.  Porter,  and  each  member  of  the  Committee,  for  their  efforts  to  restore  full  Chapter  1 
services  to  all  eligible  nonpublic  school  students.  We  would  like  to  take  this  opportunity  to 
recognize  the  great  efforts  of  the  former  Chairman  of  this  committee,  the  Honorable  William 
H.  Natcher  of  Kentucky,  to  secure  through  this  legislation  the  restoration  of  services  to 
disadvantaged  students  in  nonpublic  schools  as  a  matter  of  justice.  Chairman  Natcher's  death 
earlier  this  year  ended  a  distinguished  career  in  public  service  and  is  Congress's  and  our  nation's 
loss.  Since  1988,  your  support  has  secured  annual  appropriations  for  Capital  Expense  Funds 
beginning  with  $19.8  million  in  FY' 89  to  $41.4  million  in  FY'94.  These  funds  have  been  very 
critical  to  the  task  of  restoring  full  Chapter  1  services  after  Felton. 

CHAPTER  1  AND  CATHOLIC  SCHOOLS: 

In  Chapter  1 ,  the  federal  government  demonstrates  its  determination  to  help  students  overcome 
the  disadvantages  of  both  lower  income  environment  and  educational  ability.  The  extra  resources 
Chapter  1  provides  are  a  valued  supplement  to  the  instruction  Catholic  schools  provide,  most 
especially  in  inner  city  schools.  It  is  particularly  egregious  when  students  eligible  for  such 
services,  who  would  receive  those  services  if  enrolled  in  a  public  school,  are  deprived  of  them 
solely  because  they  attend  Catholic  schools.  Parents  should  not  be  obliged  to  choose  between 
Chapter  1  services  and  the  quality  of  education  available  in  Catholic  schools.  Depriving  students 
of  such  essential  services,  simply  because  they  attend  religiously  affiliated  schools,  damages  the 
students  and  our  nation.  This  Committee,  and  Congress,  have  repeatedly  shown  that  they  share 
our  concern. 

Catholic  schools  have  demonstrated  a  particular  success  with  the  students  Chapter  1  attempts  to 
serve.  In  a  number  of  states,  Catholic  schools  have  a  higher  percentage  of  minority  students  than 
their  public  school  counterparts.  Nationally,  over  23  percent  of  Catholic  school  students  are  from 
ethnic  or  racial  minorities,  a  figure  comparable  to  the  public  schools  nationally.  A  very  high 
percentage  of  these  students  are  not  Catholic. 

Catholic  schools  have  an  enviable  record  for  effective  teaching.  The  drop-out  rate  in  Catholic 
high  schools  is  less  than  4  percent;  more  than  83  percent  of  Catholic  high  school  graduates  go 
on  to  postsecondary  education.  Minority  Catholic  school  students,  in  particular,  have  higher 
achievement  scores  than  similar  students  in  other  schools  in  reading  and  math  tests  administered 
as  part  of  the  National  Assessment  of  Academic  Progress  (NAEP)  over  the  past  decade. 
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Catholic  school  Chapter  1  students  are  particularly  concentrated  in  the  lowest  income 
communities.  The  current  Chapter  1  implementation  study  found  that  53  percent  of  nonpublic 
school  students  are  in  the  most  poverty-impacted  quartile  of  school  districts,  compared  to  45 
percent  of  public  school  Chapter  1  students.  Nonpublic  school  Chapter  1  students  are  more  likely 
to  live  in  the  most  poverty-impacted  districts  in  the  country  than  public  school  Chapter  1 
students. 

NEED  FOR  CAPITAL  EXPENSE  FUNDS: 

In  1985,  the  U.S.  Supreme  Court  held,  in  Aguilar  v  Felton.  that  public  school  Chapter  1 
teachers  could  not  enter  the  premises  of  religiously  affiliated  nonpublic  schools  in  order  to 
provide  Chapter  1  services.  Administrators  had  to  quickly  devise  off-site  methods  of  serving 
approximately  185,000  students.  A  major  obstacle  was  the  cost  associated  with  the  rent, 
purchase  or  maintenance  of  facilities  and  similar  capital  expenses. 

There  is  disagreement  over  the  precise  number  of  students  served,  or  those  who  were  eligible 
but  lost  services,  or  those  who  should  have  been  served,  but  never  were.  But  all  agree  that 
services  have  not  recovered  to  the  pre-Felton  numbers.  The  most  recent  year  for  which  reliable 
data  is  available  from  the  U.S.  Department  of  Education  shows  the  recovery  reached 
approximately  157,500.  The  Department  estimates  that  the  program  is  still  not  reaching 
approximately  25,000  nonpublic  school  students. 

Congress  stated  that  its  intent  with  the  Capital  Expense  provision  was  "to  restore  the  degree  of 
participation  of  private  school  children  in  Chapter  1  as  close  as  possible  to  the  time  before  the 
Aguilar  decision." 

PROBLEMS  WITH  USE  OF  CAPITAL  EXPENSE  FUNDS: 

Capital  Expense  funds  are  needed  to  sustain  the  degree  of  recovery  that  has  been  attained,  and 
to  expand  that  recovery  to  include  all  the  students  who  should  be  served.  But  it  appears  that  even 
when  funds  are  available,  they  are  not  necessarily  being  used  to  maximize  services  to  students. 

There  is  a  clear  failure  to  set  appropriate  priorities.  States  are  still  using  these  funds  to 
reimburse  districts  for  prior  expenditures.  A  number  of  states  returned  unspent  Capital  Expense 
funds  but  other  states  easily  used  these  returned  funds.  Some  LEA's,  particularly  small  and  rural 
districts,  do  not  qualify  for  enough  funds  to  purchase  adequate  facilities  for  providing  services. 

The  question  of  program  quality  is  of  equal  importance.  There  is  a  serious  concern,  expressed 
in  the  report  from  the  Congressionally  mandated  National  Assessment  of  Chapter  1  Independent 
Review  Panel,  that  in  many  instances  the  quality  of  services  delivered  is  markedly  inferior  to 
what  is  needed  for  the  program  to  succeed  in  making  an  educational  difference.  While  some 
programs  are  very  good,  many  are  clearly  troubled. 
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All  programs  require  that  the  student  is  to  be  "pulled  out"  of  the  home  classroom.  There  is 
common  agreement  that  this  approach,  even  in  public  schools,  is  disruptive  of  sound  educational 
progress.  Programs  that  take  place  outside  the  school,  where  students  must  travel,  are  especially 
disruptive  and  even  physically  dangerous.  A  1993  GAO  study  found  parental  rejection  of 
services  is  another  major  problem.  Much  of  this  rejection  is  based  on  the  parental  evaluation  that 
the  services  offered  are  viewed  to  be  of  poor  quality  or  disruptive  to  the  student's  overall 
education. 

The  use  of  computers  has  expanded  rapidly.  The  use  of  computers  requires  close  evaluation.  To 
be  most  effective,  computers  need  to  be  integrated  into  the  total  curriculum.  Unless  regular 
classroom  teachers  have  access  to  computer  resources,  the  computer  cannot  become  an  integral 
part  of  the  student's  course  of  study.  Often  the  placement  of  the  computers  forbids  the  presence 
of  a  teacher,  and  the  teacher  aide  who  is  present  may  not  be  involved  in  actual  instruction.  The 
computer  programs  often  only  provide  basic  education,  rather  than  providing  challenging 
educational  opportunities  for  the  student. 

Finally,  nonpublic  school  students  with  restored  services  receive  assistance  an  average  of  only 
3.5  days  a  week,  compared  to  5  days  in  the  public  school  program.  The  shorter  program  is 
predictably  less  effective,  especially  when  set  in  the  context  of  the  difficulties  Chapter  1  teachers 
have  in  planning  and  consulting  with  the  nonpublic  school  student's  regular  classroom  teacher. 

CONCLUSION: 

We  urge  the  Committee  to  recommend  the  full  funding  of  the  Capital  Expense  funds 
appropriation  request  of  $41.4  million  as  found  in  President  Clinton's  FY'95  budget  proposal, 
an  amount  equal  to  that  appropriated  in  the  FY'94  budget  and  as  authorized  by  the  House  in 
passing  H.R.  6  in  March,  1994.  We  also  urge  that  the  Committee  consider  fully  funding  Chapter 
1,  as  well  as  work  to  improve  the  operation  of  Chapter  1  programs,  in  order  to  be  better  able 
to  reach  all  eligible  public  and  nonpublic  school  students,  and  to  provide  programs  and  services 
of  the  highest  quality  possible. 
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UNITED  STATES  HOUSE  OF  REPRESENTATIVES 

SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES,  EDUCATION  AND 

RELATED  AGENCIES 

PRESENTATION  BY:   NATIONAL  ASSOCIATION  OF  ANOREXIA  NERVOSA  AND  ASSOCIATED 

DISORDERS  -  ANAD 

BOX  7,  HIGHLAND  PARK,  ILLINOIS   60035  708/831-3438 

VIVIAN  HANSON  MEEHAN,  PRESIDENT  MAY  1,  1994 


ANAD  is  America's  oldest  national  non-profit  organization  founded  in  1976,  dedicated  to 
preventing  anorexia  nervosa  and  related  illnesses  and  to  providing  free  support  services  for 
victims  and  their  families. 

An  illness  that  strikes  hundreds  of  thousands  of  American  children  by  age  10,  that  kills  six 
percent  of  serious  cases,  that  is  costly  to  treat  and  is  at  epidemic  levels  deserves  the 
humanitarian  consideration  of  everyone  concerned  with  the  health  of  our  country.   This 
emerging  profile  of  eating  disorders  demonstrates  a  present  danger  to  victims,  families 
and  to  our  nation. 

Anorexia  nervosa,  bulimia  and  related  eating  disorders  cause  immeasurable  human  suffering. 
The  seven  million  women  and  one  million  male  victims  come  from  every  segment  of  society  - 
adults  and  children,  rich  and  poor,  all  nationalities  and  all  minorities. 

According  to  ANAD  studies,  86  percent  of  victims  report  the  onset  of  their  illness  by  age 
20:  10  percent  report  the  onset  at  10  years  or  younger,  33  percent  report  the  onset  between 
11  and  15  years  old  and  43  percent  become  ill  between  ages  16  to  20. 

For  30  percent,  the  duration  of  the  illness  is  from  one  to  five  years  and  for  another  47  percent 
the  duration  is  from  six  to  15  years.   It  is  estimated  that  six  percent  of  serious  cases  die. 
Total  cure  is  possible,  but  only  50  percent  report  reaching  this  goal,  which  explains  the 
vast  population  of  victims  who  are  now  in  their  twenties,  thirties  or  older.   Early  detection 
and  treatment,  especially  within  the  first  year,  is  a  strong  factor  in  a  person's  recovery. 
The  cost  of  treatment  for  anorexia  nervosa  and/or  bulimia  is  often  expensive.   Large  numbers 
of  victims  need  extensive  medical  and  psychological  monitoring. 

No  state  in  the  nation  provides  its  citizens  with  adequate  programs  to  combat  anorexia 
nervosa,  bulimia  or  binge  eating  disorder.   Very  few  schools  or  colleges  have  extensive  pro- 
grams to  educate  our  youth  about  the  dangers  of  eating  disorders.   By  contrast,  every  state 
and  thousands  of  schools  have  extensive  programs  seeking  to  prevent  alcoholism  and  drug 
abuse.   The  value  of  such  programs,  especially  education  programs,  has  been  proven  and 
accepted  into  school  curricula. 

The  immense  suffering  surrounding  eating  disorders,  the  high  cost  of  treatment  and  the 
longevity  of  these  illnesses  provide  compelling  reasons  that  vastly  expanded  education  programs 
be  implemented  to  prevent  anorexia  nervosa  and  related  disorders.   Since  86  percent  of  victims 
report  the  onset  of  their  illness  by  age  20,  education  programs  should  focus  on  young  people 
in  order  to  maximize  efforts  to  prevent  these  terrible  illnesses. 

Prevention  programs  for  primary,  junior  and  high  schools  should  include  education  of  students, 
faculty  and  parents  to  present  food  and  eating  in  a  positive  way  and  return  to  children  their 
own  innate  ability  for  their  bodies  to  identify  the  foods  they  need  to  be  healthy.   Parents 
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need  support  and  education,  too.   Children  learn  from  parents  and  adults  who  are  often 
in  the  grips  of  weight  loss  programs  and  may  not  be  able  to  dispense  appropriate  infor- 
mation about  the  needs  of  children  whose  growth  and  health  issues  are  entirely  different 
from  those  of  adults. 

Children  should  be  helped  to  understand  the  value  of  accepting  themselves  as  they  are  and 
not  be  constantly  hampered  by  the  continuous  onslaught  of  negative  images  manned  by 
diet  and  fashion  industries. 

In  sports  and  numerous  other  activities,  children  and  young  people  should  be  encouraged  to 

participate  in  programs  that  are  fun  and  growth  oriented.   Systems  should  be  established 

to  allow  them  to  participate  without  fear  of  being  cut  out  because  they  are  "not  good  enough". 

Teachers  in  kindergarten  and  lower  grades  in  elementary  school  are  reporting  that  young- 
er children  are  increasingly  looking  at  their  bodies  in  a  negative  way.   This  negativism  is 
reinforced  by  some  physical  education  teachers  and  coaches.   These  beliefs  are  compound- 
ed by  being  believed  and  supported  by  many  parents. 

Eating  disorders  remain  the  major  illnesses  in  America  which  receive  inadequate  under- 
standing and  support.   Only  $  1,000,000  has  been  allocated  for  a  public  education  program. 
Research  grants  are  woefully  lacking  in  comparison  with  other  illnesses. 


INSURANCE  DISCRIMINATION  AND  DIFFICULTY 
IN  SECURING  ADEQUATE  TREATMENT  FOR  EATING  DISORDERS  VICTIMS 

Reports  of  insurance  discrimination  against  individuals  and  families  where  eating  disorders 
exist  are  now  commonplace. 

Eating  disorders  in  their  acute  state  are  as  much  of  a  medical  problem  as  a  psychiatric 
problem.  In  their  chronic  stage,  even  more  so,  with  a  mortality  rate  of  20  percent.   Once 
the  disorder  starts,  it  can  become  chronic  and  expensive.   Insurance  companies  may  part- 
icipate, but  only  on  their  own  terms.   As  a  result  we  see  the  following:  eating  disorders 
are  specifically  excluded  from  policies.   Entire  families  are  threatened  with  the  inability 
to  get  insurance  if  a  member  has  an  eating  disorder;  unrealistic  and  inadequate  days  for 
treatment;  insurance  companies  creating  their  own  criteria  and  ignoring  the  criteria  of 
professional  guidelines.   There  is  often  no  access  to  insurance  coverage  whatsoever  because 
of  pre-existing  state  or  financial  caps. 

Managed  care  companies  increasingly  determine  the  needs  of  patients  and  override  the  re- 
commendations of  the  treatment  team.   It  is  not  unusual  for  managed  care  personnel  to 
have  little  understanding  of  the  complex  needs  of  people  with  eating  disorders.   An  increased 
practice  of  denying  coverage  contained  in  an  individuals  insurance  policy  under  the  guise 
of  saving  benefits  for  a  greater  crisis  in  the  future  should  be  investigated  as  fraudulent. 
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REQUEST  FOR  CONSIDERATION  TO  CREATE  AN 
EATING  DISORDERS  INSTITUTE 

In  FY  91  grants  for  eating  disorders  were  made  by  thirteen  different  agencies.   ANAD 
urges  the  National  Institute  of  Health  to  consider  the  creation  of  an  eating  disorders 
center  or  institute  through  which  all  grants  made  in  this  field  could  be  channeled.   This 
would  assure  a  better  focusing  on  relevant  research  and  facilitate  the  dissemination  of 
new  information. 

SPECIFIC  REQUESTS  FOR  FUNDING  AND  SUPPORT 

$  8,000,000  should  be  allocated  for  the  use  of  prevention  of  eating  disorders 
and  early  detection  through  education  programs  in  grade  schools  through 
college  for  students  and  faculty  and  in  communities  for  parents  and  the  gen- 
eral public  for  the  fiscal  year  1995  and  for  each  of  the  five  succeeding  fis- 
cal years. 

Funding  for  research  in  the  eating  disorders  field  should  be  continued  at  the 
present  level  or  increased. 

Health  care  legislation  should  assure  adequate  treatment  for  victims. 

Consider  creating  an  Eating  Disorders  Institute  within  the  framework  of  NIH. 
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AN  ASSOCIATION  OF  LAY  AND  PROFESSIONAL  PEOPLE  DEDICATED  TO 
ALLEVIATING  THE  PROBLEMS  OF  EATING  DISORDERS 

AIN  AD  seives  the  nation,  and  increasingly  the  world,  as  an  Association  concerned  with  and  providing  programs  for  the  entire 
eating  d borders  field.  Eighteen  years  after  its  inception  on  March  4, 1976,  ANAD  leads  the  fight  In  the  battle  against  deadly  eating 
disorders  with  a  multi-faceted  program. 

COUNSEL:  Through  its  hat-line  and  response  to  mail  inquiries.  ANAD  provides  counsel  and  information  to  thousands  of 
anorexia,  bulimics,  their  families,  and  to  health  professionals  from  all  parts  of  the  globe. 

REFERRAL  UST:  ANAD's  referral  list  includes  ooer  2,000  therapists,  hospitals  and  clinics  in  the  US,  Canada  and  other 
countries  which  treat  eating  disorders. 

EARLY  DETECTION:  This  program  alerts  parents,  teachers  and  the  general  public  to  the  dangers  ol  eating  disorders  and  to 
the  value  of  early  detection  and  treatment 

EDUCATION:  AN  AD  distributes  information  about  eating  disorders  to  health  professionals  and  interested  people  to  inform  them 
on  the  various  aspects  of  eating  disorders.  Libraries,  schools,  universities  and  other  institutions  use  ANAD  as  a  resource  center. 

PUBLICITY:  Through  ANAD's  efforts,  articles  on  eating  disorders  have  appeared  in  hundreds  ol  newspapers  and  magazines. 
ANAD  has  participated  in  numerous  national  and  community  radio  and  television  programs. 

SUPPORT  GROUPS:  ANAD  assists  in  the  formation  of  chapters  and  self-help  groups  so  that  victims  and  their  families  may 
meet  others  with  similar  problems.  There  are  now  programs  in  all  fifty  states  and  in  ten  foreign  countries. 

NATIONAL  NEWSLETTER:  ANAD  distributes  the  newsletter  to  thousands  of  anorexics,  bulimics,  and  concerned  family 
members,  health  professionals  and  schools  to  provide  educational  information  and  an  exchange  of  feelings  and  ideas. 

RESEARCH:  ANAD  research  projects  have  helped  significantly  to  increase  the  understanding  of  eating  disorders  in  the  United 
States,  especially  in  demonstrating  that  anorexia  nervosa,  bulimia  nervosa  and  compulsive  eating  are  at  epidemic  levels  and  strike 
every  segment  of  American  society.  The  Association  has  encouraged  and  participated  in  numerous  other  research  projects  designed  to 
better  understand  eating  disorders. 

INSURANCE  DISCRIMINATION:  AN  AD  is  working  to  halt  widespread  discrimination  against  the  sufferers  of  anorexia 
nervosa  and  bulimia. 

CONSUMER  ADVOCACY:  ANAD  has  successfully  prevented  dangerous  slogans  such  as  "You  can  never  be  too  rich  or  loo 
thin"  from  appearing  in  national  ads.  ANAD  continues  to  monitor  advertisers,  and  has  initialed  a  campaign  against  the  sale  of  over- 
the-counter  diet  products  such  as  diet  pills,  laxatives,  diuretics,  and  emetics  to  adolescents. 

PRESENTATION  AT  CONGRESSIONAL  HEARINGS:  AN  AD  representatives  have  appeared  at  congressional 
hearings  to  testify  on  the  dangers  of  adolescent  dieting  and  potentially  dangerous  diet  products,  to  promote  sound  governmental 
programs  and  consumer  protection  in  the  eating  disorders  field. 

CONFERENCES/SEMINARS:  AN  AD  provides  national  and  community  education  and  training  conferences,  seminars  and 
lectures  for  health  professionals  and  lay  people 

ALL  SERVICES  ARE  FREE. 

ANAD  •  Box  7  •  Highland  Park,  Illinois  60035  •  708/831-3438 
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Testimony     Submitted     to     the     House     Appropriations 
Committee,     Subcommittee     on     Labor,     Health     and     Human 
Services     and     Education 
For    the    May    5,    1994    Hearing 


By  Mary  Brady,  Patient  Advisor,  National   Spasmodic  Dysphonia 
Association  (NSDA),  Midge  Kovacs,  Board  Member,  NSDA,  Richard 
Johnston,  President,  NSDA. 


Prepared  on   May  2.   1994 

Testimony    Regarding    Funding    Allocations    of    the 

National     Institute     on     Deafness 

and     Other     Communication     Disorders 


Mr.   Chairman,  honorable  Members  of  the  Subcommittee,  on  behalf  of 
the    membership   of   six   national   consumer-based   organizations   which 
comprise    the    National     Voice-Speech-Language     Coalition     of 
America,  we  wish  to  make  known  our  concerns  regarding  research 
awards   made   available   through   the   National   Institutes   of  Health. 
The  members  of  our  Coalition,  sharing  mutual  interests  in  addressing 
the  health,  employment  and  well  being  of  citizens  of  every  state, 
every  age  group,  and  every  stratum  of  society  have  a  wide  variety  of 
speech,   communication   and   voice   disorders,   and   are   represented   by 
the   following   organizations: 

National   Spasmodic   Dysphonia  Association 

National   Aphasia   Association 

National    Stuttering    Project 

Society   for  Progressive   Supranuclear  Palsy 

Cleft  Palate  Foundation 

Stuttering    Research   Foundation 
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THE  NEED 

The  American  Speech  and  Hearing  Association  (ASHA)  estimates  that 
there   are   28   million   individuals   with   hearing   impairments   in 
America.  There  are,  in  addition,  estimated  to  be  14  million 
individuals   with   speech,   language   and   voice  disorders. 

On  a  daily  basis,  these  14  million  individuals  face  issues  which 
severely  impact  their  ability   to  perform  essential  daily   life  functions, 
such   as   getting  an   education,   seeking  and  retaining  employment, 
participating  in  their  communities,  and  providing  for  their  families. 
Many  have  difficulty  accessing  the  telephone,  and  are  denied  the 
simple,   human   pleasure   of  conversing   with   family,   friends   and 
others.     Many  must  rely  on  medical  technologies,  surgical  procedures, 
speech   therapies   and   expensive   and   life-disrupting   drug   regimens   to 
obtain  any  degree  of  normal  communication  capability.     Some  of 
these   approaches   are   considered   experimental,    and    persons   requiring 
them  face  difficult  or  impossible  situations  with  regard  to  medical 
insurance     reimbursement. 

THE  PROBLEM 

Understanding  of  these  disorders  is  still  at  a  very  early  stage.     As  a 
result,   these  individuals  have  repeatedly   faced   misdiagnosis,   non 
diagnosis,  lack  of  treatment,  or,  in  some  cases,  inappropriate 
treatments.      In   other  words,   honorable   Members   of  the 
Subcommittee,   these   disorders,   although   usually   not   considered   "life- 
threatening"   in  a  medical  sense,  dramatically  affect  individuals 
experience  them:      socially,  emotionally  and  economically. 

Recent  years  have  seen  an  increase  in  the  degree  of  scientific  activity 
and   clinical   professionalism   with   which   such   disorders   are 
approached.      Medical   research   depends   upon   and  responds   to  federal 
allocations.      Current  funding  levels  are  inadequate  to  stimulate  and 
support   important   and   innovative   research   in   this   area. 
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FEDERAL    SUPPORT 

The  National  Institute  on  Deafness  and  Other  Communication  Disorders  has 
provided  37.5  million  dollars  for  research  on  voice,  speech  and  language 
disorders  in  FY   1993,  38.7  million  in  FY   1992.     Pharmaceutical  companies, 
foundations  such  as  ANDA(Affiliated  National  Dystonia  Associations)   and 
clinics  have  done  their  part,  as  have  persons  with  speech,  language  and 
voice  disorders  who  have  volunteered  their  time  to  participate  in  research 
studies  in  progress  at  NIH  and  at  other  highly  regarded  research 
institutions.     This  activity,  and  the  necessary  government  support  which 
fuels  and  directs  it  is  crucial,  and  we  are  truly  grateful  for  it.    However,  a 
discrepancy   exists   which   deserves   the   Subcommittee's   attention. 

With  NIDCD's  1993  total  budget  at  $154,776  million,  62%  of  funds  were 
expended  for  research  on  issues  of  hearing  and  balance.     Only  24%  of  the 
budget  was  spent  on  voice,  speech,  or  language  research,  with  14%  going  to 
research  on  smell  and  taste.     We  are  aware  that  research  monies  are 
awarded  based  on  scientific  merit  of  the  proposals,  as  well  as  need  for  the 
research.     Nonetheless,  it  seems  that  with  fully  half  as  many  individuals 
experiencing   speech/language/voice  disorders      as   experiencing   hearing 
disorders,  it  is  fair  and  reasonable  to  expect  that  federal  funding  awards 
might  be  accordingly  distributed.     If  research  awards  were  allocated 
between    hearing/balance   and    speech/language/voice   disorders    in    this 
manner  in  the   1993  budget,  an  additional  seven  million  dollars  would  be 
made    available   for   speech/language/voice   disorder   research. 

REQUEST  TO  THE  SUBCOMMITTEE 

The  National  Voice-Speech-Language  Coalition  of  America  requests  the 
Subcommittee  to  make  inquiries  into  the  cause  of  this  seeming  discrepancy 
in  the  distribution  of  federal  funding  awards,  and  to  report  to  citizens  with 
Voice-Speech-Language  disorders  on  the  cause  of  this  situation.     The 
available  funds  are  scarce  and  precious  components  in  our  mission  to 
combat  these  disabling  disorders.     We  respectfully  request  the 
Subcommittee  to  work  with  us  in  assuring  their  equitable  distribution 
among  all  groups  legitimately  encompassed  in  federal  regulations. 
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Mr.  Chairman  and  Members  of  the  Committee: 

I  am  William  Dietz,  M.D.,  Ph.D.,  Director  of  Clinical  Nutrition,  Department  of 
Pediatrics,  at  the  New  England  Medical  Center  in  Boston,  Massachusetts.  I  am  testifying  on 
behalf  of  the  American  Society  for  Clinical  Nutrition  and  the  American  Society  for  Parenteral 
and  Enteral  Nutrition.  I  chair  the  Public  Affairs  Committee  for  the  American  Society  for 
Clinical  Nutrition.  The  memberships  of  these  societies  include  approximately  10,000  health 
professionals  with  representatives  in  nearly  every  medical  school  and  major  academic  health  care 
center,  as  well  as  hundreds  of  hospitals  in  the  United  States.  The  members  are  devoted  to  the 
science  of  nutrition  and  to  bringing  the  fruits  of  that  science  to  the  American  public  in  the  form 
of  improved  nutritional  practices  for  disease  prevention,  dietary  management  of  disease,  and 
special  systems  of  nutritional  support  required  during  severe  illness.  The  members  of  these 
organizations  are  involved  with  research  and  clinical  practice  in  various  disciplines  concerned 
with  nutritional  science  and  research  mat  have  direct  applicability  to  the  prevention  and 
management  of  illness,  disease,  and  disability.  The  clinical  application  of  nutritional  science 
relates  to  the  management  of  diseases  including  diabetes,  cancer,  heart  disease,  hypertension, 
obesity,  overwhelming  infection  and  trauma,  HIV  infection,  and  the  nutritional  supplementation 
of  children,  pregnant  or  lactating  mothers,  and  the  frail  elderly. 

The  maintenance  of  an  appropriate  diet,  and  the  reduction  of  nutritional  deficiencies 
represent  the  most  important  steps  that  we  can  take  to  prevent  disease,  maintain  health,  and 
assist  the  healing  process  in  areas  such  as  critical  care.  The  Surgeon  General's  Report  on  Health 
in  the  Year  2000  and  the  recent  Institute  of  Medicine  Report  on  "Opportunities  in  the  Nutrition 
and  Food  Sciences"  both  recognize  the  association  between  nutrition  and  a  variety  of  major 
diseases  that  affect  our  population.  Although  a  complete  review  of  the  role  of  nutrition  in  the 
onset  and  progression  of  these  diseases  is  beyond  the  scope  of  this  testimony,  it  may  be  helpful 
to  review  these  briefly: 

Obesity  affects  one-third  of  all  adults  in  the  United  States,  and  accounts  for  a  significant 
proportion  of  diabetes,  high  blood  pressure,  and  coronary  heart  disease.  The  effective 
prevention  of  obesity  could  save  $50  billion  annually  in  health  care  costs. 

Approximately  25  million  Americans  have  high  blood  pressure.  Hypertension  increases 
the  risk  of  stroke,  coronary  heart  disease,  congestive  heart  failure,  and  peripheral 
vascular  disease.  Obesity,  and  sodium  and  calcium  intake  all  contribute  to  the  prevalence 
and  severity  of  hypertension. 

Diabetes  affects  4%  of  the  population,  and  11%  of  individuals  over  age  70. 
Approximately  70%  of  all  Type  II  diabetics  are  obese. 

Diet  may  rank  second  only  to  smoking  in  its  association  with  cancer.  Obesity,  reduced 
dietary  fat,  and  increased  intake  of  fruits  and  vegetables  constitute  major  considerations 
in  the  prevention  and  treatment  of  cancer. 

Improved  nutrition  during  pregnancy  is  essential  for  the  health  of  the  mother  and  fetus. 
Furthermore,  recent  data  suggest  that  adequate  folate  levels  at  the  time  of  conception 


1464 

substantially  reduce  the  risk  of  spina  bifida  in  the  fetus. 

The  two  major  causes  of  blindness  among  the  elderly  are  macular  degeneration  and 
cataracts.  Thirty-five  percent  of  people  over  65  years  of  age  have  degeneration  of  the 
retina  of  the  eye,  and  45%  of  people  over  the  age  of  74  years  have  cataracts.  Dietary 
factors  may  modify  the  onset  or  progression  of  both  problems. 

For  4.5  million  patients  annually,  nutrition  support  techniques,  such  as  tube  and 
intravenous  feedings,  are  an  essential  part  of  their  in-hospital  care.  These  techniques 
improve  health  outcomes  and  shorten  the  length  of  stay. 

The  ability  to  feed  people  directiy  through  nutritional  support  techniques  has  illuminated 
previously  unknown  qualities  of  many  nutrients,  including  the  demonstration  that  some 
were  essential,  and  others  of  direct  pharmaceutical  benefit. 

Nutrition  support  provides  essential  nourishment  for  the  25,000  people  who  suffer  from 
poorly  functional  digestive  systems,  and  improves  the  quality  of  their  lives. 


The  health  care  system  now  bears  the  costs  of  treatment  for  the  diseases  indicated  in  this 
abbreviated  list.  Nutrition  clearly  represents  the  most  neglected  and  easily  modified  preventive 
and  therapeutic  measure  available  to  prevent  or  modify  the  course  of  the  diseases  outlined  above. 
We  believe  that  an  effective  reduction  in  health  care  costs  will  only  be  achieved  when  prevention 
is  accorded  as  much  emphasis  as  treatment.  Within  this  context,  efforts  to  improve  the  nutrition 
of  our  population  may  represent  the  most  effective  and  inexpensive  approach  to  improve  health 
and  reduce  health  care  costs.  We  believe  that  nutrition  based  preventive  efforts  require  increased 
support  for  research  aimed  at  the  identification  of  risk  factors  and  causes  of  nutritional  diseases 
such  as  obesity,  improved  nutrition  education  of  health  care  providers  and  the  general  public, 
and  improved  interagency  collaboration  to  coordinate  the  limited  governmental  support  for 
nutrition  programs  and  research.  Although  NIH  already  plays  a  central  role  in  the  support  of 
nutrition  research  and  training,  continued  NIH  leadership  will  be  required  to  achieve  the  goals 
outlined  below. 


Nutrition  Research  in  the  Prevention  and  Treatment  of  Disease 

In  the  earlier  part  of  this  century,  the  combined  successes  of  research  and  the  application 
of  laboratory  findings  to  modify  the  food  supply  produced  a  marked  reduction  in  the  prevalence 
of  vitamin  and  mineral  deficiencies.  The  time  has  now  come  to  focus  the  same  energy  and 
commitment  to  the  reduction  of  the  massive  health  care  costs  engendered  by  obesity,  cancer, 
diabetes,  hypertension  and  cardiovascular  disease.  This  effort  will  require  an  improved 
understanding  of  the  causes,  early  identification  of  risk  factors,  and  careful  studies  of  the  most 
effective  mechanisms  to  modulate  or  modify  the  individual  or  environmental  factors  that 
contribute  to  the  onset  or  progression  of  disease.  The  most  effective  mechanisms  to  support  these 
investigations  remain  the  competitive  research  grants  program,  and  additional  support  for 
program  projects,  Obesity  Centers,  and  Clinical  Nutrition  Research  Units. 
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Because  obesity  represents  the  most  prevalent  nutritional  disease  in  the  United  States,  and 
because  obesity  contributes  to  so  many  major  diseases,  we  recommend  that  the  current  NIH 
support  for  research  into  the  fundamental  questions  surrounding  obesity  be  doubled  from  its 
current  level  of  approximately  $34  million.  This  level  of  spending  represents  less  than  .  1  %  of 
the  money  that  we  currently  spend  to  treat  obesity  and  its  complications.  Part  of  this  support 
should  be  allocated  to  the  Bionutrition  Initiative,  which  involves  the  integration  of  basic  science 
and  its  clinical  application  in  the  field  of  nutrition  science. 

In  addition,  we  recommend  that  an  additional  $10  million  per  year  be  allocated  to 
programs  aimed  at  the  prevention  and  treatment  of  obesity  and  other  nutrition  related  disorders 
in  minority  populations,  and  to  the  development  of  cost-effective  approaches  to  prevention  and 
treatment  in  the  general  population.  Because  the  prevention  and  treatment  of  obesity  in  childhood 
may  be  the  most  effective  means  to  reduce  severe  obesity  and  its  complications  among  adults, 
special  efforts  should  be  focused  on  children  and  adolescents.  Programs  aimed  at  prevention  and 
treatment  of  obesity  and  other  nutrition  related  disorders  should  involve  several  Institutes 
including  the  National  Heart  Lung  and  Blood  Institute,  the  National  Institute  of  Child  Health  and 
Human  Development,  and  the  National  Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases. 


Clinical  Nutrition  and  Obesity/Nutrition  Research  Units 

Clinical  Nutrition  Research  Units  (CNRUs),  and  more  recently  Obesity /Nutrition 
Research  Units  have  provided  a  productive  focus  for  nutrition  research  and  training  in  academic 
centers.  Under  circumstances  where  expertise  in  nutrition  is  limited  to  a  few  institutions,  CNRUs 
remain  the  mechanism  of  choice  to  concentrate  scarce  resources  and  training  in  the  hands  of 
those  with  the  essential  skills.  Several  developments  suggest  that  the  clinical  research  conducted 
by  such  Centers  may  become  a  victim  of  neglect.  First,  the  expansion  of  individual  investigator 
support  for  basic  science  and  the  development  of  large  epidemiologic  studies  may  leave  few 
resources  available  for  clinical  research.  Second,  level  funding  for  existing  Centers  has  forced 
a  reduction  in  the  scope  of  research  such  centers  can  conduct,  and  limits  already  scarce 
resources  for  nutrition  research  even  further.  Finally,  the  decision  of  the  National  Cancer 
Institute  to  fund  Cancer  CNRUs  from  the  competitive  program  project  grants  budget  has  led  to 
the  demise  of  two  of  the  three  Cancer  CNRUs.  Because  the  CNRUs  exist  to  serve  the  needs 
of  individual  investigators  rather  than  to  test  specific  hypotheses,  CNRUs  can  rarely  compete 
successfully  with  program  projects.  The  major  role  that  nutrition  plays  in  the  genesis  of  breast 
and  colonic  cancer  makes  it  essential  for  the  National  Cancer  Institute  to  maintain  its  support 
for  Cancer  CNRUs.  Furthermore,  because  CNRUs  play  such  a  vital  role  in  nutrition  training 
and  research  in  the  United  States,  we  recommend  that  funding  increase  to  support  new  and 
existing  Nutrition  Research  Centers.  Increased  funding  will  enable  existing  Centers  to  achieve 
the  goals  for  which  they  were  established.  Additional  support  will  also  allow  them  to  expand 
their  roles  in  public  education  and  in  the  transfer  of  laboratory  results  to  clinical  practice.  This 
role  may  become  increasingly  important  as  new  molecular  genetic  techniques  begin  to  find 
application  in  the  identification  of  patients  at  risk  for  the  development  of  diseases  such  as 
obesity.  New  Clinical  and  Obesity  Research  Centers  will  broaden  the  base  necessary  to  support 
and  train  new  investigators  in  the  field  of  nutrition. 
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Education  and  Training 

Improved  education  of  health  care  providers  and  the  public  represents  an  essential 
precursor  to  the  expanded  use  of  nutritional  methods  to  prevent  and  treat  disease.  NIH  has 
played  an  important  role  in  this  process  through  the  development  of  public  information 
brochures,  conferences  that  have  focused  on  specific  aspects  of  the  role  of  nutrition  in  the 
genesis  and  progression  of  disease,  and  its  support  of  CNRUs.  However,  effective  education  of 
physicians  is  essential  to  increase  the  use  of  nutrition  in  the  prevention  and  treatment  of  disease. 
The  development  of  this  expertise  will  require  improved  medical  school  curricula. 

Public  education  requires  an  equally  strong  commitment.  One  unexplored  possibility  is 
the  development  of  a  working  relationship  between  the  Department  of  Agriculture  and  the 
National  Institutes  to  develop  and  promote  public  education  campaigns  on  a  substantially  greater 
scale  than  either  could  achieve  alone.  Public  education  materials  already  require  the  joint 
approval  of  the  USDA  and  NIH.  A  coordinated  public  information  nutrition  campaign  would 
extend  this  process  another  step,  and  would  likely  improve  the  efficiency  and  breadth  of  this 
process. 

In  summary,  the  discussion  of  our  health  care  system  should  focus  as  much  attention  on 
our  approach  to  disease  as  on  the  issue  of  cost  containment.  Nutrition  remains  a  major 
unexplored  approach  to  the  prevention  and  treatment  of  the  major  sources  of  morbidity  and 
mortality  in  the  United  States.  If  we  are  to  alter  our  health  care  system  to  address  the  causes, 
prevention,  and  treatment  of  diseases  of  excess,  nutritional  research,  training,  and  education 
should  be  accorded  our  highest  priority. 
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Cities  Advocating  Emergency  AIDS  Relief  (CAEAR)  is  a  coalition  composed  of 
members  of  Planning  Councils  established  under  Title  I  of  the  Ryan  White  CARE  Act. 
The  CAEAR  Coalition  strongly  urges  the  Congress  to  fully  fund  a  triple-track  approach 
to  the  battle  against  AIDS  consisting  of  broad  access  to  comprehensive  HIV  care,  an 
aggressive  prevention  outreach  effort  and  an  accelerated  research  program. 

In  particular,  the  CAEAR  Coalition  seeks  expanded  funding  for  the  Ryan  White  CARE 
Act  beyond  the  President's  FY  1 995  budget  request,  which  included  $364  million  for 
Title  I,  an  increase  of  $39  million.  The  CAEAR  Coalition  is  seeking  an  additional  $25 
million  for  a  total  of  $389  million  in  FY  95  Title  I  funding  to  accommodate  as  many 
as  5  to  8  newly  eligible  Title  I  communities  and  to  respond  to  rapidly  escalating  AIDS 
caseloads  in  the  new  and  existing  Title  I  communities.  A  $64  million  increase  in  Title 
I  funding  over  the  FY  94  level  is  the  absolute  minimum  necessary  to  avoid  a  reduction 
in  services  to  people  with  HIV/AIDS. 

Heavily  reliant  on  all  titles  of  the  CARE  Act  to  provide  comprehensive  care  services 
to  people  with  HIV  in  our  communities,  we  support  increases  in  FY  95  funding  for  all 
titles  of  the  CARE  Act  --  Titles  I,  II,  III ( B)  and  IV  --  and  reiterate  our  longstanding  call 
for  full  funding  of  the  Ryan  White  CARE  Act  at  over  $880  million.  The  recent  report 
of  the  Centers  for  Disease  Control  and  Prevention  (CDC)  that  AIDS  diagnoses  more 
than  doubled  in  1993  lends  an  ever-growing  urgency  to  our  request. 

Despite  the  urgency,  appropriations  have  lagged  far  behind  the  original  authorization, 
and  the  hope  of  the  HIV-infected,  and  that  of  their  friends  and  families,  has  been 
dashed  again  and  again  amid  broken  promises.  That  hope  was  first  ignited  in  1990 
with  the  passage  of  the  CARE  Act.  By  passing  the  Ryan  White  CARE  Act,  Congress 
recognized  that  the  AIDS  epidemic  is  a  disaster,  national  in  scope,  emergency  in 
nature,  requiring  sufficient  resources  to  mount  a  comprehensive  assault  against  it. 
The  CARE  Act  was  the  commitment  of  Congress  to  do  just  that.  From  this 
Congressional  commitment  was  born  the  acronym  "CARE,"  for  Comprehensive  AIDS 
Resources  Emergency  Act. 

But  the  commitment  of  Congress  has  never  been  carried  out.  The  promise  of  the 
CARE  Act  has  never  been  fully  realized.  Current  federal  funding  for  the  Ryan  White 
CARE  Act  stands  at  $300  million  less  than  the  original  authorization  of  over  $880 
million.  With  the  election  of  President  Clinton,  CAEAR  Coalition  members  believed  we 
had  the  opportunity,  after  more  than  a  decade  of  disappointment  and  death,  to  correct 
our  government's  failure  to  respond  adequately  to  the  AIDS  epidemic.  The 
Administration's  budget  request  for  FY  95  is  sadly  short  of  the  President's  campaign 
pledge.  The  Congress  can,  and  must,  correct  this  by  meeting  the  minimum  funding 
requested  by  people  with  AIDS  and  those  who  serve  them. 
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Communities  across  this  nation  are  struggling  to  meet  the  ever-evolving  challenges 
of  this  epidemic.  Though  AIDS  in  the  United  States  first  struck  the  gay  community, 
the  CDC  has  just  reported  that,  for  the  first  time,  AIDS  is  spreading  fastest  among 
non  drug-using  heterosexuals.  AIDS  is  the  leading  cause  of  death  for  young  women 
and  men  in  many  parts  of  the  country  and  is  the  third  leading  killer  of  children.  AIDS 
is  on  an  alarming  and  disproportionate  increase  among  communities  of  color.  AIDS 
takes  the  lives  of  more  than  one  hundred  Americans  every  day  --  one  every  15 
minutes  --  and  the  pace  is  accelerating.  More  than  one  million  Americans  are  infected 
with  the  HIV  virus. 

As  the  Congress  was  enacting  the  Ryan  White  CARE  Act,  the  nation's  AIDS  caseload, 
after  eight  years  of  accumulation,  soared  past  1 00,000  reported  cases.  In  November 
1991,  only  two  years  later,  the  nation's  AIDS  caseload  surpassed  200,000.  Less 
than  two  years  after  that  milestone,  in  middle  of  last  year,  the  nation's  AIDS  caseload 
edged  over  300,000  cases. 

Four  years  ago,  16  American  metropolitan  areas  had  AIDS  caseloads  sufficient  to  be 
designated  disaster  areas  under  Title  I.  Two  years  ago,  the  number  rose  to  1 8.  Last 
year,  there  were  25;  this  year,  34.  And  next  year,  39  to  42  American  communities 
will  qualify  for  emergency  assistance  under  Title  I  of  the  Ryan  White  CARE  Act. 

The  AIDS  epidemic  in  America  is  not  ending,  but  continues  a  relentless  push  into 
communities  across  America's  expanse.  This  spiralling  growth  of  KIV  requires  a 
continued  increase  in  resources  in  all  three  of  the  principal  approaches  to  the  fight 
against  AIDS:  care,  prevention  and  research.  It  is  imperative  that  increases  for  AIDS 
care  not  come  at  the  expense  of  funding  for  AIDS  research  and  prevention,  or  vice 
versa.  The  United  States  Government  must  find  the  resources  to  conduct  the  battle 
against  AIDS  across  this  triple  track  of  care,  prevention  and  research. 

The  CARE  Act  serves  as  a  critical  connecting  link  in  this  triple  track  by  translating 
research  efforts  into  direct  benefits  to  those  with  HIV  disease.  Without  the  CARE 
Act,  our  major  public  health  systems  would  collapse,  leaving  only  the  privileged  with 
access  to  the  life-saving  treatments  which  billions  invested  in  research  have  produced. 
Instead,  the  CARE  Act  has  provided  a  model  of  efficiency,  and  has  been  praised  by 
federal  and  state  legislators,  Governors,  Mayors,  community-based  organizations  and 
AIDS  activists  --  ali  --  for  providing  vital  care  and  simultaneously  creating  imaginative 
and  cost-effective  solutions  to  the  AIDS  epidemic  in  our  nation's  communities. 

Within  1 50  days  of  the  President's  signature  on  an  appropriations  bill,  Title  I  Planning 
Councils  are  distributing  a  life  line  of  services  to  people  with  AIDS.  Without  the 
structure  and  resources  provided  under  the  CARE  Act,  this  never  would  have  been 
possible.  Discord  and  disorganization  have  been  replaced  with  consensus  and 
collective  action  in  community  after  community. 
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Planning  Councils  around  the  nation  assess  and  prioritize  their  communities'  needs. 
AIDS  service  organizations  offer  testing,  counseling  and  early  intervention  services  to 
enhance  and  prolong  the  lives  of  persons  with  HIV.  They  provide  case  management 
and  increased  access  to  care,  arranging  for  primary,  dental  and  outpatient  care;  home 
care  and  hospice  care;  housing  and  nutrition  services;  nursing  and  prescription  drugs, 
and  for  a  variety  of  other  services. 

Even  as  the  numbers  of  AIDS  diagnoses,  the  number  of  Title  I  communities,  the 
number  of  dead  have  all  continued  to  rise,  the  34  American  communities  receiving 
Title  I  assistance  this  year  have  continued  to  succeed  in  providing  streamlined  services 
in  a  cost-effective  manner.  In  FY  95,  the  number  of  communities  eligible  for  Title  I 
assistance  will  rise  to  39  to  42  and  will  contain  an  estimated  73  percent,  or  more,  of 
the  nation's  AIDS  caseload.  As  the  number  of  Title  I  cities  grows,  and  the  caseloads 
spiral  upward,  the  federal  response  must  grow  as  well. 

A  shortfall  in  federal  funding  for  AIDS  care  will  mean  that  thousands  of  Americans  will 
not  be  tested  for  HIV  and  will  not  be  able  to  take  advantage  of  currently  available 
drugs  and  treatments.  For  them,  and  for  many  more  who  have  been  tested, 
inadequate  federal  funding  also  means  the  denial  of  life-lengthening  care.  Americans, 
who  could  remain  healthy  and  working,  and  contributing  in  a  myriad  of  ways  to  their 
communities,  instead  will  become  ill.  They  will  add  to  the  growing  number  of 
Americans  in  our  already  overcrowded  urban  hospital  emergency  rooms  and  will  cost 
the  nation  millions  of  dollars  in  unnecessary  hospitalizations.  They  will  continue  a 
trend  of  some  years  now,  in  which  AIDS  patients  have  required  almost  20  percent  of 
the  available  hospital  beds  in  Title  I  communities.  And  those  hospitals  will  continue 
to  see  an  average  loss  of  almost  $420  thousand  per  bed,  per  year  on  AIDS  patients. 

There  is  an  alternative.  CARE  Act  programs,  costing  relatively  few  dollars,  can 
preserve  the  health  of  those  with  HIV  disease  and  can  preserve  the  health  of  our 
major  metropolitan  public  health  care  systems.  The  United  States  government 
responds  to  all  manner  of  disasters:  forest  fires,  earthquakes,  hurricanes,  floods.  We 
do  not  fold  our  arms  and  say  no.  The  AIDS  disaster  in  America  continues  to  demand 
no  less  a  federal  response. 

We  must  act  now  to  care  for  the  sick,  to  protect  the  new  populations  of  Americans 
at  risk  --  particularly  minorities,  children  and  teenagers,  and  to  relieve  the  pressure  on 
our  public  health  systems  teetering  on  the  verge  of  collapse.  The  Ryan  White  CARE 
Act  offers  cost-effective  solutions  to  these  problems.  The  AIDS  epidemic  in  America 
is  not  static.  It  is  growing.  So,  too,  must  be  our  response.  We  must  continue  to 
increase  CARE  Act  funding  in  pace  with  the  epidemic.  We  must  move  as 
communities,  as  a  Congress,  and  as  a  nation  to  confront  this  deadly  disease  and  to 
defeat  it. 
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I  am  Michael  Savage,  Executive  Director  of  the  Fenway  Community  Health  Center  in 
Boston,  MA,  and  Chair  of  The  National  Ryan  White  Title  III  (B)  Coalition.  The  Title  111(B) 
Coalition  is  a  newly  formed  coalition  that  includes  representatives  from  community  and  migrant 
health  centers,  city  and  county  health  departments  and  diverse  community-based  organizations, 
including  gay  and  lesbian  identified  providers,  health  care  for  the  homeless  centers,  family 
planning  agencies  and  community  health  providers  specifically  targeting  communities  of  color 
and  other  historically  underserved  populations. 

Members  of  the  organizations  listed  above  are  committed  to  advocate  for  an  FY  95 
appropriation  of  $82  million  for  Title  111(B).  and  for  full  funding  of  the  CARE  Act  overall.  In 
FY  94,  there  were  136  grantees  across  the  country  receiving  $48  million  in  funding.  Title  ni(B) 
of  the  Ryan  White  CARE  Act  provides  grants  to  community  health  providers  to  increase  the 
capacity  of  an  agency  to  provide  comprehensive  care  services  to  people  living  with  HIV/ AIDS. 
I  would  like  to  outline  some  of  our  concerns,  successes  and  challenges. 

The  Title  111(B)  Coalition  is  seeking  a  total  FY  95  appropriation  of  $82  million. 

The  Coalition's  request  is  $34  million  above  the  FY  94  appropriation  of  $48  million. 
The  Coalition's  FY  95  request  is  the  same  as  the  President's  FY  94  request  for  Title  111(B). 
President  Clinton's  FY  95  budget  recommendation  of  $67  million  for  Title  ni(B)  is  a  $19 
million  increase  and  would  not  address  the  approximately  $34  million  in  approved,  but  unfunded 
grants  submitted  in  FY  93.  Without  increased  Tide  111(B)  funds,  the  fragile  public  health 
infrastructure  in  communities  across  the  nation  will  collapse  under  the  burden  of  HTV/AIDS 
patients.  The  Congress  must  also  fully  fund  the  other  Titles  of  the  CARE  Act  that  also  provide 
crucial  services  to  people  with  HIV  disease. 
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Title  III(B)  remained  level-funded  in  FY  1994,  despite  expanding  caseloads  and 
increasingly  complex  client  needs. 

In  FY  94,  President  Clinton  budgeted  $82  million  for  Title  111(B)  of  the  CARE  Act  - 
a  $34  million  increase  over  the  FY  93  appropriation  of  $48  million.  None  of  that  $34  million 
increase  was  appropriated  by  Congress.  Title  111(B)  community  health  providers  are  the  "safety 
net"  for  primary  care  services  in  areas  with  caseload  increases  as  high  as  300  percent  in  1993. 
The  Centers  for  Disease  Control  (CDC)  reported  that  AIDS  diagnoses  increased  204  percent  in 
the  first  quarter  of  1993  as  compared  to  the  same  period  in  1992.  The  communities  with  the 
fastest  growing  rates  of  HIV  infection  are  also  the  most  disproportionately  medically 
underserved.  Although  African  Americans  account  for  1 1 . 8  percent  of  the  U.S.  population,  they 
account  for  31  percent  of  the  AIDS  caseload.  Latinos  account  for  17  percent  of  the  nation's 
AIDS  cases,  but  only  9  percent  of  the  total  population.  The  client  base  of  the  Title  111(B) 
providers  is  comprised  of  55  percent  communities  of  color.  Without  increased  CARE  Act  funds, 
community  providers  will  be  forced  to  close  their  doors  on  new  AIDS  patients  and  clients  with 
other  health  needs. 

Title  m(B)  of  the  CARE  Act  is  the  only  title  of  the  CARE  Act  that  has  actually  lost 
funding. 

Title  111(B)  was  reduced  by  almost  $1  million  in  FY  1993.  In  FY  1994,  Title  111(B)  was 
level-funded,  although  there  were  increases  in  all  other  titles  of  the  CARE  Act  and  in  federal 
AIDS  spending  overall.  The  community-based  nature  of  the  Title  111(B)  programs  assures  that 
services  are  culturally  and  linguistically  appropriate  and  accessible  for  affected  populations, 
particularly  communities  of  color.  The  centralization  of  HIV  care  services  within  the  existing 
community  health  providers  builds  on  historical  and  familiar  relationships.  This  creates  "one- 
stop  shopping"  for  care,  assuring  the  possibility  of  integrated  and  flexible  systems  of  care,  and 
diminishing  duplication  of  services  within  the  community.  In  Philadelphia,  without  Ryan  White 
Title  111(B)  funds,  the  network  of  clinics  would  not  be  able  to  care  for  the  current  caseload  of 
683  individuals  with  HIV  disease  —  many  of  whom  live  in  a  federally  designated  "medically 
underserved  area. "  There  is  an  average  intake  of  one  new  HIV  infected  patient  daily.  Title 
111(B)  must  receive  $82  million  in  FY  95  in  order  to  begin  to  address  these  skyrocketing 
caseloads  across  the  country. 

Title  m(B)  of  the  Ryan  White  CARE  Act  has  been  an  extremely  successful  program 
—  providing  capacity  for  comprehensive  care  to  an  estimated  96,000  HIV  positive 
persons  or  persons  at  high  risk  Tor  HIV  infection. 

It  is  estimated  that  22,000  of  these  people  served  at  136  sites  were  already  HIV  positive. 
The  community  health  providers  funded  under  Title  111(B)  continue  to  provide  critical  services 
to  medically  underserved  populations.  In  1992,  forty  percent  of  the  clients  were  women;  fifty- 
five  percent  were  people  of  color;  one-in-five  clients  were  adolescents;  twenty-eight  percent  were 
substance  users  and  their  sexual  partners.     Without  adequate  Title  111(B)  funding,  these 
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populations  will  fall  through  the  cracks  of  our  medical  system.    This  will  result  in  costly 
hospitalizations  which  have  created,  in  some  cities,  emergency  room  waiting  periods  of  2-3  days. 


Title  III(B)  community  health  providers  are  the  primary  "point  of  access"  to 
comprehensive  health  care  for  historically  underserved  populations  and  medically 
indigent  individuals,  particularly  women,  children  and  people  of  color. 

One  clinic,  located  in  the  Bronx,  serves  predominantly  African- Americans  and  Latinos 
(70  percent  of  their  caseload  is  African  American).  In  FY  9 1 ,  the  center  served  320  people  with 
HIV/ AIDS.  Two  years  later,  that  caseload  increased  to  750.  In  one  Massachusetts  clinic,  every 
woman  entering  the  clinic  for  prenatal  care  was  offered  HIV  testing  and  counseling,  and  90 
percent  of  these  women  accepted  the  service.  87  percent  of  children  with  HIV  are  infected 
through  perinatal  transmission,  and  in  the  next  decade,  AIDS  threatens  to  be  among  the  leading 
causes  of  death  among  all  children.  It  is  essential  that  HIV  care  services  are  available  in  these 
central  medical  "points  of  access"  for  these  populations  at  high  risk  for  HIV  infection.  Title 
111(B)  of  the  CARE  Act  must  be  funded  at  the  level  of  the  President's  request  in  FY  94  ~  $82 
million  —  in  order  to  maintain  current  services  and  expand  programs  in  communities  with  no 
Title  ni(B)  provider  network. 

The  Title  111(B)  community  health  centers  provide  early  intervention  and  outpatient 
care  that  enable  people  with  HIV/AIDS  to  circumvent  the  need  for  inpatient  care  at 
public  hospitals. 

Eighty-five  percent  of  Title  111(B)  funds  are  used  for  primary  care  services.  This  eases 
the  burden  of  AIDS  cases  on  our  fragile  public  health  system  and  saves  money  in  costly 
hospitalizations.  The  estimated  annual  direct  medical  care  cost  for  treating  a  person  with  AIDS 
was  $38,000  in  1992.  In  1990,  the  average  cost  per  year  of  providing  an  individual  with  HTV 
disease  early  intervention  services  was  estimated  to  be  $5,904.  Title  m(B)  funds  enable  a 
community  provider  to  reach  out  aggressively  to  high  risk  communities,  embed  counseling  and 
testing  opportunities  in  the  overall  scope  of  services  and  focus  on  the  earliest  intervention 
possible  in  the  onset  of  HIV  disease.  By  getting  people  with  HIV  disease  into  care  systems 
earlier,  they  remain  healthier  longer  and  out  of  costly  inpatient  settings.  It  has  been  proven  that 
people  with  AIDS  within  a  managed  system  of  care  live  60  percent  longer  and  realize  a  savings 
of  8  percent  in  hospitalization  costs. 

I  implore  you  to  fund  Title  111(B)  of  the  Ryan  White  CARE  Act  at  the  level  of  $82 
million  in  FY  95.  Title  111(B)  funds  provide  a  literal  lifeline  to  thousands  of  medically  indigent 
and  underserved  communities  in  our  nation,  in  our  states  and  in  our  hometowns.  Without 
adequate  funding  of  Title  ni(B),  the  burden  of  care  for  people  living  with  HIV/ AIDS  will  be  too 
great,  and  our  fragile  health  care  system  will  collapse. 
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The  CFIDS  Association  of  America  is  the  largest  CFIDS  (chronic  fatigue  and  immune  dysfunction  syndrome, 
also  known  as  chronic  fatigue  syndrome)  patient  organization  in  the  world  with  more  than  23,000  members 
and  a  mailing  list  of  1 50,000.  It  is  dedicated  to  conquering  CFIDS  (CFS)  by  supporting  research,  education 
and  public  policy  programs.  Since  1987,  the  Association  has  privately  funded  nearly  $2,000,000  in  research 
and  advocacy  grants  and  has  published  and  distributed  hundreds  of  thousands  of  copies  of  its  journal.  The 
CFIDS  Chronicle.  The  CFIDS  Association  of  America  is  a  non-profit  501  (c)(3)  organization  governed  by  an  all- 
volunteer  board  of  directors. 

CFIDS  (CFS)  is  a  serious  and  debilitating  disease  estimated  to  affect  hundreds  of  thousands,  and  perhaps 
millions,  of  adults  and  children  in  America.  Onset  of  this  illness  often  occurs  during  adolescence  and  young 
adulthood,  changing  lives  quite  dramatically.  It  is  a  complex  multi-systemic  illness  characterized  by 
neurological,  rheumatological  and  immunological  problems,  incapacitating  fatigue,  and  a  constellation  of 
symptoms  that  are  severely  debilitating  and  can  last  for  years. 

Thanks  to  specific  direction  from  the  U.S.  Congress,  there  has  been  a  strong  government  response  to  CFIDS 
(CFS)  this  year.  The  Assistant  Secretary  for  Health  has  provided  leadership  through  the  DHHS  Chronic  Fatigue 
Syndrome  Interagency  Coordinating  Committee  (CFSICC).  The  Coordinating  Committee,  which  was  recently 
expanded  to  include  patient  advocates,  monitors  the  federal  government's  response  to  CFIDS  (CFS)  and 
develops  a  yearly  action  plan  for  CFIDS  (CFS). 

$5  million  dollars  has  been  invested  in  research  for  FY  1994  at  the  National  Institutes  of  Health  (NIH)  with 
leadership  from  the  National  Institute  of  Allergy  and  Infectious  Diseases  (NIAID).  In  1993  NIAID  reported  the 
discovery  of  immune  abnormalities  in  persons  with  CFIDS  (CFS)  which  were  documented  by  intramural 
researchers.  NIAID  is  funding  three  Cooperative  Research  Centers  (CRCs)  and  some  notable  extramural  CFIDS 
(CFS)  grants  as  well.  The  most  promising  extramural  project,  which  is  funded  jointly  by  The  CFIDS  Association 
of  America,  attempts  to  characterize  what  may  be  a  novel  human  retrovirus  isolated  from  a  patient  with  a 
syndrome  compatible  with  the  diagnosis  of  CFIDS  (CFS). 

Substantial  research  is  being  pursued  at  the  National  Institute  of  Mental  Health  (NIMH)  and  the  National  Cancer 
Institute  (NCI).  Based  on  findings  from  a  series  of  studies  at  NIAID,  NIMH  and  the  National  Institute  of  Child 
Health  and  Human  Development  (NICHD),  scientists  have  expanded  investigations  of  a  hormone  imbalance  that 
may  explain  the  lethargy  associated  with  CFIDS  (CFS).  Research  projects  related  to  CFIDS  (CFS)  have  been 
funded  at  several  other  institutes  and  the  Office  of  Research  on  Women's  Health  (ORWH)  has  taken  a  special 
interest  in  how  this  disease  affects  women. 

The  Centers  for  Disease  Control  (CDC)  has  also  made  significant  advances  by  moving,  as  directed  by  the  U.S. 
Congress,  from  a  passive  surveillance  system  to  an  active,  integrated,  epidemiologic  and  laboratory-based 
program.  A  newly  revised  case  definition  of  CFIDS  (CFS)  is  almost  completed  and  will  be  published  as  soon 
as  possible  in  a  peer-reviewed  journal.  CDC  is  in  the  final  stages  of  preparing  an  informational  brochure  about 
CFIDS  (CFS)  which  will  be  widely  distributed.  Development  of  the  case  definition  and  the  brochure  involved 
collaboration  with  the  patient  community. 

Despite  the  efforts  of  many  individuals  throughout  the  U.S.  Public  Health  Service,  CFIDS  (CFS)  remains  a 
mysterious  illness  that  is  only  beginning  to  be  understood.  The  CFIDS  Association  of  America  strongly  believes 
that  successfully  conquering  CFIDS  (CFS)  requires  a  full-scale  commitment  on  behalf  of  the  Public  Health 
Service  and  the  United  States  Congress.   Our  priorities  for  action  include: 

•  Aggressive  research  by  the  National  Institutes  of  Health  focusing  on  identifying  the  etiological 
agent(s)  for  CFIDS  (CFS)  in  adults  and  children. 

•  Comprehensive  and  complete  studies  by  the  Centers  for  Disease  Control  documenting  the  basic 
epidemiology  of  CFIDS  (CFS)  and  commencement  of  appropriate  health  education  for  medical 
professionals,  school  systems  and  the  general  public  with  or  at  risk  for  contracting  the  disease. 
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•  Appropriate,  up-to-date  and  consistent  medical  standards  utilized  by  the  Social  Security 
Administration  to  determine  disability  benefits  for  those  with  CFIDS  (CFS). 

•  Compassionate  and  adequate  policy  at  the  Food  and  Drug  Administration  that  allows  CFIDS 
(CFS)  patients  access  to  potential  new  drugs  at  the  earliest  opportunity  and  for  appropriately 
sustained  periods. 

The  federal  government  is  currently  committing  $10  million  to  CFIDS  (CFS)  related  research  at  the  Centers  for 
Disease  Control  and  the  National  Institutes  of  Health.  The  CFIDS  Association  of  America  would  like  to  make 
the  following  recommendations  for  FY  1995  appropriations  or  provisions  of  appropriations  report  language: 

Office  of  the  Assistant  Secretary  for  Health 

The  CFIDS  Association  of  America  specifically  requests  $1  million  be  designated  to  the  Office  of  the  Assistant 
Secretary  for  Health  to  Chair  the  CFIDS  (CFS)  Interagency  Coordinating  Committee  which  was  reorganized  in 
1993  by  the  Assistant  Secretary  for  Health.  The  committee  should  continue  to  coordinate  CFIDS  (CFS) 
research  across  the  Public  Health  Service  by  creating  a  yearly  CFIDS  (CFS)  action  plan  and  conducting 
oversight  into  programs,  performance  and  budget  allocations.  Formal  representation  on  the  committee  must 
include  National  Institutes  of  Health,  Centers  for  Disease  Control,  Food  and  Drug  Administration,  Social 
Security  Administration,  Health  Resources  and  Services  Administration,  patient  or  consumer  advocates  and 
private  sector  researchers.  The  participation  of  one  or  more  representatives  of  the  private  research  community 
has  not  yet  been  accomplished  and  should  be  strongly  encouraged  by  the  U.S.  Congress. 

National  Institutes  of  Health 

The  CFIDS  Association  of  America  specifically  requests  a  $15  million  increase  in  NIH  funding,  the  majority  of 
which  would  be  directed  to  extramural  grants  and  focused  intramural  efforts  toward  promising  areas  of 
biomedical  research.  The  Association  believes  NIH  should  redirect  spending  priorities  to  more  appropriately 
examine  biological  principles  for  investigation  into  the  etiologic  agent.  NIH  can  maximize  its  research  efforts 
by  appointing  a  CFIDS  (CFS)  Coordinator  in  the  office  of  the  NIH  Director  to  provide  leadership  on  CFIDS  (CFS). 
The  NIH  Revitalization  Act  of  1 993  called  for  the  appointment  of  credible  and  knowledgeable  advocates  to 
appropriate  NIH  advisory  councils  which  has  not  been  successfully  achieved  to  date.  The  Association  requests 
compliance  with  this  directive  within  30  days  of  passage  of  the  FY95  appropriations  bill. 

Centers  for  Disease  Control 

The  CFIDS  Association  of  America  specifically  requests  a  $10  million  earmark  at  the  CDC  to  document  the 
basic  epidemiology  of  CFIDS  (CFS).  The  Association  encourages  the  immediate  termination  and  conclusions 
of  the  present  surveillance  study  and  supports  additional  funds  to  begin  a  more  effective  community-based 
prevalence  study  which  would  allow  CDC  to  collect  meaningful  data  on  endemic  cases  and  possible  cluster 
outbreaks  and  conduct  appropriate  case  control  studies.  The  Association  also  believes  CDC  should  commence 
a  series  of  studies  on  possible  transmission  routes  for  CFIDS  (CFS)  and  provide  appropriate  education 
programs. 

Food  and  Drug  Administration 

We  request  a  streamlined  process  through  which  potentially  promising  drugs  that  can  treat  CFIDS  (CFS)  are 
investigated  and  approved  without  unnecessary  delay.  The  Association  further  recommends  a  policy  to  allow 
CFIDS  (CFS)  patients  access  to  any  potential  drug  at  the  earliest  opportunity  after  safety  is  established, 
including  closer  collaboration  with  NIH  on  identifying  surrogate  markers  for  CFIDS  (CFS)  response  to  possible 
therapeutics.  Finally,  the  Association  requests  placement  of  a  CFIDS  (CFS)  advocate  on  the  Antiviral  Drugs 
Advisory  Committee. 

Social  Security  Administration 

The  CFIDS  Association  of  America  requests  that  the  current  SSA  CFIDS  (CFS)  surveillance  project  be  reported 

to  Congress  during  this  fiscal  year.    SSA  should  use  this  recently  established  surveillance  to  investigate 
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obstacles  to  benefits  for  people  with  CFIDS  (CFS)  and  keep  medical  information  on  CFIDS  (CFS)  claimants 
updated.  SSA  should  also  establish  a  CFIDS  (CFS)  Advisory  Committee  to  review  current  medical  standards 
and  investigate  the  needs  of  regional  SSA  offices  with  regard  to  training  and  information  resource  needs.  SSA 
can  further  benefit  CFIDS  (CFS)  claimants  by  including  medically  accurate,  up-to-date  information  on  CFIDS 
(CFS)  in  the  Listing  of  Impairments  and  POMS  manuals  to  be  reviewed  on  a  bi-annual  basis. 

Conclusion 

Progress  is  being  made  towards  solving  the  mysteries  of  CFIDS  (CFS)  through  strong  government  leadership 
that  includes  active  collaboration  with  private  researchers  and  patient  advocacy  groups.  The  CFIDS 
Association  of  America  believes  these  recommendations  will  direct  the  federal  government  and  its  considerable 
resources  on  the  right  track  towards  finding  the  cause  of  CFIDS  (CFS)  and  ultimately  eliminating  the  disease. 
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Employment  and  Training  Coalition 


Statement  on  the  Fiscal  Year  1995  Budget  Request 
For  Indian  and  Native  American  JTPA  Programs 

Overview  and  Recommendations ; 

The  Native  American  programs  authorized  under  the  Job 
Training  Partnership  Act  are  the  main  source  of  support  for 
employment  and  training  services  provided  to  the  most  seriously 
disadvantaged  segment  of  the  American  work  force  —  Indian, 
Alaska  Native  and  Native  Hawaiian  workers. 

The  Indian  and  Native  American  Employment  and  Training 
Coalition  recommends  that  $80  million  be  provided  for  the  Title 
IV,  Section  401  JTPA  program  in  the  Fiscal  Year  1995 
appropriations  bill  for  the  Departments  of  Labor,  Health  and 
Human  Services  and  Education.   The  Coalition  also  recommends  that 
the  full  level  of  the  Administration  request  for  the  Indian  set- 
aside  in  the  Title  II-B  Summer  Youth  program  be  approved  for  the 
summers  of  1995  and  1996. 

The  Need: 

Indian  workers  face  the  most  severe  unemployment  problems  of 
any  neople  in  the  country's  labor  force.   The  1990  Census 
reported  that  the  civilian  unemployment  rate  for  Indian  people 
nationwide  —  14.4%  —  was  higher  than  for  any  other  racial  group 
in  the  American  population. 

In  federal  reservation  areas,  the  official  Census 
unemployment  rate  is  a  staggering  25.7%.   When  part-time  workers, 
discouraged  workers  and  others  who  would  be  in  the  labor  force  if 
jobs  were  more  readily  available  are  considered,  the  real 
joblessness  rate  in  reservation  areas  overall  is  nearly  twice 
this  figure  —  closer  to  50%. 

The  number  of  Indian  workers  needing  JTPA  services  continues 
to  increase.   According  to  Census  Bureau  data,  the  figure  for 
Indian  and  Alaska  Native  workers  officially  counted  as  unemployed 
grew  by  a  shocking  59%  over  the  decade  from  1980  to  1990.   The 
number  of  Indian  people  in  poverty,  much  of  it  caused  by 
joblessness,  grew  by  48%  over  the  ten-year  period. 

At  the  same  time  Native  American  JTPA  grantees  face  more 
people  in  need  of  services,  they  are  trying  to  intensify  the 
services  they  offer.   Changes  to  the  program  that  took  effect 
several  years  ago  are  leading  many  grantees  to  provide  more  long 
term,  intensive  (and  expensive)  educational  services  in  order  to 
more  thoroughly  prepare  their  clients  for  the  escalating  skill 
requirements  of  American  employers. 


Information  Office:  1000  Wisconsin  Avenue,  Northwest,  Washington.  PC.  20007    (202)  342-0594    FAX:  (202)  342-1132 
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Inflation  has  taken  a  massive  toll  on  Indian  Title  IV  JTPA 
funding.   If  the  Administration's  request  for  PY  95  were  to  be 
approved,  the  total  amount  of  funds  available  to  this  program 
would  decline  by  39%  in  constant  dollar  terms  from  the  FY  83 
level.   In  other  words,  for  every  $1  in  services  Indian  Title  IV 
grantees  were  able  to  offer  in  FY  83,  grantees  will  be  able  to 
provide  only  61  cents  in  services  in  PY  95. 

The  combination  of  all  these  circumstances  has  placed  Indian 
JTPA  grantees  in  a  cruel  vise.   Many  more  people  need  services, 
frequently  much  more  expensive  services,  at  the  same  time  the 
resources  shrink.   The  result  is  that  fewer  people  get  served 
despite  the  growing  demand.   Over  the  last  three  Program  Years 
for  which  data  is  available  (PY  89  through  91) ,  the  number  of 
Native  American  people  served  by  the  Indian  Title  IV  JTPA  program 
has  shrunk  by  almost  15%. 

The  Indian  Title  IV  Program; 

Native  American  youth  and  adults  in  all  parts  of  the  country 
are  currently  served  under  the  special  set-aside  authorized  in 
Section  401  of  Title  IV  of  JTPA. 

At  this  point,  JTPA  Program  Year  1991  is  still  the  most 
recent  period  for  which  the  Department  of  Labor  has  released 
performance  data  for  the  Indian  programs.   In  that  funding  cycle, 
26,600  Native  American  persons  participated  in  the  Indian 
Title  IV  program. 

The  service  provider  network  includes  182  Indian  tribal 
governments,  inter-tribal  consortia,  of f -reservation  Indian, 
Alaska  Native  and  Native  Hawaiian  organizations. 

Grantees  provide  a  wide  range  of  services  to  their  members. 
These  include  remedial  education,  occupational  training,  work 
experience  and  a  variety  of  employment  and  training-related 
services. 

Despite  persistently  high  levels  of  joblessness  —  80%  and 
more  on  some  reservations  —  over  52%  of  those  terminating  from 
the  program  found  jobs  in  PY  91. 

Nearly  83%  of  those  terminating  from  the  program  either 
found  jobs  or  successfully  upgraded  their  education  and  work 
skills. 
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The  Arim i n i strat ion ' s  Request  for  the  Indian  Title  IV  Program: 

In  its  Fiscal  Year  1995  budget,  the  Administration  asked  for 
$61.9  million  to  fund  the  Native  American  JTPA  Title  IV  program 
in  Program  Year  1995  (July  1,  1995  through  June  30,  1996). 

The  amount  requested  for  Title  IV  is  $2.3  million  less  than 
amount  that  was  appropriated  in  the  enacted  FY  94  DOL-HHS- 
Education  appropriations  bill.   It  is  less,  in  current  dollar 
terms,  than  the  amount  appropriated  ten  years  ago.   It  provides 
no  allowance  at  all  for  the  sharply  rising  need  for  services 
during  the  intervening  decade  or  for  the  very  substantial 
reduction  in  the  services  these  funds  can  provide. 

The  Indian  Summer  Youth  Program  under  JTPA  Title  II-B: 

In  addition  to  the  Indian  Title  IV  program,  Indian  grantees 
serving  reservation  areas,  Oklahoma,  Alaska  and  Hawaii  receive  a 
portion  of  the  total  amount  of  funds  appropriated  for  the  Summer 
Youth  program  under  Title  II-B  of  JTPA.   This  set-aside, 
authorized  by  Section  252(a)  of  the  Act,  amounts  to  slightly  over 
1.8%  of  all  Title  II-B  funds  available. 

Although  small,  the  program  is  extremely  important  for 
economically  disadvantaged  reservation  youth.   It  is  frequently 
the  first  experience  these  young  people  have  in  getting  a  job  and 
understanding  what  a  pay  check  is  all  about. 

The  total  appropriation  level  for  the  Title  II-B  program  has 
provided  between  $15.4  and  $15.9  million  for  the  Indian  Summer 
Youth  program  over  the  last  several  years.   The  amount  remains 
seriously  inadequate  to  meet  the  need.   Many  tribes  have  long 
waiting  lists  of  youth  who  want  to  participate  but  can't  because 
of  inadequate  funding. 

Indian  grantees  under  this  program  are  now  required  to 
provide  educational  assessments,  employability  planning  and 
educational  services  as  part  of  their  Summer  Youth  activities. 
While  all  these  additional  services  are  desirable,  the  cost 
involved  will  clearly  require  additional  funds  to  maintain  the 
same  number  of  Summer  Youth  opportunities  available. 

The  Coalition  asks  the  Committee  to  approve  the  full 
Administration  request.   Reservation  youth  need  the  "first  start" 
in  the  labor  market  that  this  program  provides  in  order  to  become 
productive  workers  for  the  remainder  of  their  lives. 
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Intervention  and  Treatment 

Coalition  for  Health  (PITCH) 

April  26,  1994 

The  Prevention,  Intervention  and  Treatment  Coalition  for  Health  (PITCH)  is 
grateful  for  the  opportunity  to  submit  written  testimony  to  the  Labor,  HHS, 
and  Education  Appropriations  Subcommittee. 

PITCH  is  a  national  grassroots  coalition  of  organizations  whose  members  work 
in  neighborhoods  across  the  country  providing  community  based  prevention 
and  treatment  services.    Our  members  know  first  hand  that  substance  abuse  is 
the  common  thread  that  weaves  through  our  nations' s  economic  and  social  ills. 
Until  every  American  community  successfully  deals  with  its  substance  abuse 
problems,  investments  in  other  government  programs  will  be  negatively 
impacted.   This  nation  cannot  reduce  health  care  costs,  crime,  or  a  host  of 
other  societal  problems  until  it  first  addresses  its  substance  abuse  problems. 

PITCH  is  deeply  troubled  by  the  1993  Monitoring  the  Future  Survey  released  a 
few  months  ago.   The  survey  shows,  for  the  first  time  in  more  that  a  decade 
that  drug  use  among  the  nation's  youth  has  reversed  and  is  once  again  rising. 
In  addition,  the  number  of  students  who  believe  drugs  can  hurt  them  is 
declining.   This  disturbing  news  means  that  our  nation  must  redouble  its  efforts 
to  commit  resources  to  substance  abuse  prevention  and  education.   We  truly 
cannot  afford  the  devastating  consequences  of  not  being  proactive  about 
prevention  at  this  critical  time. 

It  is  important  to  note  that  in  areas  where  there  has  been  a  concerted, 
protracted  approach,  such  as  in  minority,  high-risk  communities  targeted  by 
the  Center  for  Substance  Abuse  Prevention  (CSAP),  black  students  reported  the 
lowest  rates  of  use  for  virtually  all  drugs,  licit  and  illicit,  for  the  three  grade 
levels  included  in  the  survey.   This  is  evidence  that  prevention  does  work  and 
that  an  increase  of  prevention  efforts  will  benefit  the  majority  of  the 
population,  when  properly  targeted. 

PITCH  firmly  believes  that  community  based  prevention  must  be  the 
cornerstone  of  our  national  efforts  to  combat  substance  abuse.   This  nation 
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must  ensure  that  all  of  our  youth  have  the  life  skills  to  become  productive 
members  of  society.   We  must  also  continue  our  efforts  to  empower  and 
mobilize  communities  to  deal  systematically  with  their  substance  abuse 
problems  through  coalitions  and  partnerships.    Investing  in  effective  prevention 
programming  is  the  most  efficient  and  cost  effective  method  of  reducing 
substance  abuse  and  related  health  and  criminal  justice  costs.    President 
Clinton's  FY  1995  Budget  includes  initiatives  for  substance  abuse  treatment 
and  education.   These  proposals  are  essential  and  we  strongly  urge  you  to  act 
favorably  on  them. 

CENTER  FOR  SUBSTANCE  ABUSE  PREVENTION 

CSAP  has  been  the  driving  force  behind  the  development  of  the  substance 
abuse  prevention  field.   The  current  knowledge  base  regarding  effective 
substance  abuse  prevention  strategies,  programs  and  systems  has  been  largely 
developed  through  CSAP's  support  of  innovative  demonstration  and  evaluation 
programs.    CSAP  pioneered  the  "grassroots",  community  based  approach  to 
prevention  and  has  developed  a  singular  expertise  and  track  record  in  working 
with  high-risk  populations  and  community  groups  and  coalitions. 

CSAP's  prevention  demonstrations  are  vitally  important.   The  President's 
proposed  FY  1995  Budget  for  CSAP  contains  $253  million,  the  same  amount 
as  appropriated  in  FY  1994.   This  straight  lined  level  of  funding  for  CSAP  is 
the  absolute  minimum  acceptable  to  PITCH  and  must  be  maintained.    We 
cannot  afford  to  lose  any  of  the  momentum  that  has  been  achieved  in 
developing  and  refining  innovative  and  effective  strategies  for  substance  abuse 
prevention  programming.    Within  the  President's  request  for  CSAP,  funds  are 
reallocated  from  expiring  grants  for  important  women's  prevention  initiatives 
and  new  community-based  demonstration  and  evaluation  programs  which 
PITCH  strongly  supports.    Demonstration  programming  specifically  targeted  to 
women  is  essential.    The  prevention  of  fetal  alcohol  syndrome,  fetal  alcohol 
effects  and  other  prenatal  drug  exposures  must  be  addressed  and  the 
destructive  use  of  alcohol  and  other  drugs  at  critical  life  stages  must  be 
averted. 

CSAP's  important  work  to  date  is  the  basis  for  much  of  the  comprehensive  and 
coordinated  prevention  programming  being  undertaken  throughout  the  country 
at  all  levels  of  government.    Data  from  sources  like  the  Monitoring  the  Future 
Survey  (mentioned  earlier)  and  various  evaluation  data  sources  point  to  the 
positive  results  of  comprehensive  prevention  programming  among  specific 
groups.    More  communities  need  to  be  targeted  to  turn  around  the  overall 
usage  rates  and  the  perceived  risk  among  our  Nation's  young  people. 


For  this  reason  PITCH  asks  the  Subcommittee  to  seriously  consider  adding  $50 
million  to  CSAP's  budget  above  the  President's  request.    We  are  at  a  critical 
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juncture  in  prevention  programming  in  this  nation.   With  this  additional 
investment  in  CSAP  we  will  be  able  to  develop  and  evaluate  strategies  and 
programs  for  the  prevention  of  the  full  range  of  at-risk  and  destructive 
behaviors  related  to  substance  abuse  including  teenage  pregnancy,  violence, 
juvenile  delinquency  and  school  failure  and  drop  outs.    This  additional 
investment  in  CSAP  now  will  allow  for  the  replication  of  successful  programs 
at  different  locations  and  with  different  populations  and  will  result  in  a  more 
solid  knowledge  base  for  prevention  programming  at  all  levels  of  government 
in  the  future.    We  must  make  the  funding  of  new  demonstrations  and  their 
related  evaluations  a  fiscal  priority  in  FY  1995.   There  is  no  other  choice  if  we 
are  to  progress  in  our  efforts  to  reduce  the  ravaging  effects  substance  abuse 
and  related  crime  have  on  our  nation. 

CENTER  FOR  SUBSTANCE  ABUSE  TREATMENT 

Untreated  substance  abusers  severely  strain  the  nation's  health  care  system. 
They  use  ten  times  more  health  care  services  than  people  without  that 
diagnosis.    Studies  show  a  decrease  in  alcohol,  opiate,  cocaine  and  other 
substance  abuse,  as  well  as  corresponding  reductions  in  AIDS  risk  behavior,  of 
70%  or  more  in  the  year  following  treatment.    This  compares  to  a  15%  to 
20%  increase  in  substance  abuse  for  people  waiting  for  treatment.    Treatment 
also  results  in  societal  benefits  including  increased  employment  and  a 
substantial  reduction  in  crime.    President  Clinton's  FY  1995  request  for  CSAT 
includes  a  landmark  initiative  to  treat  chronic,  hardcore  substance  abusers. 
PITCH  fully  supports  the  increased  funding  for  this  initiative  and  urges  that 
you  act  favorably  on  it. 

OUTTAKES 

SAFE  AND  DRUG  FREE  SCHOOLS  AND  COMMUNITIES 

The  President's  proposal  to  add  $191  for  Safe  and  Drug  Free  Schools  is  vital. 
The  Monitoring  the  Future  Survey  demonstrates  that  at  the  same  time  drug  use 
is  rising  among  8th,  10th  and  12th  grade  students,  the  number  of  students  who 
believe  drugs  can  hurt  them  is  declining.   Prevention  efforts  to  educate  all  our 
youth  about  the  dangers  of  illicit  and  illegal  drug  and  alcohol  use  must  again 
be  a  top  priority  issue  for  the  nation  or  we  risk  further  erosion  of  the  progress 
we  have  made  over  past  10  years.    With  the  proposed  addition  of  violence 
prevention  to  the  already  under  funded  Drug  Free  Schools  program  this  year,  it 
is  imperative  that  the  additional  funding  that  the  President  is  proposing  be 
appropriated.    Without  these  increases  we  will  be  left  with  a  greatly  reduced 
substance  abuse  education  programming  in  our  nation's  schools.    In  the  effort 
to  combat  and  prevent  violence  in  and  around  our  schools  we  cannot  sacrifice 
drug  abuse  prevention  programming.    PITCH,  therefore,  urges  you  to  fund  the 
President's  request  for  Safe  and  Drug  Free  Schools  and  Communities  because 
our  nation  cannot  afford  the  consequences  of  increased  drug  use,  addiction  and 
related  violence  that  is  sure  to  result  if  we  do  not. 
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SUMMARY 

PITCH  strongly  recommends  that  the  Subcommittee  accept  the  President's 
requested  increases  for  substance  abuse  treatment  and  education.    In  addition, 
PITCH  would  ask  the  subcommittee  to  consider  providing  a  $50  million 
increase  for  CSAP.   These  funds  would  allow  for  the  continued  development, 
refinement  and  dissemination  of  effective  prevention  programming  and  would 
ensure  that  prevention  resources  at  all  levels  of  government  are  spent  wisely  on 
the  best  available  programs. 

Thank  you  for  the  opportunity  to  present  PITCH'S  views. 


1486 


AMERICAN 
<^  CANCER 
*  SOCIETY 


TESTIMONY  OF 
IRVIN  D.  FLEMING,  MD 


PRESIDENT 

AMERICAN  CANCER  SOCIETY 

AND 

CLINICAL  ASSOCIATE  PROFESSOR  OF  SURGICAL  ONCOLOGY 

UNIVERSITY  OF  TENNESSEE  COLLEGE  OF  MEDICINE 


BEFORE  THE 

HOUSE  OF  REPRESENTATIVES 

COMMITTEE  ON  APPROPRIATIONS 

SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES, 

EDUCATION  AND  RELATED  AGENCIES 


May  5,  1994 


For  more   information  contact: 
Kerrie  B.   Wilson 

National  Vice  President   for  Government  Relations 
316   Pennsylvania  Ave.,    SE 
Suite  200 

Washington,    D.c.      20003 
(202)     546-4011 


316  PENNSYLVANIA  AVE..  S.E..  SUITE  200.  WASHINGTON.  DC  20003-1146  •  202-546-4011  •  FAX  202-546-1682 


1487 


Testimony  of  Irvin  Fleming,  MD 

President  of  the  American  Cancer  Society 

and  Clinical  Associate  Professor  of  Surgical  Oncology 

316  Pennsylvania  Ave. ,  SE,  Suite  200 

Washington,  D.C.   20003 


The  American  Cancer  Society  (ACS)  is  the  nationwide  community- 
based  voluntary  health  organization  dedicated  to  eliminating  cancer 
as  a  major  health  problem  by  preventing  cancer,  saving  lives  from 
cancer,  and  diminishing  suffering  from  cancer  through  research, 
education  and  service.  I  want  to  take  this  opportunity  to  note  how 
deeply  the  cancer  community  will  feel  the  loss  of  its  Chairman  - 
The  Honorable  William  Natcher.  Under  his  leadership,  this 
Committee  has  consistently  sought  creative  methods  of  funding 
medical  research.  Representative  Natcher  provided  direct 
leadership  in  building  a  strong  national  cancer  program  over  the 
years,  despite  growing  budgetary  and  fiscal  constraints. 

The  American  Cancer  Society  is  the  community-based 
representative  of  all  cancer  patients  and  their  families.  With 
more  than  2  million  volunteers  nationwide,  the  American  Cancer 
Society  provides  information  about  cancer  to  the  public  and  health 
professionals,  and  direct  services  to  millions  of  Americans  with 
cancer.  In  addition,  the  American  Cancer  Society  is  the  largest 
single  source  of  private  funds  for  cancer  research.  Last  year,  the 
American  Cancer  Society  provided  $100  million  in  support  of 
investigator  initiated,  peer  reviewed  research  -  slightly  over  26% 
of  its  budget.  Of  importance  to  this  Committee,  all  American 
Cancer  Society  programs,  including  our  research  program,  are 
supported  by  privately-raised  funds. 

Today,  we  are  asking  for  your  support  for  a  number  of  cancer- 
related  programs  under  the  jurisdiction  of  this  Subcommittee.  The 
American  Cancer  Society  estimates  that  1,208,000  Americans  will  be 
diagnosed  with  cancer  in  1994,  and  some  538,000  will  die  of  cancer 
-  over  1,400  people  a  day.  This  estimate  does  not  include 
carcinoma  in  situ  and  over  700,000  cases  of  skin  cancer  which  could 
be  prevented  by  protection  from  the  sun's  rays.  All  cancers  caused 
by  cigarette  smoking  and  heavy  use  of  alcohol  could  be  prevented 
completely.  The  American  Cancer  Society  estimates  that  in  1994, 
about  165,000  lives  will  be  lost  to  cancer  because  of  tobacco  use. 

Many  other  cancers  can  be  cured  if  detected  early  and  treated 
promptly.  Routine  screening  and  self -examinations  can  detect 
cancers  of  the  breast,  tongue,  mouth,  colon,  rectum,  cervix, 
prostate,  testis,  and  melanoma  at  an  early  stage  when  appropriate 
treatment  is  more  likely  to  be  successful.  These  sites  include 
nearly  half  of  all  new  cases.  Nearly  two-thirds  of  all  patients 
currently  survive  five  years.  With  early  detection,  the  American 
Cancer  Society  estimates  about  90%  would  survive.  This  means  that 
of  those  persons  diagnosed  with  these  cancers  in  1994,  about 
100,000  more  would  survive  if  their  cancers  had  been  detected  in  a 
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localized  stage  and  treated  promptly. 

Significant  progress  has  been  made  in  cancer  etiology, 
prevention  and  control  over  the  years  -  much  of  it  in  the  two 
decades  since  the  US  Congress  rejuvenated  the  National  Cancer 
Institute  through  passage  of  the  National  Cancer  Act.  Despite  the 
exciting  laboratory  breakthroughs  and  improved  cancer  diagnostic 
and  treatment  therapies,  however,  there  remain  significant  gaps  in 
our  knowledge  about  the  cause  of  and  cure  for  many  types  of  cancer. 

The  National  Institutes  of  Health  and  the  National  Cancer 
Institute  have  set  an  aggressive,  yet  realistic  and  steady  course 
towards  our  national  goal  of  eliminating  cancer  as  described  in  the 
"bypass  budget"  the  NCI  Director  submits  directly  to  the  President 
each  year.  However,  funding  has  not  been  provided  at  a  level  to 
implement  this  program.  To  maximize  the  scientific  potential  in 
cancer  research,  it  is  imperative  that  the  National  Cancer 
Institute  receive  priority  funding  commensurate  with  the  impact 
that  cancer  has  on  society. 

To  restore  the  momentum  begun  with  Congress'  renewed 
commitment  to  the  National  Cancer  Program,  the  NCI  has  developed, 
and  the  American  Cancer  Society  supports,  a  $3.6  billion  budget  for 
fiscal  year  1995.  Budget  constraints  and  special  earmarks  led  to 
cuts  in  several  important  programs  at  NCI  in  1992.  In  that  regard, 
we  applaud  the  position  of  Congress  last  year  to  avoid  specific 
earmarks  for  diseases  such  as  breast  or  prostate  cancer,  to  the 
exclusion  of  other  important  cancer  research  priorities.  The 
American  Cancer  Society  believes  allocation  of  resources  should  be 
made  by  scientists  based  on  available  scientific  opportunities. 
The  American  Cancer  Society  has  supported  increased  funding  for 
breast,  prostate  and  other  reproductive  system  cancers  as  a  high 
priority  over  the  years.  However,  we  have  long  held  the  belief 
that  any  new  or  targeted  effort  in  site-specific  research  should  be 
supported  by  new  funds .  not  at  the  expense  of  existing  programs. 
We  support  a  balanced  research  program  which  includes  research  in 
prevention,  early  detection,  diagnosis,  basic  research,  clinical 
trials,  research  training  and  specialized  cancer  research  centers. 

We  can  only  impact  cancer  incidence,  morbidity  and  mortality 
if  we  apply  what  we  have  learned  through  our  research  efforts.  The 
Centers  for  Disease  Control  and  Prevention  (CDC)  has  developed 
programs  focused  on  breast,  cervical  and  prostate  cancer  and 
tobacco  control.  The  American  Cancer  Society  works  closely  with 
CDC  in  the  delivery  of  community-based  cancer  programs.  One  of 
these  programs,  targeted  towards  poor  and  underserved  women  was 
established  under  the  "Breast  and  Cervical  Cancer  Mortality 
Prevention  Act"  of  1990.  This  law  established  a  program  of  grants 
to  states  for  breast  and  cervical  cancer  screening,  referral  and 
education  programs  to  serve  primarily  socioeconomically 
disadvantaged  women.  In  passing  this  law,  Congress  recognized  the 
value  of  early  detection  and  prompt  treatment  for  breast  and 
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cervical  cancers,  and  provided  the  mechanism  to  focus  community 
efforts  on  targeting  high-risk  women.  Through  partnerships  with 
hospitals,  health  professionals,  and  voluntary  health  organizations 
like  the  American  Cancer  Society,  the  program  is  contracting  to 
provide  necessary  treatment  for  patients  who  do  not  have  private  or 
public  health  insurance  coverage. 

Last  year  Congress  appropriated  $78  million  for  this  program, 
which  will  provide  funding  in  45  states  for  comprehensive  programs 
or  core-capacity  grants  for  start-up  states.  The  American  Cancer 
Society  is  supporting  funding  of  $200  million  for  this  program  in 
fiscal  year  1995.  CDC  has  estimated  that  this  would  be  enough  to 
fund  all  50  states  so  that  additional  women  can  be  reached  with 
these  life-saving  practices. 

Smoking  is  the  number  one  preventable  cause  of  death  and 
disease  in  this  country,  and  lung  cancer  is  the  leading  cancer 
killer.  The  Office  on  Smoking  and  Health  (OSH)  is  the  federal 
government's  central  office  for  coordination  of  tobacco  and  health- 
related  research  and  education.  OSH  publishes  the  Surgeon 
General's  tobacco  reports,  prepares  and  disseminates  a  variety  of 
tobacco-related  materials  and  information,  and  is  required  to 
report  regularly  to  Congress  on  a  number  of  tobacco  and  health- 
related  issues.  The  American  Cancer  Society  supports  a  minimum 
funding  level  of  $30  million.  We  urge  you  to  provide  the  highest 
funding  level  possible  to  protect  Americans,  especially  children, 
from  the  devastating  effects  of  tobacco  use. 

The  American  Cancer  Society  was  a  strong  supporter  of 
legislation,  signed  into  law  in  1992,  which  authorized  a  nationwide 
tumor  registry  program.  The  data  from  this  program  is  critically 
important  to  our  cancer  research  and  control  efforts.  We  urge  you 
to  fund  this  program  at  the  authorized  level  of  $30  million. 

Issues  of  access,  cost,  and  quality  of  care  are  under 
discussion  as  the  debate  over  reshaping  American's  health  care 
system  is  in  full  swing.  The  American  Cancer  Society  believes  that 
a  solution  must  address  the  continuum  of  care  -  beginning  with  a 
vital  and  productive  medical  research  program  which  lies  at  the 
foundation  of  our  health  care  system.  In  the  face  of  skyrocketing 
health  care  costs,  strong  support  of  ongoing  research  leading  to 
the  prevention,  treatment  and  cure  of  cancer  must  be  included  in 
any  strategy  for  reducing  medical  costs  while  maintaining 
availability  of  high-quality  cancer  care. 

As  the  primary  Committee  responsible  for  determining  spending 
priorities,  we  urge  you  to  carefully  consider  the  information 
before  you  today,  and  provide  the  highest  funding  possible  for 
these  critical  cancer  programs.  This  includes  our  Citizen's  Budget 
request  of  $3.6  billion  for  the  National  Cancer  Institute,  $3.0 
billion  for  the  Centers  for  Disease  Control  and  Prevention, 
including  $200  million  for  the  Breast  and  Cervical  Cancer  grants 
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program,  $30  million  for  the  Office  on  Smoking  and  Health  and 
increased  support  for  comprehensive  school  health  initiatives  at 
the  CDC  and  the  Department  of  Education.   Thank  you. 
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Mr.  Chairman,  and  members  of  the  Subcommittee,  the  North  American  Region  of  the  International  Union 
Against  Tuberculosis  and  Lung  Disease  is  pleased  to  submit  this  statement  The  Union  was  established 
in  1920  and  has  approximately  120  member  countries  including  the  United  States,  represented  by  the 
American  Lung  Association  and  Its  medical  section,  the  American  Thoracic  Society. 

The  IUATLD  welcomes  this  opportunity  to  support  increased  funding  for  the  tuberculosis  control  efforts 
of  the  United  States  Public  Health  Service.  These  efforts  not  only  impact  on  the  health  status  of 
Americans  but  on  the  health  status  of  individuals  around  the  world.  At  the  outset  Mr.  Chairman,  we 
would  like  to  thank  you  for  the  Subcommittee's  continued  support  for  the  Project  Grants  for  Preventive 
Health  Projects  for  Tuberculosis,  administered  by  the  Centers  for  Disease  Control  and  Prevention.  In  the 
most  recent  reauthorization,  Congress  specifically  recognized  the  Program  for  Eliminating  Tuberculosis 
in  the  United  States,  including  components  such  as  the  Projects  Grants  and  ongoing  research  Initiatives. 
The  reauthorization  also  provided  for  formal  establishment  of  the  Advisory  Councl  on  Eliminating 
Tuberculosis.   During  the  reauthorization  process,  the  authorizing  Committees  spent  considerable  time 
exploring  the  growing  problem  of  tuberculosis  in  the  United  States  and  worldwide.  Emphasis  on  the 
Elimination  Plan  demonstrated  the  authorizing  Committees'  concerns  about  the  alarming  Increase  in 
rates  of  tuberculosis.  Increased  funding  for  the  Tuberculosis  Program  to  $484  million  within  the  Centers 
for  Disease  Control  and  Prevention,  plus  funding  for  National  Institutes  of  Health,  including  the  National 
Institute  for  Allergy  and  Infectious  Diseases,  research  initiatives  on  tuberculosis  at  a  rate  of  $90  million, 
will  demonstrate  this  Subcommittee's  recognition  of  the  problem  of  tuberculosis  and  its  commitment  to 
the  elimination  of  this  disease. 

TUBERCULOSIS  MORBIDITY  AND  MORTALITY 

The  World  Health  Organization  (WHO)  estimates  that  there  were  over  8  million  new  cases  of  active 
tuberculosis,  dose  to  1000  new  cases  every  hour  of  every  day.  Each  year,  3  mllion  deaths  are 
attributed  to  the  disease.  If  one  adds  the  new  cases  to  the  existing  cases,  the  global  prevalence  rate  of 
active  tuberculosis  is  over  20  million  individuals.  If  the  picture  is  expanded  to  include  individuals  who  are 
infected  with  the  tubercle  bacillus,  but  not  diagnosed  with  active  tuberculosis,  the  number  reaches  an 
astonishing  1.7  billion    That  means  that  over  one-third  of  the  world's  population  is  infected  with  the 
bacteria  that  causes  tuberculosis.  By  Itself,  tuberculosis  is  responsible  for  approximately  25  percent  of 
the  preventable  deaths  In  the  world.  Tuberculosis  is  the  largest  cause  of  death  from  a  single  infectious 
agent 

Although  tuberculosis  is  a  preventable  and  curable  disease,  it  still  persists  as  a  public  health  problem  in 
the  United  States.  You  have  no  doubt  heard  about  the  resurgence  of  tuberculosis  in  the  United  States. 
After  years  of  declining  case  rates,  the  number  of  reported  cases  in  the  United  States  rose  by  over  20 
percent  in  just  seven  years-from  22,201  reported  cases  in  1985  to  26,673  in  1992.  Since  1984,  the  last 
year  where  a  decline  in  rates  was  observed,  there  have  been  over  51,700  excess  cases  of  tuberculosis. 
Tuberculosis  costs  this  nation  $693  million  annually  including  $388  million  in  direct  health  care 
expenditures  and  $305  million  In  Indirect  costs. 

Today,  increases  in  tuberculosis  In  the  United  States  occur  in  specific  populations: 

o  minorities:  more  than  70  percent  of  the  cases  now  occur  among  racial  and 

ethnic  minorities.  The  overall  risk  of  tuberculosis  compared  with  non- 
Hispanic  whites  is  5.6  times  greater  for  Hispanics,  4.1  times  greater  for 
American  Indians  and  Alaskan  Natives,  7.9  times  greater  for  non-Hispanic 
blacks,  and  1 1.7  times  greater  for  Asians  and  Pacific  Islanders. 

o  children:  of  the  26,673  cases  reported  In  1992,  1707  were  In  chldren  below 

age  of  15  years;  46  percent  of  the  cases  occurred  in  minority  populations. 

o  the  elderly:  among  all  racial  or  ethnic  groups  and  both  sexes,  the 

tuberculosis  case  rate  is  highest  in  the  elderly.  While  31%  of  the  population 
is  over  age  45,  46.9%  of  the  cases  of  tuberculosis  occur  in  this  group. 

o  persons  Infected  with  human  immunodeficiency  virus:   HIV  infection 

appears  to  have  increased  the  incidence  of  tuberculosis  by  causing 
Immunosuppression  that  allows  latent  tuberculosis  infection  to  progress 
to  clinically  apparent  disease;  37%  of  all  HIV  patients  develop  primary 
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tuberculosis  within  5  months  of  exposure. 

q  the  foreign-born:  tuberculosis  is  very  common  among  immigrants,  refugees, 

and  migrant  workers  from  high  prevalence  countries.  Accounting  for 
27  percent  of  all  cases  reported,  60  percent  of  these  cases  occur  in  persons 
less  than  35  years  of  age  at  the  time  of  arrival  in  the  United 
States;  82  percent  of  the  foreign-bom  cases  of  tuberculosis  are  concentrated 
in  just  8  states. 

o  adverse  social  conditions:  tuberculosis  occurs  In  50%  of  the  homeless  population 

and  in  80%  of  those  homeless  living  in  shelters;   individuals  with  a 
median  income  of  less  than  $10,000  are  at  8  times  greater  risk  of  contracting 
tuberculosis  than  those  with  an  income  greater  than  $25,000. 

ELIMINATING  TUBERCULOSIS 

The  United  States  Is  at  a  critical  point  with  regard  to  the  elimination  of  tuberculosis.  There  are  many 
factors  favoring  its  elimination,  including  the  increasing  interest  in  tuberculosis  in  the  medical  community 
and  by  the  media,  the  development  of  new  technologies  for  the  prevention  and  control  of  tuberculosis, 
and  an  improved  surveillance  system.  The  Strategic  Plan  for  the  Elimination  of  Tuberculosis  in  the  United 
States  identified  as  a  Year  2000  objective,  a  case  rate  of  3.5  per  100,000  population.  The  current  case 
rate  is  10.4  per  100,000. 

Dramatic  changes  in  the  incidence  of  tuberculosis  since  the  mid-1980s  seriously  jeopardize  this 
objective.  Factors  working  against  the  elimination  of  tuberculosis  include  the  alarming  development  of 
tuberculosis  which  is  resistant  to  first-line  drugs-mufti-drug  resistant  (MDR)  tuberculosis.  For  example, 
in  New  York  City,  data  for  1991  indicate  that  at  least  33  percent  of  patients  are  resistant  to  at  least  one 
drug  with  19  percent  resistant  to  two,  isoniazid  and  rifampin.  MDR  tuberculosis  has  a  mortality  rate  of 
approximately  50%. 

CDC  has  developed  a  National  Plan  to  Combat  Multidrug  Resistant  Tuberculosis  to  address  the 
increasing  rates  of  MDR-tuberculosis    This  Plan,  however,  should  not  be  seen  as  a  replacement  for  the 
Strategic  Plan. 

We  recommend  that  the  Strategic  Plan  for  the  Elimination  of  Tuberculosis  In  the  United  States  be 
reviewed  and  revised  to  address  the  problems  of  tuberculosis  elimination  encountered  since  the  plan 
was  adopted  in  1988.  The  recommendations  for  MDR  tuberculosis  should  be  incorporated  into  this 
revision  for  a  comprehensive  strategy  against  tuberculosis.  The  Plan  should  also  incorporate  activity  to 
address  the  program  of  tuberculosis  in  the  foreign-bom  Including  additional  international 
cooperative/collaborative  activity  and  increased  support  for  programs  to  treat  immigrants  with 
tuberculosis.   Furthermore,  the  Plan  must  address  the  development  of  new  objectives  and 
recommendations  critical  to  providing  direction  to  states  for  the  prevention  and  control  of  this 
communicable  disease. 

In  a  study  of  tuberculosis  control  activity  in  major  metropolitan  areas  published  in  the  American  Lung 
Association's  journal,  American  Review  of  Respiratory  Disease,  in  December  1993,  the  authors 
concluded,  in  pan,  funds  allocated  to  metropolitan  health  departments  are  likely  to  be  insufficient  to 
address  the  needs  of  tuberculosis  In  the  future.  Our  states  and  municipal  governments  must  once  again 
be  empowered  with  the  responsibility  for  tuberculosis  control  activity.  Every  state  should  have  an 
Elimination  Plan  which  establishes  guidelines  for  the  Identification,  reporting,  treatment  and  prevention  of 
tuberculosis  is  its  jurisdiction.  Continued  funding  to  states  through  the  Tuberculosis  Project  Grants  must 
be  contingent  upon  adoption  of  an  adequate  state  elimination  plan.  Such  plans  should  include 
expanded  surveillance  activity  such  as  patient  outreach  and  directly  observed  therapy,  rapid  follow-up  of 
persons  diagnosed  with  tuberculosis,  new  screening  activity  and  screening  through  community  based 
organizations.   States  should  also  be  encouraged  to  request  the  optimal  Medicaid  coverage  for 
tuberculosis  services. 

In  the  Interim,  there  are  steps  that  should  be  taken.  The  first  step  must  be  expansion  of  the  utilization  of 
existing  prevention  and  control  methods.  Tuberculosis  Is  prevented  and  controlled  by  a  variety  of  public 
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health  methods.  The  American  Thoracic  Society,  medical  section  of  the  American  Lung  Association,  and 
the  CDC  revised  a  joint  statement,  The  Control  of  Tuberculosis  in  the  United  States  last  year.  The 
document  provides  guidance  for  establishing  tuberculosis  control  activity  and  is  intended  for  persons 
working  in  tuberculosis  control  programs  and  related  programs  in  such  sites  as  correctional  facilities  and 
homeless  shelters.  A  key  recommendation  is  consideration  of  directly  observed  therapy  on  an 
intermittent  schedule  for  ail  patients.  Approximately  10-12%  of  patients  currently  receive  directly 
observed  therapy. 

Regarding  FY  95  funding,  we  recommend  that  $484  million  be  provided  for  CDC's  tuberculosis 
elimination  activity  including  Tuberculosis  Project  Grants  and  TB/AIDS  activity    The  cost  of  increasing 
funds  to  control  tuberculosis  is  small  relative  to  the  cost  of  failure  to  act   According  to  CDC,  for  every 
dollar  spent  for  prevention  and  control  of  tuberculosis,  the  nation  saves  an  estimated  $3  to  $4.  The  cost 
of  treating  persons  with  MDR  tuberculosis  ranges  from  $100,000  to  $250,000  per  patient.  This  Is  a 
burden  that  our  nation's  health  care  system  cannot  afford 

RESEARCH  INITIATIVES 

It  is  paradoxical  that  we  can  talk  about  milions  of  tuberculosis  cases  and  deaths  worldwide  in  one 
paragraph  and  elimination  of  this  disease  in  the  next.   But,  to  eliminate  tuberculosis  in  the  United  States 
and  worldwide  will  require  far  more  than  just  intensified  and  widespread  use  of  existing  prevention  and 
control  methods.   It  will  also  require  the  development  of  new  treatments,  diagnostic  and  prevention 
technologies,  and  the  rapid  transmission  of  newly  developed  technologies  to  the  field. 

Over  a  decade  ago,  the  World  Health  Organization  and  the  International  Union  Against  Tuberculosis  and 
Lung  Disease  pointed  out  the  need  for  additional  research  in  tuberculosis,  stating  that  this  need  exists  in 
developed  as  well  as  developing  countries.  In  December  1990,  a  workshop  was  held  to  set  a  national 
agenda  for  tuberculosis  research  in  the  1990s.  Cosponsored  by  the  CDC,  the  National  Institute  for 
Allergy  and  Infectious  Diseases,  and  the  American  Thoracic  Society,  specific  recommendations  were 
made  for  studies  on  the  development  of  quick,  improved  diagnostic  methods,  more  effective  preventive 
therapy,  drugs  requiring  shorter  treatment  time  and  therapies  for  patients  with  drug-resistent  disease. 
Recommendations  were  also  made  to  study  behavioral,  economic,  and  other  factors  affecting  lack  of 
compliance  with  drug  regimens.   New  methods  are  also  needed  to  improve  compliance  with  and  to 
increase  availability  of  the  most  cost-effective  preventive  and  therapeutic  interventions. 

Federal  support  for  tuberculosis  research  is  concentrated  within  the  National  Institute  for  Allergy  and 
Infectious  Diseases.  The  overall  support  within  this  Institute  for  research  specific  to  M.  tuberculosis  has 
increased  from  $323,000  in  FY  79  to  $27.8  million  in  FY  94  (estimate).  NIAID  has  developed  an  agenda 
to  intensify  tuberculosis  research  efforts  including  improvement  of  existing  diagnostic  tests  which  are  not 
reliable  in  individuals  with  HIV  Infection,  development  of  an  effective  vaccine  to  protect  those  at  risk  of 
infection  and  identification  of  more  effective  treatments  for  those  already  infected. 

While  the  tuberculosis  research  actMty  supported  by  these  funds  is  concentrated  at  NIAID,  NHLBI  also 
has  ongoing  research  activity  related  to  tuberculosis  Including  its  Tuberculosis  Academic  Award  . 
Tuberculosis  research  actMty  needs  increased  funding  and  more  importantly,  stable  funding.  We 
recommend  that  $90  million  for  tuberculosis  research  activity  be  made  avaiable  in  FY  95. 


In  conclusion,  Mr.  Chairman,  tuberculosis  is  an  infectious  disease  that  can  be  transmitted  without  regard 
to  geographic  or  governmental  boundaries.  It  is  a  public  health  problem  not  only  of  national  but 
international  scope.  Its  prevention,  control,  and  elimination  require  a  strong  federal  commitment  and  the 
recognition  of  the  role  of  the  United  States  as  a  leader  In  the  fight  against  this  age-old  disease. 
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484.0 

30.0 
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Mr.  Chairman  and  Members  of  the  Subcommittee,  the  American  Lung  Association  and  the  American 
Thoracic  Society.  ALA's  medical  section,  thank  you  for  this  opportunity  to  comment  on  the  health  and 
biomedical  research  programs  In  the  FY  95  budget  At  the  outset,  Mr.  Chairman,  we  would  like  to  thank 
you  and  the  Subcommittee  for  your  continued  support  of  biomedical  research  programs. 

Diseases  of  the  lung  constitute  a  devastating  and  growing  health  problem  In  the  United  States.   Every 
year,  nearly  315,000  Americans  die  of  lung  disease.  The  lung  disease  death  rate  increased  almost  20% 
between  1979  and  1991 -the  greatest  increase  among  the  top  five  leading  causes  of  death.  Twenty  six 
million  Americans  live  with  chronic  lung  disease  every  day.  They  suffer  from  emphysema,  chronic 
bronchitis,  asthma  or  other  breathing  problems  that  require  long-term,  regular  medical  care.   Many  major 
technological  breakthroughs  and  comprehensive  health  care  services  now  help  chronic  lung  disease 
patients  survive  and  live  longer,  more  productive  lives.  But  there  is  a  cost.  Lung  disease  costs  the  U.S. 
economy  a  total  of  $74  billion  annually-$46  billion  in  direct  health  care  expenditures  and  another  $29.5 
billion  for  indirect  costs  including  lost  work  productivity. 

The  ALA/ATS  has  reviewed  the  lung-related  research,  training  and  demonstration  programs  of  the 
National  Institutes  of  Health  and  other  agencies  conducting  activities  related  to  the  prevention  and 
control  and  treatment  of  lung  disease.  The  recommendations  we  make  today  represent  our  best 
estimate  of  the  adequate  resources  necessary  to  continue  these  programs  at  the  level  of  priority  funding 
indicated  by  the  magnitude  of  the  lung  disease  problem. 

SUMMARY:   FUNDING  RECOMMENDATIONS  On  millions) 

National  Institutes  of  Health  $11,941.8 

National  Heart,  Lung  and  Blood  institute  1,392.9 

National  Institute  for  Allergy  and  Infectious  Diseases  1,161.5 

National  Institute  for  Environmental  Sciences  288.0 

Centers  for  Disease  Control 

National  Institute  for  Occupational  Safety  and  Health  143.0 

Tuberculosis  Control  Programs  484.0 

Office  on  Smoking  and  Health  30.0 

This  afternoon,  the  comments  of  the  ALA/ATS  will  focus  on  two  areas  of  concern: 

•  specific  funding  needs  within  the  National  Heart,  Lung  and  Blood  Institute,  the  primary  source  of 
federal  funds  for  lung-related  research,  and 

•  research  and  education  initiatives  on  asthma. 

Funding  Needs  within  the  National  Heart,  Lung  and  Blood  Institute: 

The  ALA/ATS,  whle  concerned  specifically  about  research  related  to  the  prevention  and  control  of  lung 
disease,  believes  that  medical  research  is  an  investment  as  critical  to  the  future  health  of  every  American 
as  Is  reform  of  the  health  care  delivery  system.  We  are  concerned,  however,  that  the  President's  budget 
once  again  provides  significant  Increases  In  funding  for  some  prominent  diseases  whle  providing 
increases  for  others  well  below  levels  necessary  to  merely  adjust  for  biomedical  research  Inflation.  The 
NHLBI  continues  to  fall  in  the  latter  category. 

Investment  in  the  research  program  of  the  NHLBI  is  truly  an  investment  in  health  care  Innovation. 
Neonatal  Respiratory  Distress  Syndrome  is  one  such  example.   Neonatal  Respiratory  Distress  Syndrome 
affects  40,000  infants  in  the  United  States  each  year.  It  Is  caused  by  a  deficiency  of  lung  surfactant,  a 
substance  that  lines  the  air  sacs  in  the  lungs  and  prevents  collapse  of  the  lungs.  NHLBI  sponsored 
research  conducted  among  neonates  weighing  500-1,500  grams  demonstrated  that  surfactant 
replacement  therapy  reduced  the  mortality  rate  in  half.  Further,  Neonatal  Respiratory  Distress  Syndrome 
and  pulmonary  interstitial  emphysema  declined  In  survivors  by  26%  and  47%,  respectively.  Adjusting  for 
inflation,  the  cost  per  case  decreased  by  approximately  $7,300.  This  represents  an  overall  annual 
savings  of  $300  mllion. 
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The  NHLBI  research  portfolio  includes  several  budget  mechanisms  of  Importance  to  lung-related 
research.  Of  particular  concern  is  the  impact  of  funding  proposals  for  the  grant  mechanism.   Of  equal 
concern  are  the  continued  inadequate  resources  for  the  Specialized  Centers  of  Research  (SCOR) 
program  and  for  research  training 

The  research  project  grant  remains  the  keystone  of  the  NHLBI  research  portfolio.  This  includes  the 
Regular  Research  Grant,  New  Investigator  Award,  FIRST  Award,  MERIT  Award,  Small  Business 
Innovation  Research  Award,  Program  Project  Grants  and  Cooperative  Agreements.   A  major  problem  in 
the  management  of  this  mechanism  is  the  provision  of  funding  stabiify  for  investigators  as  well  as  the 
provision  of  new  opportunities  for  young  investigators.   In  constant  dollars,  funding  has  fallen  below 
levels  in  FY  85.   Funding  for  the  NHLBI  research  grant  mechanisms  must  be  restored  to  support 
continuing  areas  of  research  as  well  as  provide  new  research  opportunities. 

Begun  in  1971,  NHLBI  now  funds  73  SCORs  focused  on  13  areas  of  research.  The  Division  of  Lung 
Diseases  supports  27  centers  covering  seven  areas  of  research.  The  SCOR  program  was  developed  to 
advance  basic  knowledge  and  to  generate  the  most  effective  methods  of  diagnosis,  management  and 
prevention  of  disease.  Funded  on  a  competitive  basis  for  5  years,  SCORs  are  designed  to  encourage 
the  concentration  of  research  resources,  fadities,  and  personnel  on  specific  research  issues.  The  SCOR 
program  continues  to  be  inadequately  funded  although  the  Institute,  by  legislative  mandate,  has  initiated 
additional  programs  funding  several  new  centers  in  the  same  period.  The  ALA/ATS  recommends 
additional  funds  be  provided  for  the  Centers  mechanism  to  restore  awards  to  their  approved  levels  and 
provide  sufficient  funding  for  programs  undergoing  competitive  renewal.  Further.the  NIH  should  be 
instructed  to  explore  steps  to  stabilize  funding  for  this  mechanism  and  re-establish  program  balance. 

Research  Training  is  critical  to  continued  advances  in  the  prevention  and  control  of  lung  disease.  As 
new  technologies  are  incorporated  into  research  protocols  and  highly  specialized  areas  of  research 
developed,  adequate  numbers  of  trained  investigators  will  be  crucial.  The  Institute  supports  several 
specific  training  awards  of  interest  to  the  ALA/ATS.   Scheduled  for  competitive  renewal  are  the  Asthma 
Academic  Award  which  was  developed  to  improve  the  quality  of  medical  education,  research  programs, 
and  dinica!  practice  focused  on  the  control  of  asthma.  Also  scheduled  for  renewal  is  the  Tuberculosis 
Academic  Award.  This  award  is  focused  on  the  recognition,  prevention,  and  management  of 
tuberculosis  in  the  United  States. 

Research  and  Education  Initiatives  on  Asthma: 

Asthma  is  one  of  the  most  common  chronic  diseases  in  the  United  States.  Today  there  are  an  estimated 
12  million  asthmatics.  Asthma  leads  the  list  of  childhood  diseases  causing  significant  lost  school  days. 
Overall  direct  and  indirect  costs  from  asthma  are  estimated  to  exceed  $6.2  billion  annually.  Research  on 
the  mechanisms  involved  in  the  pathogenesis,  diagnosis,  treatment  and  prevention  of  asthma  is  critical 
to  reducing  the  morbidity  and  mortality  from  this  growing  health  problem. 

The  National  Institutes  of  Health  support  a  broad  range  of  research  activity,  both  basic  and  clinical 
research,  and  education  programs  specifically  within  the  NHLBI  and  the  National  Institute  for  Allergy  and 
Infectious  Diseases  (NIAID).  Clinical  research  activities  include  the  NHLBI's  SCOR  program  In  Chronic 
Airways  Diseases,  which  is  directed  at  the  pathogenesis  of  airway  reactivity  in  children  and  adults  with 
asthma;  NHLBI's  Childhood  Asthma  Management  Program,  which  is  evaluating  three  long-term  therapies 
for  asthma  in  children;  NIAID's  network  of  Asthma  and  Allergic  Disease  Research  Centers  specifically 
directed  at  improving  the  diagnosis,  treatment  and  prevention  of  asthma;  and  NIAID's  National 
Cooperative  Inner-City  Asthma  Study  designed  to  identify  those  factors  leading  to  Increased  morbidity 
and  mortality  in  the  Inner -city  minority  population.  These  initiatives  have  established  an  invaluable 
information  base  on  the  complex  biological  mechanisms  underlying  asthma.  Continued  support  of  such 
efforts  will  provide  information  critical  to  the  effective  treatment  and  management  of  asthma  and, 
eventually,  the  prevention  of  morbidity  and  mortality  due  to  asthma. 

Despite  advances  made  to  date  In  understanding  the  etiology  and  pathophysiology  of  asthma  and 
development  of  new  therapeutic  approaches,  the  prevalence  and  severity  of  asthma  have  significantly 
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Increased  over  the  past  decade.  To  address  this  growing  problem,  the  NHLBI  recently  established  an 
Asthma  Clinical  Research  Network.  This  Network  has  been  organized  to  facilitate  rapid  evaluation  of 
new  therapeutic  approaches,  assess  current  treatment  strategies  and  efficiently  disseminate  laboratory 
and  clinical  findings  to  the  health  care  community. 

The  NHLBI  initiated  the  National  Asthma  Education  Program  (NAEP)  in  1989  to  raise  awareness  that 
asthma  Is  a  serious  chronic  disease  and  to  promote  more  effective  management  of  asthma  through 
patient  and  professional  education.  The  Coordinating  Committee  represents  various  national  medical, 
public  health,  voluntary  and  government  organizations  including  the  ALA  and  ATS.  The  Institute  has 
completed  several  key  activities  including  release  of  its  first  report,  Guidelines  for  the  Diagnosis  and 
Treatment  of  Asthma.  These  guidelines  were  developed  to  provide  physicians  and  other  health  care 
providers  with  state-of-the-art  consensus  guidelines  for  the  diagnosis  and  treatment  of  asthma.  The  First 
National  Conference  on  Asthma  Management  was  hetd  in  October  1992  bringing  together  diverse  health 
professionals  concerned  with  the  care  of  patients  with  asthma.  Its  focus  was  on  the  Guidelines  as  a  way 
to  improve  patient  care  and  education. 

Additional  research  resources  are  necessary  if  we  are  to  properly  attack  the  many  health  care  problems 
posed  by  asthma.  For  example,  the  NHLBI  Childhood  Asthma  Management  Program  should  be 
expanded  to  study  optimal  therapies  for  the  adult,  including  therapies  for  adult  onset  of  asthma. 

Additional  research  efforts  are  also  necessary  to  better  understand  asthma  in  females.  In  approximately 
one-third  of  women,  for  example,  asthma  becomes  worse  during  pregnancy.  Since  poorly  controlled 
asthma  has  been  shown  to  have  an  adverse  effect  on  the  fetus,  use  of  drugs  for  optimal  management 
has  been  considered  justified.   However,  their  safety  has  not  been  unequivocally  proven.  The  NHLBI  has 
developed  a  new  initiative  to  study  asthma  during  pregnancy.  The  Initiative  wOl  utlize  the  1 1  obstetric 
centers  comprising  the  National  Institute  of  Child  Health  and  Human  Development's  Maternal-Fetal 
Medicine  Unit  Network.  The  Asthma  In  Pregnancy  Study  is  an  observational  study  to  evaluate  the 
relationships  between  asthma  severity  and  treatment  regimens  and  perinatal  outcomes. 


This  past  January,  the  American  Review  of  Respiratory  Disease  became  the  American  Journal  of 
Respiratory  and  Critical  Care  Medicine.  ALA's  "Review"  has  become  "Journal"  in  recognition  that  its  sou1 
is  original  scientific  investigation.  "Disease"  became  "Medicine"  to  recognize  that  investigations  of 
disease  mechanisms  are  leading  to  increasingly  effective  preventions  and  treatments.  Our  name  chanc 
is  but  one  index  for  measuring  changes  in  the  way  science  is  looking  at  the  future.  If  we  are  to  contini 
such  an  aggressive  research  program,  significant  additional  resources  are  necessary.  Your  continued 
support  for  adequate  biomedical  research  funding  is  greatly  appreciated. 
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TESTIMONY  OF  MICHAEL  E.  BYRNE,  DIRECTOR  OF 
THE  AREA  HEALTH  EDUCATION  CENTER  SYSTEM 
UNIVERSITY  OF  LOUISVILLE  SCHOOL  OF  MEDICINE 
REPRESENTING  THE  NATIONAL  AREA  HEALTH  EDUCATION  CENTERS  PROGRAMS 
TO  THE  HOUSE  APPROPRIATIONS  SUBCOMMITTEE  ON 
LABOR,  HHS,  EDUCATION  AND  RELATED  AGENCIES 


WEDNESDAY,  MAY  4,  1994 


The  Area  Health  Education  Centers  Program  is  under  Section  746 
of  Title  VII  of  the  Public  Health  Service  Act 
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TESTIMONY  OF  MICHAEL  E.  BYRNE 
UNIVERSITY  OF  LOUISVILLE  SCHOOL  OF  MEDICINE 
TO  THE  HOUSE  APPROPRIATIONS  SUBCOMMITTEE  ON 
LABOR,  HHS,  EDUCATION  AND  RELATED  AGENCIES 


Chairman  Smith,  Members  of  the  Subcommittee,   I  am  Michael  Byrne 
of  the  University  of  Louisville  School  of  Medicine  and  Director  of  the 
federal  Area  Health  Education  Centers  System  in  Kentucky.   I  am  speaking  on 
behalf  of  the  national  Area  Health  Education  Centers,  called  AHECs,  and  on 
behalf  of  the  Health  Education  and  Training  Centers  or  H-E-T-Cs.  There  are 
AHEC  programs  and/or  H-E-T-C  programs  in  29  states  now  receiving  federal 
support.  Six  additional  states  have  thriving  AHEC  programs  supported  by 
state  and  other  resources.  We  believe  it  is  essential  that  the  national 
AHEC  program  be  able  to  continue  its  systematic,  sustained  support  for 
accessible,  basic  health  care  as  well  as  a  health  career  opportunity  for 
people  who  historically  have  not  had  it.  Given  the  outstanding  progress  of 
this  program,  I  urge  you  to  appropriate  the  $25  million  authorized  for  AHEC 
in  1995.  I  urge  you  to  support  funding  at  the  full  authorization  level.  I 
also  ask  you  to  support  a  $5  million  appropriation,  the  authorized  level, 
for  the  Health  Education  and  Training  Centers  within  the  AHEC  authority. 

AHEC,  of  necessity,  plays  a  major  part  in  all  health  care  reform 
initiatives  at  the  national,  state  or  regional  level.  Any  health  care 
reform  plan  requires  a  dramatic  and  immediate  increase  in  the  capacity  for 
primary  health  care  available  to  Americans.  This  is  especially  important 
to  local  health  centers  which  are  facing  increasing  difficulties  recruiting 
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health  professionals  to  treat  underserved  populations.  The  Council  on 
Graduate  Medical  Education  says  medical  schools  must  increase  the 
proportion  of  general ists  graduating  to  50%,  up  from  23%.  AHEC  has  been  at 
work  training,  re-training  and  providing  a  supportive  environment  for 
nearly  1.5  million  students  and  residents  for  over  twenty  years. 
Practitioners  include  primary  care  physicians,  nurse  practitioners  and 
others  who  provide  basic  health  care  and  appropriate  referrals  to 
specialists.  The  HETCs  directly  impact  the  health  status  of  extremely 
underserved  communities.  Primary  care  providers  are  already  in  short 
supply  but  if  health  insurance  can  be  provided  to  more  citizens  the  need 
for  primary  care  providers  will  become  even  more  critical.  Since  it  began 
in  1972  the  AHEC  program  has  directed  educational  activities  toward  the 
recruitment,  retention,  geographic  distribution,  specialty  distribution  and 
the  quality  of  health  care  professionals.  The  AHEC  program  links  health 
sciences  professional  schools  with  rural  and  inner  city  communities  and 
with  community  health  care  practitioners.  It  brings  health  professions 
training  programs  into  the  communities  where  health  professionals  continue 
to  be  critically  needed.  The  AHEC  program  helps  provide  quality  and 
accessible  primary  health  care. 

Over  one  hundred  and  twenty  regional  AHECs  operate  in  rural  and 
inner  city  communities.  Eighty-seven  of  the  nation's  medical  schools 
and  five  hundred  schools  of  nursing,  pharmacy,  allied  health, 
dentistry,  public  health  and  other  health  sciences  participate  in  the 
program.  Through  AHEC,  students  expand  their  educational  environment  and 
gain  practical,  hands-on  experience  in  underserved  communities. 
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This  increases  the  likelihood  that  they  will  return  to  these  communities  to 
practice.  AHEC  also  addresses  the  need  for  more  African-American, 
Hispanic  and  other  minority  health  care  practitioners  since  the  inner  city 
AHECs  include  large  African-American  and  other  minority  communities. 

The  national  AHEC  program  has  elements  necessary  to  modify  the  present 
health  care  system  to  meet  the  needs  of  the  next  century.  AHEC  has  proven 
itself  a  worthwhile  investment.  Although  an  AHEC  receives  federal  funding 
for  only  six  years,  for  each  federal  dollar  that  has  been  invested  in  the 
AHEC  program,  approximately  four  recurring  state  and  local  dollars  have  been 
contributed.  At  a  time  of  budget  cuts,  Kentucky  appropriated  new  money  to 
provide  continuing  support  for  AHECs  after  completion  of  eligibility  for 
federal  funding. 

It  is  the  success  of  states  such  as  Kentucky,  North  Carolina,  South 
Carolina,  Arkansas,  Texas,  Florida,  Oregon,  Arizona  and  others  that  has 
stimulated  state  and  local  funding  for  AHEC.  Recognition  of  this  success 
contributed  to  the  creation  of  a  provision  for  model  or  state-supported 
AHECs.  '  The  provision  allows  matching  grants  to  AHEC  projects  that  have 
gained  recurring  state  funding.  These  matching  grants  assure  that  AHECs 
continue  their  efforts  to  meet  national  goals  for  improved  access  to 
primary  care  services.  We  respectfully  ask  that  Congress  appropriate  the 
funds  authorized  for  the  entire  AHEC  program  in  order  to  put  into  action 
the  new  model  or  state-supported  AHEC  authority  which  can  now  be  funded 
only  when  the  AHEC  appropriation  exceeds 
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$18.7  million.  Because  so  many  additional  states,  including  Connecticut, 
Iowa,  Pennsylvania,  Hawaii  and  Mississippi  seek  needed  funding  support  to 
establish  AHEC  programs,  it  is  envisioned  that  this  $18.7  million  threshold 
may  need  to  be  raised  in  the  future. 

This  is  an  important  program  and  the  support  which  the  federal 
government,  especially  this  Subcommittee  has  provided,  is  acknowledged, 
appreciated,  and  continues  to  be  needed.   Mr.  Chairman,  I  want  to  thank 
you  for  your  consistent  support  over  the  years  and  add  a  personal  note  of 
recognition  of  your  predecessor,  the  late  Bill  Natcher.  Congressman 
Natcher,  with  the  help  of  the  Subcommittee  members,  consistently  valued  the 
AHEC  program  as  a  long  term,  practical  solution  to  the  health  care  problems 
facing  many  citizens  in  Kentucky  and  other  Americans  in  all  the  states.  We 
need  your  assistance  now  more  than  ever.  Thank  you. 


77-364  O— 94 48 


1504 


-or  Aumtt  Pick  Road 

GENETIC  DESIGN  Gmev«*o  satm  o*ouv,  r*» 


9I'<  MH33IO 


STATEMENT  FOR  THE  RECORD  OF 

ROBERT  A.  BEVER,  Ph.  D. 

DIRECTOR  OF  SCIENCE  AND  DEVELOPMENT 

GENETIC  DESIGN,  INC. 


Submitted  to 

SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES, 

AND  EDUCATION 

COMMITTEE  ON  APPROPRIATIONS 

U.S.  HOUSE  OF  REPRESENTATIVES 


May  5,  1994 


1505 


STATEMENT  FOR  THE  RECORD  OF 

ROBERT  A.  BEVER,  Ph.  D. 

DIRECTOR  OF  SCDZNCE  AND  DEVELOPMENT 

GENETIC  DESIGN,  INC. 

Submitted  to 

SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES, 

AND  EDUCATION 
HOUSE  COMMITTEE  ON  APPROPRIATIONS 

May  5,  1994 


Mr.  Chairman  and  members  of  the  Subcommittee,  thank  you  for  providing  me  the 
opportunity  to  submit  a  statement  for  inclusion  in  the  Subcommittee's  public  witness  hearing 
record.   In  my  statement,  I  will  address  the  issue  of  voluntary  paternity  establishment 
programs.   This  issue  is  of  particular  importance  in  light  of  recent  proposed  regulations 
issued  by  the  U.S.  Department  of  Health  and  Human  Services'  Office  of  Child  Support 
Enforcement  and  the  impact  these  regulations  are  likely  to  have  on  the  treatment  of  paternity 
establishment  and  child  support  issues  in  the  scope  of  welfare  reform. 

Genetic  Design,  Inc.  has  a  great  interest  in  paternity  establishment.   Based  in 
Greensboro,  North  Carolina,  Genetic  Design  maintains  a  state-of-the-art  genetic  testing 
laboratory  where  our  scientists  identify  genetic  markers  that  provide  objective  scientific 
evidence  in  the  areas  of  paternity  testing,  bone  marrow  typing  to  identify  donors  for  critically 
ill  patients,  and  forensic  identification  to  assist  in  criminal  investigations.   As  a  pioneer  in  the 
area  of  genetic  testing,  Genetic  Design  is  interested  in  increasing  the  rate  of  paternity 
establishment  and  has  developed  new,  safer  ways  to  conduct  paternity  tests. 

As  you  may  be  aware,  Congress  mandated  in  the  Omnibus  Budget  Reconciliation  of 
1993  that  the  states  increase  their  Paternity  Establishment  Performance  Standard  from  its 
current  level  of  50  percent  to  75  percent,  or  an  increase  of  between  three  and  six  percentage 
points  over  the  previous  fiscal  year.   The  law  also  requires  states  to  put  in  effect  laws  for  in- 
hospital  early  paternity  establishment  programs  that  include  signature  lines  on  birth  certificate 
which  would  constitute  voluntary  acknowledgement  and  the  creation  of  the  presumption  of 
voluntary  establishment. 
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Voluntary  paternity  acknowledgement  programs  have  gained  increased  attention 
because,  until  recently,  conducting  paternity  testing  was  both  difficult  and  painful. 
Traditionally,  paternity  testing  is  conducting  by  drawing  blood  samples  from  the  biological 
mother,  the  child  and  the  man  presumed  to  be  the  biological  father.   These  samples  are  then 
analyzed  to  prove  paternity.   While  this  testing  is  an  accurate  method  of  paternity 
establishment,  it  is  not  without  its  problems.   First,  physicians  do  not  recommend  that  blood 
be  drawn  from  an  infant  until  that  baby  is  between  six  months  and  12  months  old.  This  is 
because  an  infant's  veins  are  not  developed  enough  from  which  to  draw  blood.   Blood  can  be 
drawn  from  the  baby's  heel,  but  that  is  a  very  painful  process  for  the  infant.   Second,  it  is 
more  difficult  to  get  a  sample  from  the  alleged  father  once  the  baby  is  older.  There  is 
anecdotal  evidence  that  the  biological  father  is  more  likely  to  be  present  immediately 
following  the  birth  of  the  child  than  he  is  in  the  following  six  to  12  months.   As  such,  it  is 
more  desirable  to  conduct  testing  at  that  time.   Finally,  many  people  are  uncomfortable  about 
having  blood  drawn  and  therefore  resist  submitting  to  paternity  testing. 

Genetic  Design  recognized  the  problems  inherent  in  the  need  to  draw  blood  and  has 
developed  a  process  that  is  safer  and  painless.  This  process,  called  buccal  swab  technology, 
uses  a  cotton  swab  to  rub  the  inside  of  the  cheek  of  all  parties  that  will  be  tested.   Cells, 
which  contain  the  necessary  DNA,  are  then  extracted  and  analyzed  to  determine  paternity. 
This  method  allows  infants  to  be  tested  at  birth  without  causing  pain  and  it  removes  the 
stigma  of  having  blood  drawn.   Finally,  since  the  testing  can  be  conducted  soon  after  the 
child's  birth,  there  is  an  increased  likelihood  that  the  biological  father  will  be  present. 

Genetic  Design,  Inc.  fully  supports  the  intent  of  voluntary  paternity  establishment 
programs.   The  ability  to  establish  paternity  as  soon  after  the  child's  birth  as  possible 
produces  great  benefits  to  the  child  in  the  form  of  child  support  payments,  parental 
involvement  and  the  child's  access  to  important  information,  such  as  medical  history. 
However,  based  on  our  experience  in  conducting  paternity  tests,  there  are  some  issues  about 
voluntary  paternity  acknowledgement  programs  that  must  be  addressed  if  these  programs  are 
to  be  successful. 

In  its  proposed  regulations,  the  Office  of  Child  Support  Enforcement  (OCSE)  notes 
the  advantages  of  securing  genetic  testing  as  a  part  of  the  early  acknowledgement  process. 
However,  the  OCSE  did  not  include  a  requirement  for  genetic  testing  in  its  regulations  for 
voluntary  paternity  acknowledgement  programs.   Therefore,  we  want  to  make  this 
Subcommittee  aware  that  there  are  sound  and  compelling  reasons  for  making  genetic  testing  a 
part  of  any  early  acknowledgement  program  that  serve  the  public  interest. 

While  Genetic  Design  appreciates  the  need  for  expedient  "voluntary 
acknowledgement"  procedures,  there  are  several  reasons  why  genetic  testing  be  a  part  of  this 
process.   First,  only  genetic  testing  conclusively  establishes  biological  parentage.   This  is 
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important  not  only  in  promoting  parental  responsibility  and  encouraging  financial  support, 
but  also  for  providing  a  child  with  information  about  his  or  her  genetic  history.   Such 
information  may  prove  extremely  valuable,  and  perhaps  lifesaving,  under  some  medical 
conditions. 

Second,  and  perhaps  more  important,  approximately  25  percent  to  30  percent  of  men 
genetically  tested  for  parentage  are  excluded.   Genetic  Design's  statistics  confirm  this 
finding.   Of  the  23,437  paternity  tests  conducted  in  our  laboratory  from  June  1,  1993  to 
December  5,  1993,  the  man  was  excluded  from  being  the  biological  father  in  6,688  tests  (a 
27.S  percent  exclusion  rate).   In  short,  there  is  a  27. 5  percent  chance  that  a  man  who 
voluntary  acknowledges  paternity  is,  in  fact,  not  the  biological  father. 

The  consequences  of  this  exclusion  rate  are  very  real.   A  voluntary  paternity 
establishment  process  that  does  not  include  genetic  testing  will  result  in  the  establishment  of 
legal  parentage  for  a  great  many  men  who  are  not  the  biological  fathers  and  who  might  not 
otherwise  have  wanted,  or  have  agreed  to  accept,  the  legal  and  financial  responsibility  for 
children  who  are  not  their  biological  offspring. 

While  there  are  some  child  support  proponents  who  will  argue  that  government  must 
use  any  effort  available  to  secure  financial  support  for  a  child  from  anyone  willing  to  accept 
that  responsibility,  regardless  of  whether  that  person  is  the  biological  parent,  a  voluntary 
acknowledgement  program  that  establishes  legal  parental  responsibility  based  solely  on 
obtaining  the  signature  of  a  man  who  is  present  immediately  following  the  birth,  and  who 
looks  like  a  proud  father,  but  who  may  not  be  the  biological  father,  crosses  the  boundary  into 
a  gray  area  between  legal  convenience  and  outright  miscarriage  of  justice. 

Genetic  testing  addresses  this  issue  in  the  voluntary  establishment  process  by 
mitigating  the  concern  about  due  process  and  balancing  competing  societal  interests. 
Accordingly,  while  voluntary  acknowledgement  should  continue  to  be  encouraged,  genetic 
testing  in  the  hospital  should  become  part  of  this  process. 

Genetic  Design,  Inc.  has  addressed  our  concerns  about  voluntary  paternity 
acknowledgement  programs  in  greater  detail  in  our  response  to  the  proposed  regulations 
promulgated  by  the  Office  of  Child  Support  Enforcement.   We  bring  these  issues  before  this 
Subcommittee  to  raise  the  level  of  awareness  to  them  and  because  it  is  appears  certain  that 
voluntary  paternity  acknowledgement  programs  will  be  an  integral  part  of  welfare  reform.   In 
our  review  of  pending  welfare  reform  legislation,  as  well  as  indications  from  the  White 
House  Task  Force  on  Welfare  Reform,  there  is  a  view  that  voluntary  paternity 
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acknowledgement  programs  are  cost  effective  and  will  address  many  of  the  problems  in  our 
nation's  child  support  enforcement  system.   We  hope  that,  through  this  testimony  and  in  our 
response  to  the  Office  of  Child  Support  Enforcement,  Genetic  Design  has  been  able  to  dispel 
some  of  the  misperceptions  about  voluntary  acknowledgement  programs. 

Thank  you  for  your  consideration  of  this  statement. 
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Mr.  Chairman  and  Members  of  the  Subcommittee: 

We  appreciate  the  opportunity  to  present  the  views  of  the  American 
Council  on  Education  (ACE)  and  its  more  than  1500  college  and  university 
members  on  behalf  of  student  financial  assistance  in  the  fiscal  year  1995 
budget.  While  there  are  other  valuable  and  important  higher  education 
programs  in  the  Department  of  Education's  budget  whose  funding  requests 
we  support,  the  need  to  secure  meaningful  educational  opportunity  for 
students  through  federal  financial  assistance  is  so  acute  that  it  claims  our 
highest  collective  priority.  Fully  recognizing  the  scarcity  of  resources  at  your 
disposal,  we  believe  funding  for  student  aid  should  be  one  of  this 
subcommittee's  highest  priorities  as  well. 

As  a  nation,  we  still  have  a  long  way  to  go  in  removing  the  barriers  of 
income  and  educational  disadvantage  from  college  attendance,  and  an  even 
longer  way  to  go  toward  enabling  all  our  citizens  to  enjoy  the  benefits  of  full 
participation  in  the  economic  life  of  the  country.  This  is  the  unfulfilled 
promise  of  need-based  federal  student  aid.  But  rather  than  moving 
aggressively  to  achieve  this  goal,  we  are,  in  fact,  drifting  toward  a  federal 
student  aid  policy  based  solely  on  the  assumption  of  student  debt. 

Our  colleges  are  alarmed  by  this  drift  and  by  its  consequences  for  our 
students.  The  average  debt  has  nearly  tripled  in  the  past  decade,  from  $2,500 
in  1980  to  exceeding  $7,000  in  1990.  Students  may  borrow  up  to  $23,000  for  an 
undergraduate  course  of  study  under  the  Stafford  loan  program.  Many  of  our 
institutions  report  a  precipitous  increase  in  loan  volume  this  year.  Purdue 
University,  for  example,  experienced  twice  the  amount  of  borrowing  than 
was  incurred  by  students  and  their  families  last  year.  At  Boston  University, 
students  borrowed  a  total  of  $13  million  in  1992-93  and  will  borrow  $21 
million  this  year.  Ominously,  this  trend  occurred  despite  evidence  that  many 
students  have  abandoned  their  college  aspirations  when  confronted  with  the 
prospect  of  having  to  assume  large  debts:  the  results  of  ACE's  annual  fall 
enrollment  survey  show  that  in  12  out  of  16  states  surveyed,  enrollment  in 
higher  education  fell,  marking  the  first  such  decline  in  nine  years. 
Enrollment  in  the  California  Community  College  System  fell  by  almost 
140,000  --  nearly  nine  percent,  bearing  out  research  indicating  that  financially 
and  academically  disadvantaged  students  are  the  least  likely  to  borrow  in 
order  to  finance  their  education. 

These  trends  signal  a  marked  retreat  from  the  egalitarian  principles  on 
which  the  current  array  of  federal  financial  aid  programs  is  founded,  and 
forecast  disturbing  social  and  economic  consequences  for  the  nation.  Saddled 
with  excessive  debt,  new  graduates  will  struggle  with  the  specter  of  default,  be 
unlikely  to  purchase  large  consumer  goods,  and  have  difficulty  in  purchasing 
homes.    Greater  social  stratification  will  result,  quite  possibly  along  racial 
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lines.    Without  the  incentive  of  postsecondary  opportunity,  progress  toward 
achieving  the  Goals  2000  agenda  will  be  impeded. 

Reversing  the  decline  in  grant  assistance  is  imperative.  The  Pell  Grant 
program  —  once  the  foundation  program  of  equal  opportunity  and  access  — 
now  represents  only  18  percent  of  all  student  aid  funding.  The  maximum 
grant  has  declined  by  more  than  30  percent  in  real  terms  since  FY  1979. 
Recent  Pell  Grant  history  is  telling:  in  FY  1991,  a  Pell  Grant  maximum  award 
was  increased  to  $2400;  it  held  steady  at  $2400  in  FY  1992;  it  was  decreased  to 
$2300  in  FY  1993;  and  last  year,  the  Senate  prevailed  in  retaining  the  $2300 
maximum  award  over  the  House's  reduction  to  $2250. 

This  $100  fluctuation  in  the  maximum  award  may  seem  insignificant.  It  is 
difficult  for  many  of  us  to  appreciate  the  value  of  $100  to  a  Pell  Grant 
recipient,  60%  of  whom  have  incomes  of  $15,000  or  less.  Peggy  Elliott, 
President  of  the  University  of  Akron,  discovered  its  true  value  through  a 
student  on  her  campus  named  Faith.  A  blind,  minority  Pell  Grant  recipient, 
Faith  was  also  the  single  parent  of  a  new  infant.  Dr.  Elliott  had  invited  Faith 
to  her  office  to  offer  a  gift  of  cash  from  a  small,  discretionary  fund  in  response 
to  a  campus  rumor  that  Faith  had  no  money  for  Thanksgiving  dinner.  Her 
offer  was  declined,  since  Faith  had  set  aside  her  own  funds  for  that  purpose, 
but  Dr.  Elliott  extracted  a  promise  that  if  she  ever  did  need  money,  she  would 
ask.  A  year  later,  Faith  returned  to  seek  a  loan  of  $75  to  purchase  a  used 
refrigerator  that  she  needed  because  her  daughter  had  grown  to  an  age 
whereby  Faith  could  no  longer  store  sufficient  fresh  milk  for  her  on  the 
windowsill  of  her  apartment.  As  Dr.  Elliott  is  pleased  to  note,  Faith  has  since 
graduated,  is  employed,  and  is  paying  taxes. 

We  recognize  that  the  current  budget  constraints  will  make  it  difficult  to 
restore  the  value  of  grant  assistance  and  minimize  the  prominence  of  loans. 
But  we  must  begin  this  task.  In  this  regard,  we  applaud  the  President's  budget 
request  for  a  $2400  Pell  Grant  maximum  award  and  the  elimination  of  the 
Pell  Grant  shortfall  as  a  step  in  the  right  direction.  We  urge  the 
subcommittee  to  establish  the  maximum  award  at  no  less  than  $2400,  and  to 
make  every  effort  to  increase  the  maximum  to  $2500.  Because  the 
Department's  estimates  for  the  program  lag  actual  enrollment  data  by  two 
years,  it  is  likely  that  the  cost  estimates  do  not  reflect  the  downward 
enrollment  trends  noted  above.  In  the  event  of  a  revision  to  the 
Department's  estimates  prior  to  subcommittee  markup,  we  urge  you  to  apply 
the  savings  to  an  additional  increase  in  the  maximum  award. 

The  remainder  of  the  President's  budget  for  student  financial  assistance  is 
a  mixed  blessing.  We  strongly  support  the  $100  million  increase  for  Federal 
Work-Study  (FWS).  Our  campuses  report  dramatically  increased  student 
demand  for  work  opportunities  in  lieu  of  loans  for  both  community  service 
and  conventional  work  experiences.    We  are    pleased  that  the  President's 
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budget  maintains  current  funding  levels  for  Supplemental  Educational 
Opportunity  Grants  (SEOG),  but  we  would  urge  the  subcommittee  to  provide 
at  least  current  services  for  this  program  which  helps  to  offset  the  decline  in 
the  value  of  the  Pell  Grant. 

We  oppose  and  are  discouraged  by  the  Administration's  proposed 
elimination  of  two  of  the  most  targeted,  most  leveraged,  federal  student  aid 
programs:  State  Student  Incentive  Grants  (SSIG)  and  new  capital 
contributions  for  Perkins  Loans.  Elimination  of  the  SSIG  program  represents 
a  loss  greater  than  the  $72.4  million  in  current  year  funding,  since  the  funds 
are  equally  matched  or  over-matched  by  the  states.  Given  the  depleted 
condition  of  state  treasuries,  there  is  no  prospect  that  the  states  could  expand 
their  commitment  to  fill  the  void  created  by  a  federal  withdrawal,  and  many 
states  would  simply  forego  making  grants  altogether.  We  are  grateful  to  you 
for  restoring  SSIG  funding  last  year,  and  we  urge  you  to  do  so  again  this  year. 
We  urge,  as  well  that  you  continue  funding  for  Perkins  Loans  at  FY  94  levels. 
Perkins  Loans,  with  their  beneficial  terms  and  conditions,  are  an  important 
component  of  aid  packages  for  our  neediest  students. 
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Mr.  Chairman  and  Members  of  the  Subcommittee,  thank  you  for  this  opportunity  to 
submit  a  statement  for  the  record. 

As  Congress  debates  reform  of  our  nation's  health  care  system,  the  awareness  of  the  need 
to  expand  primary  care  has  become  profound.  With  it  has  come  the  realization  for  the  need  to 
increase  the  number  of  primary  care  physicians  in  this  country,  as  well  as  the  need  to  understand 
more  about  the  social,  educational,  psychological,  behavioral,  economic  and  historical  factors 
which  contribute  to  diminished  health  status. 

When  the  Morehouse  School  of  Medicine  was  founded  less  than  20  years  ago,  it  was  to 
recruit,  educate  and  graduate  more  students  from  minority  and  socioeconomically  disadvantaged 
backgrounds  to  serve  as  primary  care  physicians  in  underserved  communities;  and  to  expand 
basic  biomedical  research  and  clinical  research,  with  particular  emphasis  on  those  problems  that 
disproportionately  affect  minorities  and  the  poor. 

Today,  the  Morehouse  School  of  Medicine  (MSM)  is  seeking  to  expand  its  capabilities 
to  fulfill  its  mission  to  train  more  primary  care  physicians  and  to  expand  basic  biomedical  and 
clinical  research.  As  such,  it  intends  to  combine  its  expertise  and  experience  in  primary  care 
to  establish  the  National  Center  for  Primary  Care. 


THE  NATIONAL  CENTER  FOR  PRIMARY  CARE 

The  Center,  which  will  be  located  on  The  Morehouse  School  of  Medicine's  campus,  will 
further  assist  the  School  to  meet  its  mission.  Partnerships  formed  by  the  School  with  rural  and 
urban  communities  can  help  monitor  and  prioritize  the  needs  of  these  communities  and  structure 
how  these  needs  are  to  be  met. 
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The  National  Center  for  Primary  Care  will  be  a  national  resource  conducting,  sponsoring 
and  participating  in  academic,  clinical,  and  health  services  research.  Overall,  the  Center  will 
house  and,  importantly,  foster  the  integration  of  several  principal  components  of  the  School, 
including  undergraduate,  graduate  and  continuing  medical  education,  research  and  outreach 
programs.  The  role  of  the  Center  is  not  only  to  strengthen  the  individual  capacity  of  these 
various  programs,  but  also  to  help  blend  these  into  an  integrated,  effectively  functioning  whole. 

Specifically,  the  Center  will  accomplish  the  following  goals: 

•  To  increase  significantly  the  number  of  primary  care  physicians. 

•  To  build  upon  current  health  policy  activities  to  form  a  national  health  and  social  policy 
center  focused  on  identifying  and  analyzing  the  complex  social,  educational, 
psychological,  behavioral,  economic  and  historical  factors  which  contribute  to  current 
problems  of  diminished  health  status,  access  and  quality  in  the  provision  of  both 
preventive  and  acute  health  care. 

•  To  augment  both  outreach  and  community-based  clinical  networks  with  new  and 
emerging  communications  technologies  to  form  a  solid  base  for  its  expanded  research  and 
health  policy  efforts. 

•  To  expand  current  programs  of  basic  biomedical  and  applied  research  as  they  relate  to 
community-oriented  health  needs. 

•  To  expand  the  current  program  of  continuing  medical  education,  including  the  capacity 
to  use  existing  community  television  resources  as  a  medium  of  instruction. 

•  To  create  a  new  set  of  collaborative  linkages  focused  on  medical  education,  health  and 
social  policy  and  the  dissemination  of  basic  and  applied  research,  which  will  be 
supported  by  expanded  on-site  teleconferencing  capabilities  and  computer  support. 

To  achieve  its  mission,  the  Center  will  house  the  following  components. 

1.  The  Institute  for  Health  and  Social  Policy:  The  purpose  of  the  Center  is  to  analyze 
important  issues  relating  to  the  health  of  Americans.  This  is  an  exciting  and  timely  undertaking 
because  important  issues  such  as  what  steps  the  nation  should  take  and  precisely  how  we  should 
allocate  resources  to  preserve  quality,  promote  access  and  contain  costs  are  being  debated  in 
virtually  every  state  capitol  and  in  Washington,  in  the  name  of  health  care  reform. 
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The  development  of  an  analytical  capacity  to  critically  examine  issues,  policies  and 
programs  affecting  the  health  and  social  well-being  of  citizens,  is  consistent  with  The  Morehouse 
School  of  Medicine's  (MSM)  mission  to  improve  the  health  status  of  all  Americans,  particularly 
poor  and  minority  citizens. 

The  Center  will  focus  on  "health  and  social''  issues  rather  than  health-exclusive  questions. 
The  inclusion  of  other  health-related  factors  is  deliberate  and  recognizes  the  important  direct 
relationship  between  health  and  socioeconomic  status,  including  factors  such  as  income, 
educational  attainment,  employment  and  occupation.  Recent  reports  in  the  media  and  health 
literature  have  commented  on  this  relationship.  An  article  published  in  July  of  1993  in  The  New 
England  Journal  of  Medicine  demonstrates  that  socioeconomic  factors  are  strong  predictors  of 
health  status.  Among  the  article's  more  striking  findings  is  that  individuals  with  annual  family 
incomes  of  $9,000  or  less  in  1986  had  a  death  rate  of  more  than  three  times  the  rate  of 
individuals  with  family  incomes  of  $25,000  or  more. 

The  differences  can  be  traced  to  lifestyles.  Individuals  in  higher  socioeconomic  classes  may 
be  more  apt  to  eat  healthier  diets,  engage  in  exercise,  live  in  neighborhoods  where  violence  is 
less  common,  and  work  in  jobs  less  prone  to  occupational  injuries  and  diseases. 

One  important  element  which  helps  to  distinguish  MSM  is  the  emphasis  the  School  places 
on  cultural,  socioeconomic,  ethical,  occupational,  environmental,  and  behavioral  factors  and  the 
role  they  play  in  contributing  to  health  and  illness,  with  special  attention  to  the  family. 

The  work  of  the  Institute  will  be  divided  into  four  principal  activities: 

•  Critical  Analysis:  Performing  research  and  analysis  on  current  issues  of  importance  to 
policy  makers,  academicians,  practitioners,  students  and  others. 

•  Forums:  Sponsoring  and  conducting  conferences,  colloquia  and  seminars  which  bring 
together  a  broad  range  of  students,  researchers  and  observers  of  health  and  social  policy. 

•  Linkages:  Establishing  linkages  with  national,  state  and  local  policy  makers,  policy 
agencies,  foundations  and  corporations. 

•  Communications:  Translating  and  disseminating  research  findings,  publishing 
conference  proceedings,  and  periodic  informational  notes  regarding  recent  developments 
in  the  field  of  health  and  social  policy  to  practicing  physicians,  policy  experts  and 
legislators. 
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2.  Research:  One  of  the  most  important  activities  within  the  School  is  the  conduct  of 
research.  As  a  result  of  the  talent  and  dedication  of  its  faculty,  the  School  has  been  very 
successful  in  competing  for  research  projects  and  funds.  Although,  MSM  is  less  than  20  years 
old,  its  faculty  successfully  competed  for  more  research  funding  than  one-third  of  all  of  the 
medical  schools  in  the  country,  all  but  two  of  which  are  older  than  MSM.  At  the  present,  the 
School's  buildings  are  at  capacity,  creating  a  shortage  of  the  space  needed  to  expand  research. 
Accordingly,  because  of  the  singular  importance  of  this  activity,  the  Center  will  include 
substantial  space  to  accommodate  new  and  expanded  research.  The  School  expects  to  increase 
its  research  base  substantially  over  the  next  decade,  working  in  cooperation  with  the  National 
Institutes  of  Health,  the  National  Science  Foundation  and  other  governmental  and  private 
organizations.  Prominent  among  major  research  supported  by  the  School  will  be  research 
projects  in  Pharmacology  and  Toxicology. 


3.  Conference  Center:  A  critical  component  of  the  Center  is  the  proposed  Conference 
Center.  Presently,  MSM's  campus  does  not  contain  a  sufficient  auditorium/conference  center 
capability  to  accommodate  large  seminars,  forums,  or  classes  in  continuing  medical  education. 
This  need  is  emphasized  as  the  School  proceeds  with  plans  to  increase  its  current  class  size  from 
approximately  35  students  to  64  students  per  class,  expand  the  new  Ph.D.  program  in  the 
biomedical  sciences,  further  establish  the  Morehouse  School  of  Medicine  as  a  center  of 
excellence  for  medical  instruction,  biomedical  research  and  continuing  medical  education,  and 
develop  residency  programs  in  pediatrics,  obstetrics  and  gynecology.  The  Center  will  also 
provide  space  for  an  instructional  computer/medical  translation  facility  and  conference  space  to 
accommodate  small  meetings. 


4.  Ambulatory  Care:  The  Center  will  also  provide  space  to  consolidate  clinical 
ambulatory  care  activity.  Presently,  the  School's  faculty  practice  plan,  Morehouse  Medical 
Associates  (MMA),  operates  out  of  a  facility  several  miles  away  from  the  medical  school.  Not 
only  will  co-locating  MMA  with  the  School  substantially  increase  the  efficiency  of  the  plan,  but 
it  will  also  provide  important  additional  ambulatory  care  training  opportunities  for  students. 


THE  FOUNDATIONS  OF  THE  CENTER 

Many  of  the  building  blocks  to  establish  a  National  Center  for  Primary  Care  are  already 
present  within  The  Morehouse  School  of  Medicine.   These  include: 

•         An  outstanding  program  of  medical  education,  and  recognition  as  the  national  leader  in 
the  percentage  of  graduates  entering  primary  care  specialties. 
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The  Morehouse  School  of  Medicine 


•  A  fundamental  understanding  of  the  complexities  and  challenges  involved  in  the  provision 
of  primary  care  services  to  individuals  and  families  in  low-income  urban  neighborhoods 
and  rural  communities,  through  its  current  multi-site,  community  clinical  program. 

•  A  long-standing  and  solid  base  of  trust  within  underserved  communities  in  which  MSM 
already  operates  an  extensive  outreach  network. 

•  An  excellent  program  of  basic  and  applied  research  with  an  increasing  emphasis  on 
community-based  research  related  to  the  environmental,  economic  and  social  factors 
affecting  health  status. 

•  A  nationally  recognized  program  of  continuing  medical  education. 

•  A  demonstrated  track  record  of  leadership  and  commitment. 


The  principal  element  that  the  Morehouse  School  of  Medicine  needs  to  create  the  new 
center  is  additional  space  to  cany  out  expanded  clinical,  health  policy,  community-based 
research  and  community  and  professional  collaboration. 


The  Morehouse  School  of  Medicine  has  made  great  strides  in  the  area  of  primary  care 
and  will  continue  to  do  so.  We  believe  that  the  establishment  of  the  Center,  through  its  research 
and  programs,  will  make  significant  in-roads  into  the  important  issues  relating  to  the  health  of 
Americans,  particularly  minorities. 

In  the  light  of  the  benefits  to  all  Americans  that  will  be  derived  through  the  Center's 
work,  The  Morehouse  School  of  Medicine  is  seeking  Federal  support  for  this  initiative.  We 
estimate  that  the  National  Center  for  Primary  Care  will  cost  $20,000,000  to  establish. 


1519 

UNIVERSITY  OF  WASHINGTON 


DEPARTMENT  OF  OPHTHALMOLOGY 
School  of  Medicine 


WRITTEN  STATEMENT  OF 

ROBERT  E.  KALINA,  M.D. 

on  behalf  of  the 

ASSOCIATION  OF  UNIVERSITY 

PROFESSORS  OF  OPHTHALMOLOGY 

introduced  in  support  of 

FISCAL  YEAR  1995  FUNDING 

for  the 

NATIONAL  EYE  INSTITUTE 

submitted  to  the 

HOUSE  APPROPRIATIONS  SUBCOMMITTEE  ON 

LABOR,  HEALTH  AND  HUMAN  SERVICES, 

EDUCATION  AND  RELATED  AGENCIES 

FRIDAY,  May  6,  1994 


Mail  Stop  RJ-10   Seattle,  Washington  98195    (206)543-3883    FAX:  (206)  543-4414 


1520 


Robert  E.  Kalina,  M.D. 
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University  of  Washington  School  of  Medicine 

Seattle,  WA  98195 
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Members  of  the  House  Appropriations  Subcommittee  on  Labor,  Health  &  Human 
Services,  Education  and  Related  Agencies,  the  following  written  statement  is  submitted  to  you 
in  support  of  an  increase  in  Fiscal  Year  1995  funding  for  the  National  Institutes  of  Health 
National  Eye  Institute  (NIH/NEI). 

I  am  Robert  E.  Kalina,  M.D.,  Professor  and  Chairman  of  the  Department  of 
Ophthalmology  at  the  University  of  Washington  School  of  Medicine  in  Seattle,  Washington. 
Until  earlier  this  year,  I  served  as  Executive  Vice  President  of  the  Association  of  University 
Professors  of  Ophthalmology  (AUPO),  on  whose  behalf  I  am  submitting  this  testimony.  The 
AUPO  is  a  professional  organization  comprised  of  nearly  200  chairs  of  departments  of 
ophthalmology  in  universities  and  other  teaching  institutions  across  the  United  States. 

AUPO  was  formed  in  1966,  in  part  because  of  a  belief  that  eye  research  should  be 
separated  from  the  then  National  Institute  of  Neurological  Diseases  and  Blindness  (NINDB). 
As  a  consequence,  the  AUPO  was  a  very  early  and  strong  proponent  of  support  for  what 
eventually  became  the  National  Eye  Institute  in  1969  and  which  is  currently  celebrating  a  quarter 
century  of  sight  saving  research  accomplishments.  More  recently,  the  AUPO  became  a 
founding  member  of  the  Alliance  for  Eye  and  Vision  Research  (AEVR),  formed  in  1993,  whose 
primary  goal  is  to  strive  for  optimum  eye  care  for  the  American  people  through  research  and 
education. 

The  AUPO  joins  AEVR  in  supporting  the  "Citizens'  Budget  Proposal"  for  funding  for 
the  National  Eye  Institute  in  Fiscal  Year  199S.  The  Citizens'  Budget  Proposal  recommends  an 
increase  in  funding  from  the  Fiscal  Year  1994  level  of  $290,260,000  to  a  total  of  $412,790,000. 
This  proposal  is  based  on  a  deep  and  abiding  concern  that  opportunities  in  medical  research,  and 
particularly  in  eye  and  vision  research,  are  at  an  all  time  high,  while  funding  for  pursuit  of  these 
opportunities  is  becoming  more  difficult  to  obtain.  NEI's  share  of  the  overall  NIH  budget  has 
continued  to  drop  from  a  prior  high  of  3.7%  to  a  low  of  2.6%  in  the  President's  Proposed 
Budget  for  Fiscal  Year  1995.  While  the  American  people  overwhelmingly  identify  loss  of  vision 
as  the  most  feared  disability,  funding  to  support  eye  and  vision  research  continues  to  be  one  of 
the  smallest  budgets  of  the  National  Institutes  of  Health. 
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In  fact,  trends  in  the  conduct  of  support  for  research  grants  sponsored  by  the  overall 
National  Institutes  of  Health  do  not  look  good.  In  Fiscal  Year  1994,  the  Clinton  Administration 
recommended  a  1.3%  cut  in  funding  for  the  National  Eye  Institute.  Fortunately,  in  its  wisdom 
the  Congress  recognized  the  critical  investment  that  medical  research  truly  is,  and  the  National 
Eye  Institute  ended  up  receiving  a  5.2%  increase  in  funding,  barely  keeping  pace  with  the 
medical  economic  index.  As  Federal  Budget  constraints  continue  to  squeeze  discretionary 
spending,  we  are  deeply  concerned  that  medical  research  funding  will  suffer,  despite  the 
overwhelming  support  it  receives  in  public  opinion  polls.  We  are  somewhat  relieved  that  the 
Administration  has  recommended  a  3.7%  increase  in  Fiscal  Year  1995,  although  the 
recommendation  continues  to  be  well  below  what  we  need  and  below  the  rate  of  growth  in 
research  costs. 

Eye  and  vision  research  opportunities  are  at  an  unparalleled  height  right  now.  Twenty- 
five  years  of  federally  sponsored  research  is  the  basis  upon  which  unprecedented  advances  are 
possible  to  achieve  in  the  near  future,  which  will  have  positive  impacts  on  both  quality  of  life 
and  in  terms  of  cost  effectiveness.  Advances  in  research  have  made  it  possible  for  the  eye  and 
vision  community  to  maintain  sight  for  many  Americans  who  would  otherwise  have  lost  their 
vision  due  to  disease  and  as  a  consequence  their  productive  contributions  to  the  economy  as 
well.  Dwindling  grant  success  and  award  rates  at  this  exciting  period  in  time  are  devastating 
for  many  reasons. 

As  our  aging  population  continues  to  increase,  we  need  to  spur  research  on  cataract  and 
age-related  macular  degeneration  (AMD).  If  the  effects  of  these  blinding  eye  diseases  can  be 
slowed,  reversed  or  prevented,  the  quality  of  life  and  the  productivity  of  aging  Americans  can 
be  greatly  extended  and  the  overall  cost  to  the  American  taxpayer  can  be  greatly  reduced. 

For  example,  age-related  cataract  is  the  third  leading  cause  of  blindness  in  the  United 
States,  even  thought  1.5  million  cataract  operations  that  restore  functional  vision  are  performed 
each  year  in  this  country.  Reimbursement  for  cataract  surgery  accounts  for  12%  of  part  B  of 
the  Medicare  budget,  and  the  annual  cost  of  lens  extractions  in  the  U.S.  is  estimated  at  $3.5 
billion.  The  problem  will  worsen  in  coming  decades  as  the  U.S.  population  ages.  Any  means 
available  to  slow  the  progression  of  cataract  would  result  in  significant  reduction  in  cataract 
surgery. 

Environmental  factors  such  as  ultraviolet  light,  as  well  as  other  factors,  may  contribute 
to  oxidative  "stress"  in  the  lens  of  the  eye.  This  oxidative  stress  is  thought  to  produce  an 
aggregation  or  denaturation  of  proteins  in  the  lens  called  crystallins.  When  this  occurs,  the  lens 
turns  cloudy  (cataract).  In  what  appears  to  be  a  major  breakthrough,  scientists  have  discovered 
that  one  of  these  proteins  may  function  normally  to  protect  the  lens  from  oxidative  stress  by 
inhibiting  the  aggregation  of  other  lens  proteins.  More  detailed  knowledge  of  the  molecular 
interactions  between  crystallins,  and  the  response  of  the  lens  to  oxidative  stress  is  urgently 
needed,  as  this  path  of  research  may  lead  to  the  discovery  of  cost-effective  drugs  or  biologies 
which  can  prevent  or  delay  the  development  of  cataracts. 
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At  the  University  of  Washington  we  have  identified  several  compounds  that  markedly 
delay  the  development  of  cataracts  due  to  radiation  and  other  causes.  We  have  designed  an 
instrument  to  assess  the  affects  of  these  agents  in  retarding  the  development  of  cataracts  in 
humans. 

Research  on  AMD,  estimated  to  affect  approximately  1.7  million  Americans  in  1995, 
indicates  genetic  as  well  as  systemic,  immunologic  and  environmental  factors  that  may  render 
the  macula  susceptible  to  degeneration.  The  goal  of  NEI-sponsored  research  in  this  area  is  to 
identify  the  molecular  defects  in  macular  degeneration  and  use  this  knowledge  to  develop  new 
strategies  for  preventing  this  disease. 

Scientists  in  Seattle  are  studying  the  process  that  converts  light  into  the  electrical  signal 
that  we  interpret  as  vision.  Inherited  defects  have  been  uncovered  that  lead  to  blinding 
degenerations  of  the  retina.  Prevention  of  visual  loss  by  drugs  or  even  by  gene  therapy  is  on 
the  horizon. 

These  research  areas  provide  a  glance  at  research  projects  that  we  consider  meritorious 
but  which  lack  an  adequate  funding  base.  While  a  tremendous  amount  of  progress  has  been 
made  in  these  critical  fields  in  the  past,  we  now  have  the  technological  means  to  make 
significant  improvement  in  treatments  and  toward  prevention  in  these  areas.  But  this  will  not 
happen  if  we  do  not  begin  to  view  medical  research  as  a  vital  investment  in  America's  future. 
As  an  investment,  medical  research  holds  the  promise  of  identifying  cost  effective  preventative 
techniques  and  cost  effective  treatments  for  those  maladies  we  cannot  eradicate. 

In  the  field  of  eye  and  vision  research,  we  can  confidently  speak  to  the  future  in  terms 
of  accomplishments  because  of  the  many  challenges  we  have  met  over  the  past  quarter  century, 
thanks  to  congressionalry  supported  programs  at  the  National  Eye  Institute.  Moreover,  because 
of  the  excellent  management  practices  of  the  National  Eye  Institute,  it  is  able  to  maintain  the 
lowest  average  cost  for  research  grant  projects.  This  means  that  NEI  gives  the  American 
taxpayer  "the  most  bang  for  the  buck." 

The  eye  and  vision  research  community  strongly  supports  the  Coyne/Richardson/Upton 
Health  Research  Fund.  We  believe  this  proposal  ensures  that  life  sciences  research,  an  integral 
aspect  of  this  nation's  investment  strategy,  can  continue  to  make  tremendous  contributions  to  the 
quality  of  life  in  this  nation.  The  Health  Research  Fund  provides  tremendous  opportunities  to 
capitalize  on  the  research  advances  noted  earlier  in  this  testimony  and  gives  millions  of 
Americans  with  vision  disability  hope. 

In  summary,  the  Association  of  University  Professors  of  Ophthalmology  strongly  supports 
Fiscal  Year  1995  funding  for  the  National  Eye  Institute  in  the  amount  of  $420  million.  We 
sincerely  appreciate  the  opportunity  to  submit  this  written  statement  and  would  be  happy  to 
provide  any  additional  information  upon  request. 
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Testimony  of 
The  NIDDK  Coalition 


The  NIDDK  Coalition  is  pleased  to  submit  written  testimony  in  support  of  the  National 
Institute  of  Diabetes,  Digestive,  and  Kidney  Diseases  (NIDDK),  and  to  tell  you  about  the  impact 
of  the  diseases  which  are  within  the  NIDDK' s  mission  and  about  the  need  for  additional  funds 
for  research  sponsored  by  NIDDK.  The  NIDDK  Coalition  consists  of  dozens  of  medical 
societies,  patient  advocacy  groups,  and  research  coalitions  that  are  committed  to  finding  cures 
and  preventions  for  diabetes,  digestive  diseases,  kidney  and  urology  disorders,  endocrine 
disorders,  and  metabolic  diseases  that  affect  millions  of  Americans. 

The  incidence  and  impact  of  these  diseases  are  tremendous.  They  can  be  acute  or 
chronic  and  they  are  severely  debilitating,  resulting  in  loss  of  income  and  a  significant  decline 
in  the  quality  of  life.  Conservative  estimates  place  the  annual  cost  of  these  diseases  at  $232 
billion,  yet  funding  for  NIDDK  in  1994  was  only  $716  million,  just  two- thirds  of  1%  of  our 
nation's  total  estimated  health  care  bill  for  1994. 

NIDDK  supports  research  on  diseases  that  affect  millions  of  patients.  Some  of  these 
diseases  are  very  common  and  some  affect  only  a  few  thousand  patients.  For  example,  more 
than  35  million  Americans  suffer  from  acute  and  chronic  digestive  diseases,  including  ulcers, 
cirrhosis  of  the  liver,  gallstones,  inflammatory  bowel  disease,  and  irritable  bowel  syndrome. 
Nearly  14  million  Americans  have  diabetes,  which  is  the  fourth  leading  cause  of  death  by  disease 
and  is  the  most  frequent  single  cause  of  chronic  kidney  failure  (accounting  for  one-third  of  all 
new  cases  of  end  stage  renal  disease  (ESRD)  and  estimated  to  account  for  one-half  of  all  new 
cases  by  the  year  2000).  Kidney  and  urologic  diseases  affect  13  million  Americans  and  are  the 
primary  or  a  contributing  cause  of  death  in  more  than  260,000  persons  each  year. 

Given  the  immense  human  and  economic  toll  of  these  diseases  and  considering  our  efforts 
to  control  health  care  spending,  the  NIDDK  Coalition  believes  we  must  make  research  on  these 
diseases  a  top  priority.  We  recommend  a  $798  million  budget  for  the  NIDDK  in  1995,  which 
represents  an  11.5%  increase  over  the  1994  appropriation  of  $716  million.  By  comparison, 
NIDDK' s  Professional  Judgement  Budget  for  1995  is  $867  million. 

NJDDK-supported  investigators  have  made  significant  progress  recently  in  learning  more 
about  the  causes,  treatment,  and  prevention  of  many  of  the  diseases  under  its  mandate. 
Researchers  are  poised  to  exploit  these  opportunities,  including  those  that  affect  many  chronic 
conditions.  An  appropriation  of  $798  million  would  enable  NIDDK  to  continue  and  expand 
support  of  many  promising  research  opportunities.  For  example,  researchers  can  now  grow  liver 
cells  that  may  be  beneficial  in  the  treatment  of  liver  failure.  These  efforts  have  been  tested  in 
humans  only  on  a  limited  basis  and  further  basic  research  and  clinical  trials  are  necessary. 
Investigators  are  optimistic  that  this  breakthrough  will  prove  useful  as  a  bridge  to  liver 
transplantation.  In  kidney  research,  major  advances  have  been  made  in  understanding  the 
molecular  mechanisms  that  lead  to  autoimmune  diseases  such  as  diabetes  and  glomerulonephritis, 
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which  together  account  for  more  than  half  of  all  patients  with  chronic  kidney  failure.  Additional 
research  will  enable  scientists  to  apply  these  advances  to  the  treatment  and  prevention  of  kidney 
disease  and  kidney  transplant  rejection.  A  10-year  clinical  trial  in  diabetes  research,  the 
Diabetes  Control  and  Complications  Trial,  indicated  that  tightly  controlled  blood  sugar  levels 
dramatically  reduced  the  risk  of  life-threatening  complications  of  diabetes  by  as  much  as  75%. 
Additional  research  is  needed  to  identify  more  effective  means  of  achieving  control  of  blood 
sugar  as  well  as  improved  methods  of  blood  sugar  testing.  Lastly,  investigators  have  begun  gene 
therapy  trials  in  cystic  fibrosis  patients,  whose  disease  is  considered  an  excellent  candidate  for 
cure  by  gene  therapy.  NIDDK  has  awarded  two  grants  to  support  centers  for  gene  therapy 
research  on  cystic  fibrosis  and  anticipates  funding  a  third  center  soon.  Additional  research  could 
save  the  lives  of  thousands  of  children  and  young  adults  who  suffer  from  this  fatal  disease. 

The  NIDDK  Coalition  is  aware  of  the  tight  fiscal  constraints  the  Committee  is  faced  with 
and  we  appreciate  your  past  support,  including  the  5.2%  increase  you  provided  for  1994, 
particularly  in  light  of  the  Administration's  proposal  to  cut  NIDDK  last  year.  However,  NIDDK 
is  falling  behind  and  too  many  top-quality  research  opportunities  are  being  lost.  For  example, 
in  1992  NIDDK  funded  628  new  and  competing  grants,  including  460  ROls.  For  1994,  NIDDK 
estimates  it  will  be  able  to  fund  only  467  competing  grants,  including  342  ROls.  NIDDK  will 
be  able  to  fund  only  about  23%  of  RPG  applications  this  year,  compared  to  33%  in  1992.  With 
numbers  like  these,  we  are  losing  opportunities,  we  are  losing  researchers,  we  are  losing  lives, 
and  thousands  and  thousands  of  patients  continue  to  experience  untold  suffering.  With  an 
appropriation  of  $798  million  in  1995,  NIDDK  could  fund  an  estimated  686  competing  grants, 
or  31%  of  applications-close  to  the  35%  recommended  generally  by  Institute  directors. 
Americans  support  increased  federal  funding  of  medical  research-a  recent  Harris  Poll  showed 
that  91%  support  a  larger  federal  effort,  and  75%  were  willing  to  pay  higher  taxes,  insurance 
premiums,  or  prescription  drug  fees  for  this  purpose. 


The  NIDDK  Coalition  respectfully  requests  an  appropriation  of  $798  million  for  the 
NIDDK  in  1995,  an  11.5%  increase  above  the  1994  appropriation.  We  believe  this  is  an 
adequate  balance  between  the  funding  constraints  the  Committee  faces  this  year  and  the 
tremendous  opportunities  that  exist  in  basic  and  clinical  research.  It  would  also  enable  NIDDK 
to  provide  additional  support  for  training. 

Thank  you  for  your  consideration  of  our  request  and  of  the  needs  of  the  millions  of 
patients  we  represent. 
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Managing  Director 

The  Partnership  for  Organ  Donation 
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Mr.  Chairman  and  members  of  the  Subcommittee,  thank  you  for  the  opportunity  to  provide 
information  and  recommendations  on  cost-effective  ways  to  improve  organ  donation.  I 
represent  The  Partnership  for  Organ  Donation,  a  Boston-based  national  non-profit 
organization  dedicated  to  saving  and  improving  lives  by  solving  the  shortage  of  organs  for 
transplantation. 

In  today's  environment  of  concern  about  health  care  spending,  it  is  more  important  than 
ever  to  realize  maximum  benefits  from  the  investments  we  make  as  a  country  in  life-saving 
and  life-enhancing  therapies.  One  such  therapy  is  organ  transplantation.  Over  34,000 
Americans  are  currently  awaiting  transplants  to  live,  or  to  release  them  from  the  burden  and 
expense  of  kidney  dialysis. 

Transplantation  has  become  nearly  routine,  and  is  an  extremely  successful  therapy  for 
patients  suffering  end-stage  organ  failure.  However,  the  availability  of  transplantation  falls 
far  short  of  potential  because  too  few  potential  donors  actually  donate  organs.  In  fact,  the 
shortage  of  donor  organs  is  viewed  as  the  number  one  problem  facing  the  transplantation 
field  today. 

The  shortfall  is  particularly  acute  among  minority  Americans,  with  African-Americans  and 
Latinos  waiting  significantly  longer  for  a  suitable  organ  than  Caucasians.  The  shortage  of 
organs  leads  to  longer  average  waiting  times  for  patients  overall,  increasing  the  death  toll  as 
nine  people  per  day  die  waiting  for  an  organ  that  does  not  become  available.  For  those 
lucky  enough  to  receive  a  transplant,  many  must  wait  until  their  illness  is  far-advanced, 
complicating  their  recovery  and  further  escalating  costs. 

Now  is  the  time  to  invest  a  larger  share  of  the  dollars  that  currently  go  to  support 
transplantation  toward  alleviating  the  tragic  shortage  of  donor  organs.  I  will  highlight  just 
two  ways  in  which  increased  appropriations  to  support  improvements  in  organ  donation 
will  yield  favorable  medical  results  for  patients  as  well  as  significant  dollar  savings  to  the 
health  care  system. 

Kidney  transplant  is  the  most  frequently  performed  organ  transplant  procedure,  with 
10,108  procedures  performed  in  1992.  Medicare  pays  for  both  dialysis  treatment  and 
kidney  transplants  through  the  End-Stage  Renal  Disease  (ESRD)  program.  Total  costs  of 
the  ESRD  program  in  1991  were  $6.6  billion.  Much  of  ESRD  spending  is  driven  by  the 
increasing  number  of  Americans  who  are  afflicted  with  renal  failure,  while  a  significant 
contributor  to  high  cost  is  the  limited  availability  of  kidney  transplants. 

Kidney  transplants  are  the  preferred  treatment  modality  for  both  health  and  economic 
reasons.  The  Health  Care  Financing  Administration  estimates  that  each  patient  who  can  be 
transplanted  saves  the  health  care  system  $41,700  over  ten  years.1  Therefore,  if  all  the 
kidney  patients  waiting  at  the  end  of  1993  could  be  transplanted,  long-term  savings  to  the 


1  Eggers,  Paul,  Comparison  of  Treatment  Costs  Between  Dialysis  and  Transplantation,  Seminars  in 
Nephrology,  Volume  12,  No  3  (May)  1992:  pp  284-289 
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health  care  system  would  amount  to  over  $1  billion.  With  a  sustained  increase  in  donation, 
savings  to  the  system  could  be  many  times  as  large. 

In  addition,  significant  support  for  basic  and  applied  research  into  transplantation, 
immunology  and  related  scientific  and  medical  issues  is  provided  each  year  through 
governmental  funding.  In  fiscal  year  1993  the  National  Institute  for  Allergy  and  Infectious 
Disease  spent  nearly  $50  million  on  organ  transplantation  biology.  If  organ  donation  stays 
at  its  currently  low  level,  the  full  value  from  these  investments  in  scientific  and  medical 
progress  will  be  lower  than  it  can,  and  should,  be. 

Several  agencies  support  organ  transplantation,  including  the  Division  of  Organ 
Transplantation  (DOT)  in  the  Health  Resources  Services  Administration,  the  Agency  for 
Health  Care  Policy  and  Research  (AHCPR)  and  several  institutes  of  the  National  Institutes 
of  Health  (NIH).  Within  NIH  the  National  Institute  for  Allergy  and  Infectious  Disease 
(NIAID),  the  National  Heart,  Lung  and  Blood  Institute  (NHLBI),  and  the  National  Institute 
for  Diabetes  and  Digestive  and  Kidney  Diseases  (NIDDK)  include  organ  transplantation 
among  their  priorities. 

Relatively  little  money  is  spent  on  initiatives  to  increase  organ  donation.  DOT  funds  grants 
annually  to  support  donation  improvements,  with  a  budget  of  under  $400,000.  AHCPR 
provided  approximately  $1.6  million  for  a  three-year  study  of  the  impact  of  required 
request  laws.  NIAID  has  funded  a  donor  card  registry  study  with  $360,000  over  three 
years.  In  addition,  the  Office  of  Research  on  Minority  Health  of  NTH  provided  $400,000 
of  start-up  funding  for  a  program  to  encourage  minority  organ  and  tissue  donation. 
Approximate  annual  funding  of  organ  donation  projects  amounts  to  about  $1.5  million  per 
year  —  to  solve  a  problem  that,  when  solved,  will  lead  to  billions  in  savings  for  the  health 
care  system  as  a  whole,  and  will  allow  the  benefits  of  scientific  and  medical  research  to  be 
fully  realized. 

Now  is  an  excellent  time  to  increase  support  for  organ  donation  initiatives.  The  "state  of 
the  art"  for  increasing  organ  donation  is  advancing,  but  it  must  be  adequately  resourced  in 
order  for  full  benefits  to  accrue.  The  work  of  The  Partnership  for  Organ  Donation  has 
shown  that  immediate  and  large  increases  in  organ  donation  are  possible  by  improving  the 
organ  donation  process  in  hospitals  —  during  those  crucial  several  hours  when  families  are 
called  upon  to  consider  donating  the  organs  or  tissues  of  a  loved  one  who  has  died. 

Key  components  of  an  effective  donation  process  include: 

•  Identifying  all  potential  donors.  Our  research  shows  that  roughly  one-third  of  all 
potential  donors  are  never  identified,  or  their  families  are  never  approached  about 
donation. 

•  Another  one-third  of  all  potential  donor  families  refuse  consent.  We  have  found  that  if 
a  request  process  is  sensitive  to  the  family's  needs,  they  are  significantly  more  likely  to 
consent  to  donation. 

A  two-year  demonstration  project  conducted  in  four  regions  of  the  United  States  by  The 
Partnership  for  Organ  Donation  has  shown  that  improvements  to  the  donation  process  in 
hospitals  could  nearly  double  the  number  of  donors  over  the  current  level. 

In  addition,  there  are  valid  public  education  goals  that  complement  the  hospital  process,  and 
can  lead  to  a  higher  propensity  to  donate.  Effective  public  education  must  focus  on  the 
appropriate  actions.  A  major  objective  should  be  to  encourage  and  facilitate  family 
discussion  about  organ  donation,  since  family  consent  -  and  not  a  signed  donor  card  ~  is 
required  for  donation  to  take  place.  Recently,  the  most  definitive  Gallup  Poll  ever 


1529 


conducted  on  organ  donation  confirmed  that  the  vast  majority  of  Americans  were  inclined 
to  become  donors,  but  that  few  had  told  their  families  of  their  wishes  —  the  key  step  to 
ensuring  that  donation  wishes  will  be  respected  if  the  circumstances  arise. 

There  are  also  persistent  misconceptions  about  the  impact  of  donation  on  the  donor  and  the 
family,  perceived  inequities  in  the  organ  transplantation  system,  and  concerns  about  the 
quality  of  medical  treatment  provided  to  someone  who  has  expressed  interest  in  donation. 
These  misperceptions  are  particularly  widespread  among  minority  groups,  and  must  be 
addressed  if  we  are  to  attain  the  level  of  donation  that  will  resolve  the  organ  shortage. 

We  recommend  that  a  larger  share  of  resources  be  devoted  to  programs  to  increase  organ 
donation.  Current  spending  amounts  to  just  three  cents  per  dollar  in  comparison  to  the 
research  program  through  die  NIAID.  When  considered  in  relation  to  the  ESRD  program 
which  benefits  directly  from  increases  in  organ  donation,  spending  is  at  a  level  of  two  cents 
per  one  hundred  dollars.  We  recommend  that  a  spending  target  of  10%  of  research  dollars 
on  transplantation  should  go  toward  projects  to  increase  organ  donation,  with  evaluation 
each  year  to  see  whether  additional  investment  is  warranted. 

It  is  not  enough  to  spend  more  money;  programs  must  be  held  to  the  highest  standards  of 
performance.  Successful  programs  to  increase  donation  have  the  following  characteristics, 
thus  funding  should  be  directed  to  projects  that  satisfy  the  following  criteria: 

•  Thorough  diagnosis  of  the  baseline  situation  and  clear,  measurable  goals  and  outcomes 

•  Focus  on  behavioral  changes  that  have  been  shown  through  research  to  lead  to  higher 
rates  of  donation 

•  Methodologically  valid  evaluation  component  so  that  changes  can  be  documented,  and 
the  program  can  be  continually  refined  and  improved 

•  An  active  program  for  dissemination  of  results  to  ensure  that  successful  programs  can 
be  replicated 

We  recommend  that  funding  to  support  organ  donation  be  increased  in  the  following 
general  areas: 

Improvements  in  hospital  process  focusing  on  identification  of  all  potential  donors,  and 
institutionalization  of  an  optimal  donor  process  that  meets  the  needs  of  families  and  can 
be  readily  implemented  by  medical  personnel  in  the  hospital 
Recommended  funden  DOT 

Establishment  of  practice  guidelines  for  hospital  personnel  regarding  optimal  organ 
donation  process 
Recommended  funden  AHCPR 

Improvements  in  organ  procurement  organization  services  to  hospitals,  and 
establishment  of  valid  standards  of  performance  for  organ  procurement  organizations 
Recommended  funden  DOT 

Development  of  effective  public  education  campaigns  that  focus  on  key  behaviors, 
especially  family  communication  about  donation,  address  common  misperceptions,  and 
incorporate  features  that  are  sensitive  to  minority  concerns  about  donation  and  address 
donation  issues  in  a  culturally  appropriate  manner. 
Recommended  funden  DOT 
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My  name  is  Robert  J.  Beall,  Ph.D.,  president  of  the  Cystic  Fibrosis  Foundation.  I  would 
like  to  submit  this  statement  for  the  written  record  as  an  advocate  for  increased  funding  to 
the  National  Institutes  of  Health  (NIH). 

First,  on  behalf  of  the  30,000  young  individuals  with  cystic  fibrosis  (CF)  a  debilitating  and 
fatal  genetic  disease,  and  their  families,  thank  you  for  your  steadfast  support  over  the  years. 
Because  of  your  investment  in  CF  research,  1993  was  an  extraordinary  year-with  scientists 
moving  forward  at  an  amazing  clip.  As  members  of  the  Committee,  you  made  a  crucial 
investment  despite  tough  budget  constraints.  Your  wisdom  and  vision  have  made  a  real 
difference  in  CF  research.  I  would  like  to  describe  three  monumental  achievements  that 
you  made  possible. 

As  we  speak,  four  teams  of  CF  scientists  are  conducting  landmark  gene  therapy  studies 
involving  patients  with  CF.  This  exceptional  work  began  last  spring  at  the  National  Heart 
Lung  and  Blood  Institute  (NHLBI).  They  are  using  a  modified  cold  virus  to  deliver  normal 
genes  into  the  CF  airways.  It  is  the  first  time  we  have  tackled  the  root  cause  of  CF  rather 
than  treating  symptoms  alone.   By  all  accounts,  this  was  a  milestone  in  CF  research. 

A  total  of  four  similar  CF  gene  therapy  studies  are  now  underway  at  the  NIH  and  leading 
academic  institutions  across  the  country.  This  experimental  therapy  brings  us  closer  to  a 
cure  for  CF;  however,  much  work  needs  to  be  done  before  wide-spread  use  can  even  be 
considered. 

A  second  breakthrough  was  reported  last  fall  by  CF  gene  therapy  researchers  at  the 
University  of  Iowa,  who  are  supported  by  the  NHLBI.  These  scientists  announced  the 
strongest  evidence  yet  that  the  wizardry  of  genetic  engineering  will  be  an  effective  treatment 
for  CF.  They  showed-for  the  first  time-that  CF  cells  could  be  repaired  in  patients  by  using 
gene  therapy.  They  added  healthy  genes  to  the  nasal  passages  of  CF  patients  using  a 
modified  cold  virus  and  then  documented  that  the  treated  cells  functioned  normally.  When 
defective,  these  cells  produce  thick  CF  mucus  which  helps  breed  fatal  lung  infections. 

These  two  achievements  are  critical  developments  in  devising  a  cure  for  this  fatal  disease. 
What  is  particularly  noteworthy  about  CF  gene  therapy  is  that  it  has  been  less  than  five 
years  since  the  defective  CF  gene  was  even  identified.  We  are  humbled,  however,  since 
many  challenges  lie  ahead.  For  instance,  curing  cells  and  curing  the  entire,  complex 
respiratory  tract  are  quite  different.  And  these  initial  gene  therapy  studies  are  all  geared 
to  evaluate  whether  the  gene  can  be  delivered  safely;  actual  clinical  improvement  has  not 
been  determined.  But,  we  wholeheartedly  expect  to  knock  down  any  and  all  barriers  that 
could  impede  our  success. 

And  a  third  milestone  in  CF  science  occurred  last  December  when  the  first  totally  new  drug 
to  treat  CF  in  30  years  was  licensed  by  the  FDA  and  became  available.  The  genetically 
engineered  product,  Pulmozyme,  helps  to  unclog  the  thick  mucus  from  CF  airways.  Again, 
NHLBI  scientists  were  the  first  to  confirm  the  potential  of  this  new  drug  and  they 
participated  in  vital  clinical  trials.  Researchers  found  that  the  drug  reduces  the  rate  of 
respiratory  infections  and  improves  lung  function  for  a  wide  spectrum  of  patients.  Although 
Pulmozyme  does  not  cure  CF,  it  may  significantly  improve  the  quality  of  life  for  many 
individuals.  These  patients  will  now  be  able  to  spend  more  time  in  school,  or  work,  and 
perform  their  daily  activities. 
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These  remarkable  advances  must  continue,  uninterrupted,  from  NIH-supported  research. 
How  could  the  Administration  propose  only  a  4.7  percent  increase  for  the  NIH?  This  is 
inconsistent  with  the  Administration's  commitment  to  the  health  issue.  By  investing  in  the 
most  promising  medical  research,  our  nation  will  be  rewarded  with  new  life-saving  therapies 
and  lower  health  care  costs  to  maintain  these  patients. 

The  NIH  has  provided  much  of  the  leadership  and  raw  brain-power  to  get  the  job  done. 
Their  outstanding  track  record  must  continue.  These  scientists  are  pioneering  a  new  world 
-possibly  a  world  in  which  people  will  not  have  to  suffer  from  this  deadly  disease.  The 
Foundation  finds  it  deplorable  that  only  one  of  every  six  worthy,  scientifically-sound  CF 
research  proposals  can  be  funded  by  the  NIH.  When  only  this  pathetic  number  of  studies 
is  conducted,  we  are,  in  essence,  drying  up  the  pipeline  which  offers  life-saving  research 
initiatives. 

Although  CF  research  progress  has  been  a  remarkable  story,  please  keep  in  mind  that  we 
have  yet  to  save  a  single  life.  Every  day  at  least  three  children  will  die  from  this  dread 
disease.  Besides  the  incalculable  human  cost  CF  places  on  CF  patients  and  their  families, 
it  also  places  a  tremendous  burden  on  health  care  costs  and  the  American  economy. 

Treatment  for  CF  can  cost  anywhere  from  $17,000  to  more  than  $40,000  a  year,  depending 
upon  the  severity  of  the  disease.  Furthermore,  this  cost  can  rise  to  more  than  $250,000  in 
the  final  stages  of  the  disease.  As  for  "non-medical"  direct  costs,  the  highest  is  generated 
by  caregiving  time.  Parents  may  spend  about  two  hours  per  day  on  therapy  for  a  child  with 
CF,  or  nearly  20  work  weeks  per  year.  In  addition,  family  members  may  lose  time  from 
work  to  care  for  their  child. 

Bold  action  is  called  for  to  assure  the  preeminence  of  the  NIH,  and  that  life-saving  CF 
research  continues.  We  therefore  must  ask  for  a  doubling  of  the  NIH  budget  over  the  next 
four  years.  Anything  less  could  have  a  devastating  effect  on  our  rate  of  scientific  progress 
and  more  importantly,  on  human  lives.  The  suggested  4.7  percent  increase  would  only 
maintain  the  status  quo,  meaning  that  more  young  individuals  will  die  before  our  eyes,  and 
the  hope  for  those  left  behind  will  be  shattered. 

Furthermore,  we  request  that  report  language  be  written  to  delineate  three  other  budget 
requests.  First,  full  NIH  funding  must  be  restored  to  support  the  six  new  CF  gene  therapy 
centers  created  by  the  National  Heart,  Lung  and  Blood  Institute,  (NHLBI).  The  best 
environment  to  conduct  the  type  of  state-of-the-art  science  needed  now  in  CF,  is  the  "tried 
and  true"  multidisciplinary  research  center.  Secondly,  therefore,  we  request  that  two  new 
research  and  development  centers,  dedicated  to  CF,  be  funded  by  the  National  Institute  of 
Diabetes  and  Digestive  and  Kidney  Diseases  (NIDDK). 

And  thirdly,  as  the  scope  of  CF  research  and  the  circle  of  researchers  expand,  additional 
support  is  needed.  We  seek  sufficient  resources  to  provide  two  new  grant  initiatives,  one 
from  the  NIDDK  and  one  from  the  NHLBI,  that  will  fuel  the  research  to  "put  us  over  the 
top";  that  is,  cure  this  disease.  The  long-term  benefits  for  others  who  have  related  diseases 
has  yet  to  even  be  imagined. 
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When  the  Foundation  was  started  almost  40  years  ago,  a  group  of  determined  parents  set 
out  to  pursue  a  dream-the  cure.  They  had  faith  in  what  could  be,  long  before  scientists 
could  even  conceive  of  the  sophisticated  biotechnology  now  available.  At  that  time,  most 
children  with  CF  died  before  their  first  birthday.  Today,  because  of  both  specialized  care 
and  research,  the  median  life  span  is  now  29  years.  While  encouraging,  this  number  is  still 
an  obscenity.  We  have  the  tools  in  hand  to  provide  these  young  people  with  the  life  that 
we  would  want  for  our  children  and  our  children's  children.  The  Foundation  has  been  both 
outspoken  and  aggressive  in  furthering  the  cause  of  scientific  research.  We  call  upon  this 
Committee  to  persevere  as  it  has  in  the  past  with  that  same  determination. 

Lastly,  we  urge  Members  of  the  Committee  to  support  the  Health  Research  Fund 
legislation  that  was  recently  introduced  by  Representatives  Coyne  (D-PA),  Richardson  (D- 
NM),  and  Upton  (R-MI).  As  stated  earlier,  additional  resources  to  the  NIH  is  our  best 
investment  in  both  state-of-the-art  science  and  the  health  of  our  nation.  The  Health 
Research  Fund  would  provide  a  consistent,  predictable  source  of  funding  for  vital 
biomedical  research.  Our  grassroots  members  look  forward  to  generating  additional 
support  for  this  critical  initiative. 

Once  again,  we  turn  to  you  to  show  courage  and  join  us  in  pioneering  an  exciting  future  not 
only  for  those  with  CF,  but  for  many  more  individuals  who  will  no  doubt  reap  the  benefits 
of  NIH  research.  The  NIH  achievements,  to  date,  may  only  be  the  tip  of  the  iceberg.  With 
your  support  much,  much  more  can  and  will  be  accomplished. 
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Statement  of  the 
Autism  Society  of  America 


The  Autism  Society  of  America  is  grateful  for  the  opportunity  to  submit  testimony  in 
support  of  appropriations  for  the  National  Institutes  of  Health. 

The  Autism  Society  of  America  was  created  in  1965  to  promote  information  and  public 
awareness  about  autism.  We  exist  to  help  parents  of  children  with  autism  learn  about  autism, 
become  educated  about  their  child's  disability  and  network  with  other  parents  and  professionals 
to  help  them  realize  they  are  not  alone. 

First,  we  would  like  to  clarify  a  common  misconception  —  autism  is  not  a  disease  with 
a  common  cause,  but  rather  it  is  a  syndrome  which  is  described  by  a  combination  of  atypical 
behavioral  characteristics. 

Another  common  misconception  about  autism  is  that  the  incidence  is  rare.  This  is 
incorrect—the  incidence  of  autism  has  been  described  as  from  five  to  fifteen  per  ten  thousand 
births,  depending  on  the  criteria  used  for  diagnosis.  Autism  is  four  times  more  common  in  boys 
than  girls  and  is  generally  said  to  occur  before  age  three.  It  can  occur  in  association  with  other 
disorders  which  affect  the  function  of  the  brain  such  as  viral  infections,  metabolic  disturbances 
and  epilepsy. 

It  is  important  to  distinguish  autism  from  retardation  or  mental  disorders,  as  diagnostic 
confusion  may  result  in  inappropriate  and  ineffective  treatment.  Many  professionals  erroneously 
exclude  a  child  from  a  diagnosis  of  autism  because  of  the  absence  of  one  or  two  symptoms.  An 
effective  diagnosis  requires  evaluation  by  a  multi-disciplinary  team  of  professionals,  as  there  are 
no  medical  tests  for  autism. 

There  are  multiple  suspected  causes  of  autism.  Current  research  indicates  variations 
in  the  physiological  development  of  the  brain  as  possible  cause  of  some  forms  of  autism.  Other 
research  indicates  that  there  may  be  a  strong  genetic  component  in  some  forms  of  autism  and 
although  multiple  incidence  in  families  is  relatively  rare,  many  have  been  found.  As  many  as 
five  children  with  autism  have  been  found  in  a  family. 

Autism  has  been  found  in  children  whose  mothers  contracted  rubella  or  cytomegalovirus 
during  pregnancy.  Severe  infections  during  early  infancy  have  been  associated  with  autism. 
There  is  also  a  form  of  autism  that  seems  to  follow  a  double  recessive  genetic  model. 

Although  a  large  amount  of  outdated  literature  can  still  be  found  which  attributes  autism 
to  parenting  problems,  we  now  know  that  such  theories  were  both  false  and  very  damaging  to 
persons  with  autism  and  their  families.  THERE  ARE  NO  KNOWN  PSYCHOLOGICAL 
CAUSES  OF  AUTISM. 
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Unfortunately,  at  this  point  in  time  we  are  no  further  along  in  our  knowledge  of  what 
specifically  causes  autism  than  we  were  30  years  ago.!  We  realize  the  budgetary  constraints  the 
members  of  this  Committee  must  contend  with  in  deciding  our  nation's  priorities,  but  it  is  our 
firm  belief  and  hope  that  the  Committee  will  recognize  the  long  overdue  need  for  increased 
funding  for  basic  and  applied  medical  research  which  will  eventually  lead  to  a  cure  and  in  the 
interim  effective  treatments  for  autism. 

The  bottom  line  is  very  little  is  being  done  about  autism  and  it  is  time  the  needs  of  the 
autism  community  were  put  on  the  research  agenda  of  this  nation.  We  do  not  even  know  how 
many  individuals  in  the  United  States  have  autism.  A  conservative  estimate  is  380,000; 
however,  because  of  misdiagnosis  and  undiagnosed  individuals,  the  actual  number  is  higher. 
We  request  that  the  Committee  direct  the  National  Institutes  of  Health  (NIH)  to  develop  a 
universal  definition  for  autism,  and  direct  NIH  or  the  Centers  for  Disease  Control  and 
Prevention  (CDC)  to  implement  a  demographic  study  using  this  universal  definition  to  define  the 
incidence  and  prevalence  of  this  massively  disabling  disorder.  Some  states  recognize  the 
syndrome  of  autism,  and  some  do  not. 

The  presence  of  a  child  with  autism  in  a  family  can  be  overwhelming,  both  for  the 
parents  and  siblings.  While  education  intervention  can  make  a  significant  difference  at  any  age, 
an  early  diagnosis  is  critical  as  it  provides  an  opportunity  to  set  up  a  program  to  accomplish  as 
much  as  possible,  as  soon  as  possible.  Persons  with  autism  can  make  considerable  strides  when 
given  an  appropriate  education,  which  can  effectively  ameliorate  some  of  the  autism 
characteristics. 

A  wide  variety  of  approaches  have  been  found  useful  with  persons  with  autism.  These 
include  speech  therapy,  vocational  training,  sensory-motor  therapy,  social  skills  training,  and 
positive  behavioral  management.  Individuals  with  autism  can  achieve  incrementally  higher 
development  of  independent  living  skills  when  afforded  the  appropriate  supports  and  services. 
Although  autism  is  a  lifelong  condition,  with  appropriate  training  and  support,  many  adults  can 
live  and  work  in  the  community. 


Summary 

In  summary,  we  ask  the  Committee  to: 

*  Direct  the  NIH  to  develop  a  universal  definition  for  autism,  and 

*  Use  this  universal  definition  to  direct  the  NIH  or  CDC  to  implement  a 
demographic  study  to  define  the  incidence  and  prevalence  of  this  massively 
disabling  disorder. 


Lastly,  we  urge  Members  of  this  Committee  to  support  the  Health  Research  Fund  Act 
of  1994,  which  was  introduced  by  Representatives  Coyne  (D-PA),  Richardson  (D-NM),  and 
Upton  (R-MI).  This  legislation  would  provide  a  consistent  source  of  funding— as  much  as  50% 
above  current  levels—for  biomedical  and  behavioral  research. 
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The  Autism  Society  of  America  welcomes  the  opportunity  to  work  with  the  committee 
to  support  medical  research  that  will  one  day  reward  us  with  a  cure  for  all  childhood  illnesses. 
Thank  you  for  your  consideration  of  our  requests. 
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Statement  of 
The  American  Society  of  Nephrology 


The  American  Society  of  Nephrology  (ASN)  is  a  professional  society  of  approximately 
4,500  researchers  and  practitioners  who  are  committed  to  the  treatment,  cure,  and  prevention 
of  kidney  diseases.  We  are  pleased  to  submit  written  testimony  in  support  of  1995 
appropriations  for  the  National  Institute  of  Diabetes,  Digestive,  and  Kidney  Diseases  (NIDDK). 

We  would  first  like  to  thank  the  Committee  for  its  support  for  the  National  Institutes  of 
Health  (NIH)  and  the  NIDDK  last  year.  The  ASN  is  aware  that  your  Committee  funds  many 
critically  important  programs.  We  are  grateful  that  you  rejected  the  President's  request  to  cut 
funding  for  certain  Institutes,  which  would  have  included  NIDDK.  We  fully  support  your 
decision  to  leave  funding  decisions  to  the  professional  judgement  of  scientists  at  NIH.  We  urge 
you  to  continue  this  policy  in  1995. 

Kidney  diseases  have  a  tremendous  impact  on  this  country  in  terms  of  morbidity, 
mortality,  and  costs.  Each  year,  approximately  45,000  Americans  develop  chronic  kidney 
failure,  known  as  end  stage  renal  disease  (ESRD).  ESRD  is  irreversible  and  patients  must 
undergo  either  a  transplant  or  dialysis  to  remain  alive.  The  total  number  of  ESRD  patients 
currently  on  dialysis  includes  approximately  160,000  patients.  Of  these,  minorities  occupy  a 
disproportionately  high  share.  For  example,  African  Americans  comprise  28  percent  of  the 
ESRD  population,  more  than  double  their  proportion  of  the  U.S.  population  (12  percent).  They 
are  four  times  as  likely  as  whites  to  develop  chronic  renal  failure,  and  they  are  also  younger  at 
the  onset  of  treatment  for  chronic  renal  failure  than  whites.  Another  disproportionately  affected 
group  is  the  elderly.  For  example,  approximately  40  percent  of  the  ESRD  population  is  at  least 
64  years  of  age.  The  proportion  of  the  American  population  older  than  65  years  of  age  that 
receives  dialysis  has  increased  approximately  70  percent  since  1980. 

The  total  direct  cost  for  care  of  patients  with  chronic  renal  failure  from  all  public  and 
private  sources  in  1990  was  $7.3  billion,  or  21  percent  more  than  the  previous  year's  estimate 
of  $6  billion.  Approximately  72%  of  the  1990  total- $5.2  billion-was  paid  for  by  Medicare, 
and  these  costs  are  growing  astronomically.  For  example,  ESRD  Medicare  costs  in  1987  totaled 
$3.4  billion  for  158,000  patients.  By  1990,  the  number  of  Medicare  ESRD  patients  had 
increased  to  195,000,  with  45,000  new  patients  in  1990  alone,  and  the  Health  Care  Financing 
Administration  estimates  that  more  than  300,000  patients  will  be  enrolled  in  the  program  by  the 
year  2000,  with  85,000  patients  expected  to  enroll  that  year. 

Thirty-five  years  ago,  patients  with  chronic  renal  failure  would  have  died— dialysis 
technology  was  available  for  acute  renal  failure  but  had  not  been  developed  for  chronic  patients. 
Despite  improvements  that  have  been  made  in  dialysis  technology  since  then,  the  mortality  and 
morbidity  for  chronic  dialysis  patients  remain  unacceptably  high.  For  example,  the  life 
expectancy  of  a  49  year-old  ESRD  patient  is  only  seven  years,  compared  to  approximately  30 
years  for  a  member  of  the  general  population.  Seventy  percent  of  dialysis  patients  65  years  of 
age  and  older  die  within  three  years  of  initial  treatment.  Quality  of  life  is  poor  for  chronic  renal 
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patients.  In  1986,  all  Medicare  patients  over  65  years  of  age  averaged  fewer  than  three  days 
of  hospitalization  per  year,  while  members  of  this  age  group  who  have  been  on  dialysis  average 
for  at  least  one  year  averaged  15  inpatient  days  annually. 

Research  into  the  causes  of  renal  diseases,  and  their  prevention,  is  economically  and 
humanistically  the  logical  direction  for  minimizing  both  expenditure  for  ESRD  and  the 
catastrophic  effects  of  ESRD  on  affected  patients.  We  must  provide  the  necessary  resources  to 
enable  researchers  to  address  these  needs.  The  ASN  recommends  two  priority  areas  of  funding 
for  1995:   competing  research  projects,  especially  ROls.  and  support  for  training. 

Without  increased  research  support,  we  risk  losing  the  opportunity  to  gain  from  our  past 
accomplishments.  Put  differently,  we  will  miss  the  chance  to  build  on  what  we  have  already 
learned.  A  vast  number  of  promising  research  opportunities  remain  unfunded  due  to  fiscal 
constraints.  Applications  rated  as  "excellent"  or  "outstanding"  are  among  those  that  are  not 
being  funded,  and  tremendous  opportunities  are  being  lost.  In  1992,  NIDDK  funded  628 
competing  research  project  grants,  including  460  ROls.  For  1994,  these  figures  are  estimated 
to  be  467  and  342,  respectively.  NIH  Institute  directors  agree  that  approximately  one-third  of 
competing  research  project  grant  applications  should  be  funded,  yet  NIDDK  will  be  able  to  fund 
only  about  23%  of  RPG  applications  in  1994,  compared  to  33%  in  1992.  Research  project 
grants  are  the  primary  mechanism  of  funding  promising  research  opportunities,  yet  at  many 
Institutes  fewer  than  one  in  five  applications  are  funded.  With  numbers  like  these,  we  are  losing 
opportunities,  we  are  losing  researchers,  we  are  losing  lives,  and  thousands  of  patients  continue 
to  experience  untold  suffering. 

NIH-trained  researchers  are  the  lifeblood  of  our  academic  research  institutions  and 
represent  our  future  in  medical  research,  yet  too  many  promising,  bright  young  minds  are 
turning  away  from  an  academic  career.  Instead,  they  choose  the  financial  and  emotional  security 
of  industry-sponsored  research,  or  they  leave  research  altogether.  The  percent  of  NIH  research 
applications  from  individuals  35  years  of  age  or  younger  fell  from  25%  of  applications  in  1980 
to  only  15%  of  applications  in  1990. 

We  are  certain  that  many  others  have  preceded  us  with  the  same  message  regarding 
future  training.  It  is  a  real  threat.  Well-informed  groups  including  the  Institute  of  Medicine, 
the  National  Academy  of  Sciences,  the  National  Research  Council,  and  NTH  are  among  the  many 
organizations  that  have  conducted  various  studies  to  address  this  training  crisis.  Among  the 
concerns  raised  in  these  reports  are  a  decrease  in  the  proportion  of  undergraduates  majoring  in 
the  life  sciences.  There  has  been  a  decline  in  the  proportion  of  white  males  entering  biomedical 
research;  only  a  minimal  increase  in  the  rate  of  minorities  choosing  this  career;  and  a  predicted 
shortage  of  Ph.D.s  in  biomedical  science  by  the  next  decade.  We  therefore  have  an  impending 
crisis  relating  to  people  entering  the  research  arena.  The  ASN  urges  the  Committee  to  provide 
sufficient  resources  to  enable  NIH  to  fund  the  next  generation  of  researchers. 

Many  accomplishments  in  nephrology  research  have  occurred  recently.  Some  years  ago, 
kidney  physiologists  developed  an  experimental  model  which  predicted  that  a  drug  called 
captopril  would  slow  the  progression  of  renal  disease.  A  recently  completed  five  year  clinical 
trial  in  patients  with  insulin-dependent  diabetes  mellitus  indicated  that  captopril  significantly 
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slowed  the  progression  of  kidney  disease  and  reduced  the  risk  of  death  or  ESRD  by  50%. 
Diabetes  is  the  leading  cause  of  end  stage  renal  disease,  and  will  account  for  half  of  all  cases 
by  the  turn  of  the  century.  Diabetes-related  kidney  failure  is  increasing  at  nearly  twice  the  rate 
for  all  causes  of  ESRD,  with  nearly  15,000  new  cases  reported  in  1990.  Further,  the  survival 
rate  for  diabetic  ESRD  patients  is  up  to  2.5  times  lower  than  that  for  nondiabetic  ESRD  patients. 
Using  the  result  of  the  captopril  trial,  the  Food  and  Drug  Administration  in  January  1994 
approved  captopril  for  the  treatment  of  insulin-dependent  diabetics  with  kidney  disease. 
Estimates  indicate  that  the  use  of  captopril  will  provide  a  cost  savings  of  $2.6  billion  over  a  10 
year  period. 

The  study  of  the  genetics  of  kidney  disease  is  an  area  of  tremendous  promise,  including 
the  identification  of  inherited  gene  mutations  and  the  alterations  in  gene  expression  that  occur 
before  or  as  kidney  diseases  progress.  Studies  on  the  mapping  of  the  gene  for  polycystic  kidney 
disease  (PKD),  the  most  common  inherited  kidney  disease  with  more  than  500,000  patients 
affected  worldwide,  is  one  example.  Should  the  PKD  gene  be  identified,  future  approaches  to 
treating  PKD  may  be  curative,  using  gene  therapy,  rather  than  palliative,  using  dialysis.  The 
potential  for  gene  therapy  holds  great  promise  for  individuals  with  PKD,  as  does  the 
development  of  pharmacological  agents  that  will  slow  the  formation  and  growth  of  renal  cysts. 

Researchers  are  optimistic  that  a  planned  clinical  trial  on  kidney  disease  and  hypertension 
in  African  Americans  will  help  us  learn  more  about  kidney  disease  associated  with  hypertension, 
which  is  the  leading  cause  of  chronic  kidney  failure  among  African  Americans  and  the  second- 
leading  cause  for  all  patients.  The  goal  of  the  study,  which  is  scheduled  to  begin  in  June  1994, 
is  to  determine  whether  one  of  two  levels  of  blood  pressure  control  and  one  or  more  classes  of 
antihypertensive  medications  are  more  effective  in  slowing  the  loss  of  kidney  function  among 
African  Americans  with  hypertensive  kidney  disease. 

NIDDK  cosponsored  a  Consensus  Conference  on  the  Morbidity  and  Mortality  of  Dialysis 
in  November  1993,  bringing  together  experts  in  general  medicine,  nephrology,  pediatrics, 
biostatistics,  and  nutrition.  The  Conference  sought  to  address  morbidity  and  mortality  in  dialysis 
patients,  complications  in  predialysis  patients,  complications  in  dialysis  patients,  and  future 
directions  in  dialysis  research.  NIDDK  will  begin  a  clinical  trial  in  1994  to  address  some  of 
these  issues,  and  work  is  already  under  way  on  a  30-month  pilot  trial  to  study  the  factors  that 
influence  morbidity  and  mortality  in  hemodialysis  patients. 

ASN  requests  that  you  also  support  the  funding  recommendations  of  the  Ad  Hoc  Group 
for  Medical  Research  Funding  and  the  NIDDK  Coalition.  The  Ad  Hoc  Group  recommends 
$11.95  billion  for  the  NIH  in  1995,  which  would  represent  a  9%  increase  over  the  1994 
appropriation,  and  the  NIDDK  Coalition  recommends  $798  million  for  the  NIDDK,  which 
would  represent  an  11.5%  increase  over  the  1994  appropriation.  We  believe  these  represent  an 
appropriate  balance  between  tremendous  scientific  opportunities  that  exist,  the  health  needs  of 
the  American  public,  and  the  fiscal  constraints  faced  by  the  Committee.  The  increases  would 
enable  NIH  to  maintain  the  excellence  that  has  made  the  United  States  the  world's  leader  in 
medical  research  and  would  enable  NIH  to  support  activities  in  basic  research,  clinical  research, 
and  training. 
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Lastly,  we  urge  Members  of  the  Committee  to  support  the  Health  Research  Act  of  1994, 
which  was  recently  introduced  by  Representatives  Coyne  (D-PA),  Richardson  (D-NM),  and 
Upton  (R-MI).  As  we  stated  previously  in  our  testimony,  without  additional  resources  we  risk 
losing  the  opportunity  to  gain  from  our  past  accomplishments  and  to  build  on  what  we  have 
learned.  The  Health  Research  Fund  would  provide  a  consistent,  predictable  source  of  funding 
for  biomedical  and  behavioral  research.  Our  grassroots  members  look  forward  to  working  with 
their  Congressional  delegation  to  generate  additional  support  for  this  critical  initiative. 

The  ASN  thanks  the  Committee  for  its  past  support  and  urges  you  to  provide  the 
resources  that  can  help  us  provide  a  better  quality  of  life  for  sufferers  of  kidney  diseases.  Thank 
you  for  your  consideration  of  our  request. 
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STATEMENT  OF 
THE  AMERICAN  ASSOCIATION  FOR  CANCER  RESEARCH 


Thank  you  for  the  opportunity  to  present  written  testimony  on  behalf  of  over  9,400 
members  of  the  American  Association  for  Cancer  Research  (AACR). 

The  American  Association  for  Cancer  Research  (AACR)  was  founded  in  1907.  Its  9,400 
members  conduct  basic  and  applied  research  in  the  following  areas:  molecular  and  cellular 
biology,  immunology,  biochemistry,  endocrinology,  clinical  investigations,  experimental 
therapies,  epidemiology,  carcinogenesis  and  prevention.  AACR  members  are  scientists  who 
advance  out  knowledge  about  cancer  through  laboratory  studies  and  clinical  trials  and  prevention 
in  research  facilities  and  universities  across  the  country. 

We  would  like  to  express  our  strong  support  for  one  of  America's  major  assets,  our 
preeminence  in  biomedical  research.    We  would  like  to  make  three  points  in  our  statement: 

(1)  The  AACR  appreciates  and  strongly  supports  the  precedent  set  by  Congress  last  year  to  avoid 
targeting  appropriated  funds  for  specific  research  programs  within  the  National  Cancer  Institute. 

(2)  At  the  present  time  there  is  tremendous  opportunity  and  excitement  in  the  field  of 
translational  research  which  that  must  be  exploited  if  we  are  to  continue  to  make  aggressive 
progress  against  cancer.  (3)  Biomedical  research  is  a  winning  health  care  strategy,  and 
continued  progress  must  not  be  sacrificed  as  a  result  of  health  care  reform. 

Importance  of  Untargeted  Research:  The  AACR  supports  a  balanced  National  Cancer 
Program  that  encompasses  all  aspects  of  cancer  research,  from  basic,  applied  and  translational 
research  to  prevention  and  control.  We  support  high-priority,  site-specific  research  in  areas  such 
as  breast,  ovary,  and  prostate  cancer.  We,  however,  strongly  emphasize  that  any  directive  to 
increase  funding  for  research  on  specific  initiatives  must  be  accompanied  by  new  funds. 

Last  year  the  House  and  Senate  Appropriations  Committees  stated  that  the  research 
community  and  science  managers  of  the  National  Institutes  of  Health  should  make  funding 
decisions  based  upon  scientific  opportunities.  We  applaud  this  approach  and  urge  the  support 
of  this  prudent  approach  again  in  FY  1995.  Cancer  prevention  is  our  goal,  and  real  progress 
in  this  area  will  be  derived  from  a  full  understanding  of  cellular  mechanisms  and  how  normal 
cells  are  transformed  to  malignant  cells.  This  type  of  research  is  not  specific  to  targeted 
initiatives;  it  is  fundamental,  basic  research.  The  past  decade  of  AIDS  research  has  been  a 
powerful  lesson  to  researchers  and  advocates.  Although  significant  resources  have  been  directed 
toward  targeted  initiatives  in  AIDS  drug  and  vaccine  development,  we  do  not  yet  have  a  clear 
understanding  of  key  problems  in  HIV  disease,  that  can  only  be  acquired  through  basic  research, 
including  developmental  biology  and  immunology.  We  are,  therefore,  unable  to  develop 
effective  therapeutic  options.  We  all  share  the  desire  to  develop  cures  and  preventive  agents  for 
both  AIDS  and  cancer.  However,  our  experience  with  AIDS  has  reminded  us  that  basic, 
untargeted  research  is  a  prerequisite  to  developing  effective  strategies  to  fight  cancer. 
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Translational  Research:  We  have  developed  the  research  capability,  strategies,  and  tools  to 
examine  and  eventually  to  understand  the  molecular  events  that  lead  to  cancer,  and  we  know  that 
more  effective  therapies  and  novel  prevention  strategies  will  be  possible  in  the  future.  This  is 
a  tremendously  exciting  time  in  science.  The  potential  to  move  research  progress  from  the 
bench  to  the  bedside  has  never  been  greater,  and  in  the  years  to  come  a  greater  emphasis  will 
be  placed  on  "translational  research."  Unfortunately,  the  current  funding  levels  and 
infrastructure  at  the  National  Cancer  Institute  and  the  National  Institutes  of  Health  are  inadequate 
to  deal  with  the  breadth  and  scope  of  translational  research  opportunities  that  exist.  Additional 
resources  must  be  committed  if  substantial  progress  is  going  to  be  made  against  this  formidable 
opponent. 

Cancer  Research  and  Health  Care  Reform:  Basic  and  applied  research  programs  supported 
by  the  National  Institutes  of  Health  have  had  a  tremendous  impact  on  improving  the  health  and 
welfare  of  our  citizens  as  well  as  our  economic  competitiveness  in  the  international  arena.  Yet, 
U.S.  citizens  spend  as  much  in  10  days  paying  medical  bills  as  we  do  in  365  days  funding  the 
research  to  find  the  cures  for  chronic,  catastrophic  and  costly  diseases,  such  as  cancer. 

Numerous  studies  have  documented  that  an  investment  in  biomedical  research  results  in 
cost  savings.  In  debates  on  recent  health  care  reform  proposals,  innovative  technologies  enabled 
through  medical  research  have  been  linked  to  the  increased  health  care  costs.  Yet,  a  recent  NTH 
report  estimated  that  approximately  $800  million  invested  in  NIH-supported  clinical  and  applied 
research  had  the  potential  to  realize  a  one-year  savings  of  between  $5.2  billion  and  $6.7  billion 
(based  upon  1989  prices).  By  this  estimate  for  each  dollar  invested  in  biomedical  research  there 
was  a  $6.50  to  $8.40  annual  retum~a  remarkable  600  to  800  percent  return  on  investment. 

Further,  in  a  study  recently  released  in  the  New  England  Journal  of  Medicine  documented 
that  NCI-supported  research  has  led  to  the  development  of  new  technologies  that  make  bone 
marrow  transplantation  an  affordable  and  effective  treatment  option  for  breast  cancer.  For 
example,  in  a  patient  sample  of  over  800  patients  at  Duke  University  Bone  Marrow  Transplant 
Program  research  progress  has:  improved  health  for  women  with  breast  cancer,  increasing  five- 
year,  disease-free  survival  rates  from  30%  to  72%  in  women  with  breast  cancer  in  10  or  more 
lymph  nodes,  and  from  2%  to  15%-20%  in  women  with  advanced  breast  cancer;  improved 
outcomes  for  bone  marrow  transplantation  by  decreasing  mortality  associated  with  the  procedure 
from  21%-25%  to  2% -3%;  and  decreased  health  care  costs  for  bone  marrow  transplantation, 
from  $140,000  to  $65,000. 

As  health  care  reform  is  deliberated,  the  AACR  urges  Congress  to  include  among  its 
higher  priorities,  funding  for  biomedical  research  and  support  for  patient  care  costs  associated 
with  clinical  trials  and  translational  research. 

The  AACR  supports  the  Health  Research  Act  of  1994,  which  was  recently  introduced  by 
Representatives  Coyne  (D-PA),  Richardson  (D-NM),  and  Upton  (R-MI).  We  will  be  working 
with  our  State  grassroots  network  to  engage  in  a  variety  of  public  education  initiatives  to  direct 
the  attention  and  support  of  other  Members  of  Congress  to  this  important  initiative.  The  best 
way  to  pay  our  health  care  bill  is  to  develop  effective  approaches  to  prevention  and  curative 
treatments  through  biomedical  research.    This  legislation  will  help  provide  a  steady  funding 
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source  for  biomedical  research. 

In  addition,  we  strongly  urge  the  support  of  the  Members  of  the  Committee  to  ensure  that 
the  final  health  care  reform  legislation  includes  reimbursement  of  patient  care  costs  associated 
with  clinical  research  protocols  approved  or  supported  by  the  National  Cancer  Institute.  The 
only  way  that  we  will  be  able  to  translate  research  progress  from  the  laboratory  to  persons  with 
cancer  will  be  through  clinical  and  translation^  research.  Unless  this  initiative  is  covered  as  a 
mandatory  benefit  in  health  care  reform,  the  NCI  and  the  cancer  research  community  will  be 
unable  to  develop  effective  chemoprevention,  cancer  vaccines,  and  other  therapeutic  options  to 
treat  and  cure  the  more  than  100  cancers  which  plague  Americans. 

1995  Funding  Request: 

The  AACR  fully  supports  considered  view  of  the  National  Coalition  for  Cancer  Research 
(NCCR)  in  its  request  that  the  programs  and  priorities  of  the  National  Cancer  Institute  and  the 
National  Institutes  of  Health  be  considered  by  the  Administration  and  the  Congress  as 
"investment  priorities." 

The  AACR  is  very  disappointed  with  the  Administration's  Budget  Request  for  the 
National  Institutes  of  Health  (NTH)  and  the  National  Cancer  Institute  (NCI),  which  failed  to 
consider  these  important  programs  as  investments  in  the  health  and  economic  future  of  this 
Nation. 

Our  research  progress  over  the  past  two  decades  has  brought  us  to  the  brink  of  discovery 
in  many  key  areas.  As  we  have  made  this  progress  we  have  developed  "half-way"  technologies 
in  the  management  of  chronic  diseases,  such  as  cancer.  These  treatments  frequently  are  used 
to  place  individuals  in  a  holding  pattern  until  further  progress,  such  as  gene  therapy,  is 
developed  as  a  result  of  continued  research  and  integration  into  medical  practice. 

The  strong  support  of  this  Committee  over  the  past  several  years  for  the  programs  and 
priorities  supported  by  the  National  Cancer  Institutes  has  created  a  renewed  excitement  among 
cancer  researchers.  Daily,  cancer  patients  are  realizing  the  benefits  of  our  outstanding  research 
progress,  but  we  remain  in  a  race  against  the  clock  for  hundreds  of  thousands  of  Americans 
afflicted  with  cancer. 

Thank  you  for  the  opportunity  to  present  a  statement  to  this  Committee  on  behalf  of  the 
AACR. 

We  re-iterate  our  support  of  the  considered  view  of  the  National  Coalition  for  Cancer 
Research  (NCCR)  in  its  request  that  the  programs  and  priorities  of  the  National  Cancer  Institute 
and  the  National  Institutes  of  Health  be  considered  by  the  Administration  and  the  Congress  as 
"investment  priorities." 
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The  following  testimony  is  presented  on  behalf  of  the  Association  of  University  Programs  in 
Occupational  Health  and  Safety  (AUPOHS)  in  support  of  appropriations  for  the  National  Insti- 
tute for  Occupational  Safety  and  Health  (NIOSH). 

AUPOHS  represents  the  14  multi-disciplinary,  university-based  Educational  Resource  Cen- 
ters (ERCs)  listed  in  Table  1  of  the  attached  exhibits.  Most  centers  are  collaborative  efforts 
among  several  institutions  in  their  respective  regions.  Launched  in  1977,  the  ERCs  are  intended 
to  carry  out  the  mandate  of  the  Occupational  Safety  and  Health  (OSH)  Act  of  1970,  requiring 
"...  educational  programs  to  provide  an  adequate  supply  of  qualified  personnel  to  carry  out  the 
purposes  of  the  Act."  In  1986,  an  additional  research  training  program  was  mandated  by  the 
Congress  for  the  ERCs  to  address  the  serious  shortage  of  research  scientists  and  academics  in 
occupational  health  and  safety.  Besides  offering  professional  education  and  research  training, 
each  ERC  is  also  required  to  conduct  extensive  continuing  education  and  outreach  activities 
within  its  designated  region. 

As  our  name  implies,  we  are  regional  resources  for  all  parties  involved  with  occupational 
health  and  safety — industry,  labor,  government,  academia,  the  general  public.  In  addition  to  the 
ERCs,  there  are  39  university-based,  single-discipline,  education  and  training  programs  that  are 
funded  by  NIOSH  as  Training  Project  Grants  (TPGs).  The  combined  ERC-TPG  efforts  thus 
involve  53  programs  that  account  for  virtually  all  the  nation's  professional  education  and  spe- 
cialty training  in  occupational  health  and  safety.  This  degree  of  nationally  coordinated,  profes- 
sional education  in  occupational  safety  and  health  is  unequaled  in  any  other  country. 

In  the  last  five  years,  NIOSH-supported  professional  education  programs  graduated  about 
2,700  occupational  safety  and  health  professionals,  and  the  ERCs  continuing  education  courses 
were  attended  by  more  than  150,000  people. 

THE  CURRENT  MANPOWER  SHORTAGE 

Notwithstanding  the  mandate  of  the  OSH  Act  to  provide  adequate  qualified  personnel,  and 
the  substantial  activities  of  the  ERC-TPG  programs,  there  exist  today  profound  shortages  of 
qualified  occupational  health  and  safety  professionals  in  all  specialties.  These  deficiencies  have 
always  been  present  but  have  worsened  progressively  over  the  last  decade.  This  worsening  can 
be  traced  directly  to  inadequate  funding  of  the  ERC  programs. 

For  example,  a  limited  number  of  occupational  medicine  specialists  are  trained  each  year  in 
34  occupational  medicine  residencies.  All  but  one  of  these  residencies  are  located  in  NIOSH- 
supported  programs  (the  exception  is  a  US  Army  program)  and  each  is  supported  by  NIOSH  at 
levels  far  below  the  actual  cost  of  training.  In  1991,  owing  to  the  lack  of  funds  to  support  such 
residency  programs,  there  were  only  161  physicians  engaged  full-time  in  occupational  medicine 
training. 

From  these  two-year  residency  programs  about  70  physicians  per  year  achieve  specialty  cer- 
tification by  the  American  Board  of  Preventive  Medicine.  This  total  output  for  the  country  con- 
trasts strikingly  with  the  national  need  for  occupational  physicians. 

In  1991,  the  Institute  of  Medicine  (IOM)  issued  a  report  on  the  manpower  shortage  in  occu- 
pational and  environmental  medicine.  This  report1  estimated  that  the  number  of  active  occupa- 


1  Institute  of  Medicine.  Addressing  the  Physician  Shortage  in  Occupational  and  Environmental  Medicine. 
National  Academy  of  Science:  Washington,  DC,  1991. 
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tional  medicine  specialists  was  between  1,200  and  1,500  (or  roughly  one  physician  per  80,000 
active  workers  and  an  additional  20,000  retired  or  disabled  workers).  The  IOM  estimated  a  need 
for  3,100  to  4,700  physicians — a  net  deficit  of  1,600  to  3,500  qualified  occupational  physicians. 
In  other  words,  we  needed  to  increase  the  number  of  trained  physicians  by  two-  to  three-fold  just 
to  meet  the  demand  in  1991. 

The  national  demand  for  industrial  hygienists  may  be  even  greater.  Industries  are  having 
problems  recruiting  sufficient  qualified  industrial  hygienists  and  must  offer  unusually  high 
salaries  to  attract  recent  graduates  from  our  programs.  The  aggressive  demand  of  industry  is 
drawing  industrial  hygienists  away  from  regulatory  agencies,  academia,  and  other  institutions, 
resulting  in  shortages  in  key  areas.  Similar  deficiencies  in  the  supply  of  qualified  occupational 
health  nurses  and  safety  professionals  have  been  discussed  by  their  respective  professional  or- 
ganizations. The  funding  support  from  NIOSH  to  train  manpower  in  each  of  these  occupational 
safety  and  health  professions  is  critically  deficient. 

HEALTH  CARE  REFORM:  Another  challenge  for  already  strained  resources 

Added  to  the  long-standing  deficiencies  in  manpower  are  the  demands  of  health  care  reform: 
how  can  we  provide  competent  clinical  and  preventive  services  for  work-related  illnesses  and 
injuries?  Workers  compensation  presently  covers  only  a  portion  of  work-related  illness  and 
injury  costs,  and  only  for  about  60%  of  the  working  population.  It  is  unclear  how  access  to  oc- 
cupational health  services  could  be  provided  for  all  working  and  retired  Americans  given  the  pre- 
sent depleted  manpower  in  occupational  health  and  safety.  This  issue  is  not  simply  a  matter  of 
more  physicians  and  nurses,  it  is  also  a  question  of  illness  and  injury  prevention  that  must  in- 
clude a  greater  role  for  primary  prevention  through  reducing  hazards  in  the  work  place — that 
means  an  expanded  role  for  physicians,  industrial  hygienists,  occupational  health  nurses  and 
safety  professionals  who  are  all  integral  to  such  efforts.  The  problems  are  particularly  important 
for  small  and  medium-sized  businesses  that  cannot  afford  full  time  professional  health  and  safety 
staff.  These  issues  are  not  being  addressed  in  the  current  discussions  on  health  care  reform. 

THE  ONGOING  EPIDEMIC  OF  WORK-RELATED  ILLNESSES  AND  INJURIES 

Occupational  hazards  have  become  increasingly  complex  and  affect  a  greater  number  of 
workers  today  than  ever.  Lost  workdays  in  the  private  sector,  for  example,  continue  to  increase 
dramatically  (Figure  l).2  The  Bureau  of  Labor  Statistics  (BLS)  reports  that  lost  workdays  per 
100  workers  per  year  have  increased  from  58.5  in  1983,  to  86.5  in  1992 — a  steady,  unchecked 
increase  of  nearly  50%  over  that  nine-year  period. 

Workers  killed  on  the  job  number  about  10,000  per  year,  and  another  50,000  to  70,000  die 
from  diseases  such  as  cancer,  lung  diseases,  kidney  failure,  and  neurological  impairment.  Total 
deaths  from  work-related  injuries  and  diseases  are  thus  60,000  to  80,000  per  year  (or  about  three 
to  four  times  the  current  number  of  deaths  per  year  from  AIDS).2 

Non-fatal  injuries  and  occupational  diseases  affect  several  million  more  US  workers  each 
year.  Musculoskeletal  disorders  alone  cause  disability  to  about  1.2  million  workers  annually, 
while  occupational  injuries  disable  another  3.3  million  each  year.2  The  tragedy  of  this  is  that 
most  work-related  fatalities,  injuries,  and  diseases  can  be  prevented  by  more  effective,  profes- 
sionally-directed health  and  safety  programs. 


National  Safety  Council.  Accident  Facts.  1993  Edition. 
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When  hazardous  conditions  are  identified,  it  requires  highly  skilled,  broadly  trained  profes- 
sionals to  evaluate  the  causes  of  injuries  and  illnesses  so  that  effective  and  low-cost  remedies  can 
be  implemented.  Our  present  level  of  professional  education  and  training  in  the  United  States  is 
simply  not  producing  sufficient  numbers  of  people  to  perform  these  critical  functions. 

It  should  be  emphasized  also  that  the  annual  cost  of  occupational  injuries  and  illnesses  in  our 
country  is  huge.  Ultimately,  these  are  public  costs,  borne  directly  by  wage  earners  and  tax  pay- 
ers and  indirectly  through  increased  costs  to  industry  that  are  passed  on  to  consumers  in  the 
prices  of  goods  and  services.  The  National  Safety  Council  has  estimated  that  fatal  and  non-fatal 
injuries  alone  accounted  for  more  than  $116  billion  in  total  costs  in  1992,2  while  the  total  costs 
for  all  work-related  illnesses  are  probably  $80-100  billion.  Thus  the  complete  costs  to  the  na- 
tion, including  direct  and  indirect  expenses,  of  occupational  illnesses  and  injuries  are  about 
$190-220  billion,  or  $1,600  to  $1,900  for  every  American  worker.  Yet  despite  being  the  pri- 
mary focus  for  occupational  disease  and  injury  prevention  in  the  country,  NIOSH  receives  only 
about  one  dollar  per  worker  per  year  for  its  mission  of  research,  professional  education,  and  out- 
reach. In  other  words,  we  spend  a  dollar  on  prevention  for  every  $1,600-1,900  in  costs. 

The  severe  financial  drain  created  by  occupational  injuries  and  diseases,  as  well  as  the  per- 
sonal burden  of  ill  health  borne  by  workers  and  their  families,  cannot  be  solved  solely  by  adjust- 
ing insurance  costs  or  other  economic  measures.  Much  is  said  today  about  the  crisis  in  health 
care  and  the  need  to  reduce  health  care  costs.  Prevention  of  even  a  modest  portion  of  the  annual 
occupational  injuries,  diseases,  and  deaths  would  produce  marked  dividends  that  could  be  mea- 
sured in  terms  of  reducing  the  burden  of  workers'  compensation  and  decreasing  costs  of  health 
care.  Such  prevention  requires  knowledge  (through  basic  and  applied  research)  and  profes- 
sional manpower. 

THE  FUNDING  PROBLEM 

Today's  manpower  problem  is  primarily  one  of  inadequate  training  funds.  The  most  cost- 
effective  way  to  achieve  the  necessary  increase  in  professionals  is  to  increase  the  level  of  funding 
for  professional  education  in  the  NIOSH  Training  line.  Unfortunately,  the  Clinton  Administra- 
tion in  its  FY  1995  budget  has  not  requested  an  increase  in  the  NIOSH  Training  line,  electing 
instead  to  freeze  funds  for  all  occupational  safety  and  health  training  at  the  FY  1994  level  of 
roughly  $13  million.  This  would,  however,  be  the  fifth  consecutive  year  of  level  funding  for  the 
ERC-TPG  programs,  a  fact  that  causes  us  obvious  concern  and  threatens  the  survival  of  these 
programs. 

Tables  2-4  and  Figure  2  in  the  attached  exhibits  present  the  federal  funding  history  for 
NIOSH's  total  budget  and  for  the  individual  Training  and  Research  lines.  As  you  can  see  in 
Table  3,  the  FY  1980  appropriation  for  the  Training  line  in  actual  dollars  was  $12,900,000,  and 
the  Administration's  request  for  FY  1995  is  $12,898,000.  In  real  dollars  relative  to  1980,  how- 
ever, the  current  request  is  only  $5.78  million  (or  45%  of  the  FY  1980  appropriation).  In  equiva- 
lent dollars,  the  FY  1995  level  would  have  to  be  about  $30  million  just  to  equal  the  FY  1980 
appropriation. 

//  must  be  emphasized  too  that  each  increase  to  the  NIOSH  Training  line  in  the  last  five 
years  has  been  earmarked  away  from  professional  education  and  manpower  development,  thus 
creating  at  best  a  level-funding  situation;  the  net  result  has  been  a  decrease  in  the  value  of 
professional  education  grants  by  at  least  29%  since  1990. 

The  last  four  years  of  level  funding  (with  level-funding  again  proposed  for  FY  1995),  plus 
the  net  reduction  by  two-thirds  in  real  dollars  appropriated  relative  to  1980,  has  created  a  serious 
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problem  for  our  continued  operation.  The  current  awards  for  the  ERCs  cover  about  one-third  of 
the  total  operating  costs  for  each  center — the  remaining  two-thirds  are  borne  by  our  parent  insti- 
tutions, with  very  limited  external  funding  from  other  sources.  At  times  when  federal,  state,  and 
private  funding  sources  are  all  stressed,  some  centers  will  be  unable  to  continue  subsidizing  the 
majority  of  costs  for  training  professionals  in  occupational  health  and  safety.  There  is  a  real 
possibility  that  some  centers  will  cease  to  exist.  This  would  be  a  major  problem  for  the  nation  at 
a  time  when  it  needs  increased  manpower  and  training  in  occupational  health  and  safety. 

The  funding  problem  extends  to  the  NIOSH  Research  line.  Occupational  safety  and  health 
problems  are  changing  constantly  and  new  information  (through  applied  and  basic  research)  is 
needed  to  address  emerging  concerns.  One  example  is  the  serious  health  and  safety  concerns 
associated  with  cleaning  up  the  Department  of  Energy's  nuclear  weapons  facilities.  Recently, 
representatives  of  the  Department  of  Energy  and  the  Occupational  Safety  and  Health  Administra- 
tion met  with  the  ERC  directors  to  discuss  ways  in  which  these  problems  might  be  addressed. 
The  ERCs  are  among  the  primary  external  groups  undertaking  research  training  and  research  in 
occupational  safety  and  health,  and  the  multidisciplinary  nature  of  our  centers  is  important  to 
both  professional  education  and  research. 

In  NIOSH's  Research  line,  the  Administration  has  included  an  increase  of  $5  million  for 
staffing  the  new  NIOSH  Morgantown  facility,  but  there  is  no  increase  in  the  agency's  pitiful 
extramural  grants  program  and  no  support  for  other  areas  of  need  within  NIOSH.  Again,  it  is 
apparent  (Table  4)  that  the  FY  1980  appropriation  of  $67,842,000  translates  into  equivalent  dol- 
lars today  of  $158  million  (or  25%  more  than  the  Administration  is  requesting  for  FY  1995). 

Our  Association  is  well  aware  that  your  subcommittee  has,  over  the  last  several  years,  shared 
our  concern  with  the  growing  shortages  of  trained  occupational  health  and  safety  professionals. 
We  are  again  asking  for  your  help. 

We  urge  the  Appropriations  Subcommittee  to  consider  restoring  NIOSH's  budget 
over  the  next  two  years  to  at  least  the  equivalent  funding  of  FY  1980.  We  ask  that 
you  seriously  consider  a  total  FY  1995  NIOSH  budget  of  $150  million,  with  $25 
million  for  the  Training  line  and  $125  million  for  the  Research  line. 
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The  Title  V  Maternal  and  Child  Health  Services  Block  Grant  provides  funds  to  states 
to  develop  community-based,  family-centered  systems  of  preventive,  primary  and 
specialized  care  that  coordinate  and  integrate  public  and  private  resources.    The 
goal  of  Title  V-supported  service  systems  and  public  health  activities  is  to  improve 
the  health  of  all  women,  children  and  adolescents  in  order  to  achieve  national 
health  objectives. 

Enacted  as  part  of  the  landmark  Social  Security  Act  of  1935,  this  public  health 
program  is  the  only  federally  authorized  program  devoted  exclusively  to  maternal 
and  child  health.     Just  as  the  nation  recognized  and  made  a  commitment  to  the 
security  of  its  elderly  citizens,  it  also  recognized  the  need  for  the  nation  to  assure 
the  well-being  of  mothers  and  children,  including  children  with  special  health  care 
needs  (CSHCN).    Title  V  of  the  Social  Security  Act  created  a  foundation  and  an 
infrastructure,  at  federal,  state  and  local  levels,  for  assuring  maternal  and  child 
health  that  has  endured  for  nearly  60  years.    Unfortunately  for  women,  children, 
youth  and  families  in  this  country,  the  promise  and  potential  of  this  foundation  has 
never  been  fully  realized. 

The  pressing  needs  of  women  and  children  cannot  be  put  on  hold.    The  Association 
of  Maternal  and  Child  Health  Programs  recommends  an  appropriation  of  $750 
million  for  the  Title  V  Maternal  and  Child  Health  program  for  FY  1995. 

A  1 980  report,  Better  Health  for  our  Children:    A  National  Strategy,  issued  by  the 
DHHS  Select  Panel  for  the  Promotion  of  Child  Health,  found  the  reasons  Title  V  had 
not  fully  achieved  its  potential  were  "largely  attributable  to  the  vagueness  of  the 
authorizing  legislation  and  to  insufficient  funding  support."    However,  the  panel 
concluded: 

Given  a  clear  statutory  mandate  and  increased  federal  support,  the 
Panel  believes  these  [federal,  state  and  local]  agencies  can  make  major 
strides  in  achieving  the  goal  of  a  comprehensive  and  coordinated 
system  of  high-quality  maternal  and  child  health  services  -  a  system 
that  will  assure  children  and  pregnant  women  access  to  the  services 
most  essential  to  their  health  and  development,  and  that  will  make 
available  the  health  services  required  for  the  success  of  other  federally 
funded  programs,  including  WIC,  P.L.  94-142,  Head  Start,  and 
Medicaid's  EPSDT.    (p. 27,  Vol.  II) 
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Significant  steps  were  taken  with  1 989  Title  V  amendments  to  remedy  "the 
vagueness  of  the  authorizing  legislation."    Title  V  now  explicitly  requires  state 
needs  assessments,  plans  and  annual  reports.    The  legislation  also  requires  state 
programs  to  work  toward  achievement  of  national  health  objectives  for  maternal 
and  child  health  and  to  support  community-based,  family-centered  systems  of  care, 
particularly  for  children  with  special  health  care  needs.    The  amendments 
strengthen  requirements  for  Title  V  roles  in  assuring  access  to  quality  care  for 
Medicaid  recipients,  although  no  new  companion  provisions  were  enacted  to  assure 
the  cooperation  of  the  much  larger  Medicaid  program. 

Steps  to  address  the  "insufficient  funding  support"  for  Title  V  have  been  much  less 
significant.    The  Select  Panel  recommended  in  1980  that  Title  V  funding  be  more 
than  doubled  to  over  $800  million;  in  1993,  $800  million  would  be  necessary 
simply  to  maintain  the  program  at  1980  levels.    The  Title  V  FY  1994  appropriation 
reached  $687  million,  far  short  of  the  over  $1.6  billion  that  would  be  necessary  to 
achieve  the  Select  Panel's  vision  for  the  program. 

The  most  recent  data  on  Title  V  illustrates  the  importance  of  the  program's  service 
delivery  mission  to  millions  of  women  and  children.    According  to  the  Federal 
Maternal  and  Child  Health  Bureau,  state  Title  V  programs  reported  the  following  for 
FY  1991: 

♦  Approximately  3.6  million  women  received  Title  V-supported  health  services, 
including  family  planning  and  prenatal  care.    Prenatal  care  includes  enhanced 
services  such  as  case  management,  home  visiting,  outreach  and  social 
services. 

♦  7.3  million  infants,  children  and  adolescents  received  Title  V-supported 
preventive  or  primary  care,  including  immunizations. 

♦  Over  700,000  children  with  special  health  care  needs  and  their  families 
received  specialty  care  and  support  services  through  Title  V  programs. 

The  Alan  Guttmacher  Institute  surveyed  state  MCH  programs  to  determine  the  total 
number  of  women  receiving  medical  care  during  pregnancy  from  MCH-funded 
providers.    This  1993  state-by-state  analysis  of  medical  prenatal  services  (which 
does  not  include  enhanced  prenatal  services  such  as  case  management,  home 
visiting  and  outreach)  demonstrated  a  27%  increase  in  the  provision  services  since 
1986. 

Results  from  a  1992  AMCHP  survey  indicate  the  inadequacy  of  Title  V  resources  to 
meet  needs  in  1991 : 

♦  94%  of  51  state  MCH  programs  were  experiencing  increased  demand  for 
prenatal  and/or  pediatric  care.    Caseload  increases  ranging  from  5%  to  75% 
and  three  to  four  week  waits  for  appointments  in  some  areas  were  also 
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reported. 


♦  84%  of  caseload  increases  were  attributed  to  the  economic  environment, 
including  unemployment  and/or  lack  of  insurance;  62%  to  expansions  in 
other  health  and  human  service  programs  -  such  as  Medicaid,  Head  Start, 
Part  H  early  intervention  and  SSI   -  which  result  in  identification  of  additional 
children  in  need  of  health  care. 

♦  The  number  of  private  physicians  accepting  Medicaid  patients  reportedly 
declined  in  nearly  one-third  of  the  states,  also  contributing  to  increased 
demand  for  Title  V-supported  care. 

Despite  the  diminution  of  Title  V  funding,  as  well  as  diminished  federal  oversight 
and  assistance  during  the  1 980s,  state  Title  V  programs  exerted  leadership  and 
strategically  maximized  limited  funding,  leveraging  other  public  and  private  sector 
dollars.    Increased  financing  for  health  care  for  low  income  pregnant  women 
through  Medicaid  spurred  new,  innovative  MCH  programs  of  outreach,  case 
management,  and  enhanced  social  support  services.    OBRA  '89  amendments  to 
Title  V  and  to  Medicaid's  Early  and  Periodic  Screening,  Diagnostic,  and  Treatment 
Services  (EPSDT)  program  created  momentum  for  major  changes  and 
improvements  in  service  systems  for  children  and  adolescents,  including  children 
with  special  health  care  needs.    State  Title  V  programs  continue  to  serve  as  the 
infrastructure  for  coordinating  and  integrating  a  range  of  state  and  federal 
programs,  administering  or  having  a  major  role  in  family  planning,  WIC,  school 
health,  and  IDEA  early  intervention  as  well  as  Medicaid. 

The  majority  of  Title  V  programs  have  supported  development  of  school-based  and 
school-linked  health  programs,  with  almost  half  of  these  clinics  nationwide 
receiving  Title  V  funding.    Title  V  programs  are  an  integral  part  of,  and  in  many 
states,  the  lead  agencies  for  Part  H  IDEA  early  intervention  service  systems.    Many 
state  Title  V  programs  are  actively  involved  in  assuring  health  services  for  children 
in  Head  Start  and  day  care.    Nearly  all  state  Title  V  programs  support  some  home- 
based  services,  including  home  visiting  to  infants  and  pregnant  women  and  home 
health  care  for  children  with  special  needs. 

The  passage  of  health  care  reform  will  have  some  effect  on  how  programs  such  as 
Title  V  operate.    AMCHP  supports  universal  access  to  the  comprehensive  range  of 
preventive,  acute  and  long  term  health  and  related  family  support  services  needed 
by  all  women,  children  and  youth.    However,  while  universal  coverage  should 
reduce  Title  V  program  costs  in  paying  for  care  for  the  uninsured  and  in  subsidizing 
Medicaid  clients,  fiscal  limitations  and  provider  shortages  will  likely  result  in  some 
gaps,  particularly  during  phase-in  of  reform.    Undocumented  residents  will  continue 
to  rely  on  public  resources  for  care,  and  maintaining  prenatal  care  for  this 
population  is  essential  to  promoting  good  pregnancy  outcomes  and  reducing  the 
burden  of  disease  and  disability  among  their  children.    Title  V  will  be  needed  to 
support  services  not  included  in  the  basic  benefits  package,  to  act  as  a  safety  net 


1555 


prior  to  full  implementation,  and  to  develop  and  strengthen  the  public  health 
system  infrastructure. 

There  will  be  an  ongoing  need  for  Title  V  expertise  and  resources  in  the  provision 
and  administration  of  enabling  services,  such  as  outreach,  education,  transportation 
and  translation.    Continued  Title  V  support  for  home  and  community-based 
services,  such  as  home  visiting  and  school  health  services,  will  also  be  essential  to 
achieving  improved  health  outcomes.    Core  public  health  functions  such  as  data 
collection  and  analysis  for  needs  assessment,  surveillance,  planning  and  evaluation; 
development  of  practice  standards;  monitoring;  and  providing  training  and  technical 
assistance  to  assure  quality  of  care  are  critical  responsibilities  that  Title  V  should 
retain.    The  savings  resulting  from  health  care  reform's  reduced  costs  for 
uncovered  populations  and  services  should  be  reinvested  in  these  Title  V  program 
services. 

AMCHP  recommends  that  appropriations  for  FY  1995  reflect  the  vital  role  Title  V 
plays  in  infrastructure  and  systems  development  as  well  as  a  provider  and  payor  of 


An  increase  in  funding  is  necessary  to  maintain  current  service  levels,  and  to 
expand  program  capability  to  assist  families  in  appropriately  utilizing  new  managed 
care  systems.    Other  important  initiatives  requiring  increased  funds  include  home 
visiting,  school-based  services,  and  programs  to  address  priority  health  problems, 
such  as  HIV,  violence  and  substance  abuse. 

AMCHP's  request  for  a  9%  increase  in  the  Title  V  Block  Grant  is  modest  compared 
to  the  President's  request  for  a  21  %  increase  in  Head  Start  and  an  1 1  %  increase  in 
the  WIC  program.    These  much  needed  increases  in  WIC  and  Head  Start  will  result 
in  the  identification  of  additional  women  and  children  in  need  of  health  and  support 
services.     Title  V  programs  that  work  closely  with  WIC  and  Head  Start  to  provide 
families  with  access  to  health  care  will  not  be  able  to  meet  this  accelerated  demand 
for  service  without  a  corresponding  increase  in  resources. 

With  sufficient  funding,  Title  V  can  play  a  critical  role  in  helping  to  meet  the  needs 
of  families  until,  during  and  after  health  care  reform  takes  place. 
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American  Tinnitus  Association 

POBoxS  •  Portland  OR  97207. 0005  •  503-248-9985  «l  5  •  Fax  503-248-0024 


April  29.  1994 

Subcommittee  on  Labor,  Health  &  Human  Services,  Education  &  Related  Activities 

US  House  of  Representatives 

Room  2358  Rayburn  House  Office  Building 

Washington  DC  20515 

Dear  Committee  Members: 

Thank  you  for  the  opportunity  to  present  testimony  on  behalf  of  the  millions  of  Americans  who 
experience  tinnitus,  an  incessant  ringing  in  the  ears  or  other  head  noises  for  which  there  is 
sometimes  help,  but  as  yet  no  cure.  This  distressing  condition  can  rob  one  of  sleep,  make  it 
difficult  to  concentrate  and  hold  a  job,  take  away  the  joy  of  social  interaction,  and  if  serious 
enough  even  make  a  person  contemplate  or  carry  out  a  suicide  attempt. 

Over  the  last  two  decades  we  have  been  celebrating,  one  laboratory  after  another,  the  discovery 
of  ways  to  manage  tinnitus.  In  these  attempts,  we  have  accepted  an  agenda  that  entailed  the  use 
of  scientific  methods  of  research  in  what  was  primarily  a  clinical  setting.  Now  it  is  time  to 
escalate  these  efforts  and  concentrate  on  the  basic  anatomical  and  physiological  mechanisms 
that  give  rise  to  the  perception  of  tinnitus. 

Most  of  us  remember  the  explosion  of  interest  in  tinnitus  treatment  following  articles  in  the  late 
70s  by  Dr.  Jack  Vernon  about  his  newly  reborn  theories  of  masking  as  possible  relief  for 
tinnitus.  After  several  years  of  actively  sharing  these  techniques  with  other  care-givers,  it  became 
obvious  that  masking  alone  would  not  solve  tinnitus  for  most  patients.  Enthusiasm  waned  and  a 
wariness  grew,  especially  within  the  medical  community  whose  members  continued  to  seek 
tinnitus  relief  through  medical  procedures  and  various  drugs.  A  considerable  number  of  studies 
were  conducted  using  drugs  ranging  from  anli-hislamines,  anil  depressants,  central  nervous 
system  depressants,  and  vitamin  supplements  to  vasodilators  and  many  more.  Most  of  these 
studies  were  at  least  partially  successful,  providing  some  relief,  albeit  with  side  effects,  to  a  small 
minority  of  patients. 

As  time  went  on,  people  with  tinnitus  were  able  to  learn  more  about  their  condition  through  the 
efforts  of  a  national  organization,  the  American  Tinnitus  Association,  whose  goals  are  to  carry 
out  and  support  research  and  educational  activities  relating  to  the  cure  of  tinnitus  and  other 
diseases  or  defects  of  the  ear. 

Today  we  stand  at  the  brink  of  discovery.  There  are  scientific  studies  at  several  prestigious  US 
Universities  and  Health  Sciences  Centers  which  are  delving  into  the  physiological  mechanisms 
that  cause  tinnitus.  Further,  there  are  clinical  studies  being  carried  out  at  these  centers,  and 
others,  where  patients  are  being  treated  and  new  methods  developed  for  helping  them  live  with 
their  tinnitus  and  lessen  its  effect  on  their  lives. 

We  believe  that  by  supporting  basic  research  specifically  targeted  to  tinnitus  we  can  learn  how 
to  alleviate  its  effects  and  at  the  same  time  make  discoveries  which  will  lead  to  a  permanent 
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treatment  or  cure.  This  research  will  most  likely  uncover  some  of  the  mysteries  of  the  ear  itself 
and  have  application  to  many  other  auditory  conditions  troubling  mankind. 

It  lias  been  well  documented  that  noise  is  harmful  to  hearing  There  is  also  evidence  to  show 
that  approximately  65%  of  noise  damaged  ears  perceive  tinnitus.  This  problem  is  becoming 
more  pervasive  in  our  society  and  the  time  to  attack  it  is  now,  before  it  haunts  an  entire 
generation 

We  ask  you.  on  behalf  of  those  who  suffer  from  tinnitus,  to  please  fully  fund  the  budget  for  the 
National  Institute  on  Deafness  and  other  Communicative  Disorders,  and  please  let  them  know 
that  y-.m  want  the  problem  of  tinnitus  solved  •  NOW! 


Sincerely. 


Gloria  E.  Reich.  Ph.D. 
Executive  Director 
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NATIONAL  INSTITUTE  OF  MENTAL  HEALTH 

NATIONAL  INSTITUTE  OF  NEUROLOGICAL  DISORDERS  AND  STROKE 
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May  6,  1994 

Mr.  Chairman,  my  name  is  Dr.  Lewis  Judd.  I  am  the  Chairman  of  the 
Department  of  Psychiatry  at  the  University  of  California  at  San  Diego  and  the 
immediate  past  Director  of  the  National  Institute  of  Mental  Health.  In  addition, 
I  am  currently  the  Chair  of  the  Governmental  and  Public  Affairs  Committee  of  the 
Society  for  Neuroscience. 

The  Society  for  Neuroscience  is  the  largest  scientific  organization  in  the 
world  dedicated  to  the  study  of  the  brain,  nervous  system  and  spinal  cord.  The 
Society  consists  of  22,000  basic  and  clinical  brain  scientists  affiliated  with 
universities,  hospitals  and  scientific  institutions  throughout  North  America.  It 
represents  not  only  the  scientific  interests  of  its  membership,  but  speaks  to  the 
impact  of  brain  research  on  our  country's  economy  and  well  being,  since  nearly 
50  million  Americans  are  afflicted  with  brain  diseases  and  disorders. 
Neuroscientists  investigate  the  molecular  and  cellular  levels  of  the  brain  and  its 
nervous  system,  which  involve  such  vital  human  functions  such  as  our  being  able 
to  see,  to  hear,  to  speak,  to  behave  and  to  think.  This  essential  research  provides 
the  basis  for  advances  and  the  understanding  in  the  medical  fields  concerned  with 
treating  brain  disorders.  These  medical  specialties  include  psychiatry,  neurology, 
geriatrics,  developmental  disability,  neurosurgery  and  ophthalmology. 

Careful  economic  analysis  has  established  that  the  cost  of  brain  disorders 
to  this  nation  in  1990  exceeded  $400  billion  in  direct  costs  for  clinical  care  and 
in  lost  productivity;  it  is  significantly  higher  today.  The  wide  prevalence  of  brain 
disorders  in  the  United  States,  together  with  the  high  annual  costs,  which  exceeds 
the  annual  Federal  budget  deficit,  combine  to  make  these  conditions  the  number 
one  public  health  problem  now  confronting  this  nation.  The  consequences  of  brain 
disorders  contribute  to  some  of  the  most  fundamental  and  troubling  society 
problems  including  drug  and  alcohol  addictions,  the  rapid  rise  in  suicide  rate  in 
our  youth,  mental  enfeeblement  of  our  elderly  due  to  Alzheimer's  disease  and  the 
scandal  of  the  homeless  mentally  ill.  Thus,  tens  of  millions  of  our  citizens  who 
suffer  from  brain  disorders  look  to  neuroscientists  as  the  only  real  hope  they  have 
for  future  relief  from  these  crippling  diseases.  They  also  look  to  this 
Subcommittee  to  appropriate  the  necessary  funds  to  implement  your  mandate  of 
the  "Decade  of  the  Brain,"  which  will  allow  our  scientists  to  provide  the  answers, 
solutions  and  new  treatments  in  order  for  our  citizens  to  live  more  productive  and 
less  disabled  lives  in  the  future. 

The  young  field  of  neuroscience  has  already  made  major  contributions  to 
the  welfare  of  the  nation's  citizens.  New  insights  and  effective  treatments  have 
been  developed  for  previously  hopeless  diseases,  including  Alzheimer's, 
Parkinson's,  major  depression  and  schizophrenia.  The  brain  mechanisms  that 
underlie  substance  abuse,  a  currently  insoluble  problem  inextricably  intertwined 
with  the  epidemic  of  violence  in  our  society,  is  now  being  defined  and  will 
provide  more  efficacious  treatment  strategies.  We  are  having  great  success  in 
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characterizing  the  brain  circuitry  structures  that  underlie  learning,  memory  and 
emotion.  These  insights  will  have  great  relevance  in  forming  such  important 
national  policy  as  educational  reform  and  more  enlightened  and  effective 
rehabilitation  policies.  While  these  achievements  testify  to  the  rewards  of  basic 
research  investment,  limited  Federal  funds  threaten  the  entire  biomedical  research 
enterprise,  one  of  America's  most  important  intellectual  and  economic  assets. 

It  is  the  Society  for  Neuroscience  that  has  the  primary  responsibility  for 
carrying  out  the  mandate  of  the  Joint  Resolution  of  Congress  and  the  Presidential 
Proclamation  in  declaring  this  to  be  the  "Decade  of  the  Brain."  We  have  made  a 
superb  beginning  in  implementing  the  "Decade  of  the  Brain"  Proclamation,  but 
we  will  be  unable  to  sustain  this  remarkable  scientific  progress  and  achieve  the 
goals  of  the  "Decade  of  the  Brain"  without  selectively  greater  increases  in 
appropriations  from  this  Subcommittee  for  neuroscience  research.  Only  with 
increased  appropriations  significantly  above  those  recommended  in  the  President's 
fiscal  year  budget  will  the  "Decade  of  the  Brain"  become  a  reality. 

U.S.  neuroscience  leads  the  world  in  quality,  breadth,  productivity, 
technological  sophistication  and  scientific  innovation.  This  has  stimulated  highly 
important  biotechnical  developments  of  enormous  economic  importance.  The 
economic  promise  of  neuroscience  is  being  recognized  by  our  international 
competitors  in  Japan  and  Europe  who  have  already,  or  will  shortly,  declare  their 
own  "Decades  of  the  Brain"  and  are  making  significant  investments  in 
neuroscience.  If  the  United  States  is  to  maintain  its  leading  position  in  brain 
research,  it  will  require  increased  appropriations  from  this  Subcommittee  to  do  so. 
To  lose  our  lead  and  competitive  edge  would  be  an  economic  tragedy  and 
detrimental  for  the  health  of  the  nation. 

Modern  neuroscience  is  on  the  threshold  of  making  important  scientific 
breakthroughs  in  a  number  of  brain  diseases,  which,  for  centuries,  have  perplexed 
clinicians  and  ravaged  those  affected.  This  makes  increased  investment  in 
neuroscience  research  and  the  full  implementation  of  the  "Decade  of  the  Brain," 
not  only  an  absolute  necessity  but  among  the  highest  priorities  for  the 
appropriations  made  by  this  Subcommittee. 

To  ensure  the  full  implementation  of  the  Decade  of  the  Brain,  the  Society 
for  Neuroscience  recommends  the  following: 

I.  We  support  the  Ad  Hoc  Group  for  Medical  Research  Funding,  made  up  of 
over  160  national  medical  and  scientific  societies,  voluntary  health  groups, 
and  academic  and  research  organizations,  which  are  dedicated  to  the  future 
of  the  nation's  biomedical  and  behavioral  research,  in  recommending 
strongly  that  the  Subcommittee: 

Appropriate  $11.95  billion  for  the  National  Institutes  of  Health,  which 
is  $1  billion  above  the  FY  1994  NIH  appropriation. 
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II.       Specific  Institute  requests: 

*  National  Institute  of  Mental  Health  (Society's  request:  $766.800 
million) 

*  National  Institute  of  Neurological  Disorders  and  Stroke  ("Society's 
request:  $937.971  million) 

*  National  Institute  on  Deafness  and  Other  Communication  Disorders 
(Society's  request:  $253.180  million) 

*  National  Eye  Institute  (Society's  request:  $412.790  million) 

*  National  Institute  on  Aging  (Society's  request:  $574.088  million) 

*  National  Institute  of  Child  Health  and  Human  Development  (Society's 
request:  $775  million) 

*  National   Institute   on   Alcohol   Abuse   and   Alcoholism   (Society's 
request:  $224.700  million) 

*  National  Institute  on  Drug  Abuse  (Society's  request:  $579  million) 

*  National  Institute  of  Dental  Research  (Society's  request:  $279  million) 


The  Society  for  Neuroscience  is  grateful  for  this  opportunity  to  present 
testimony  to  this  distinguished  Subcommittee  and  will  be  pleased  to  answer  any 
questions  the  Members  or  Chairman  may  have. 
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The  American  Public  Power  Association  (APPA),  the  national  service  organization 
representing  more  than  1,750  local,  publicly  owned  electric  utility  systems,  submits  this 
statement  to  the  House  Appropriations  Subcommittee  on  Labor,  Health  and  Human 
Services,  Education  and  Related  Agencies  concerning  appropriations  for  fiscal  year  1995. 
Our  comments  will  focus  on  the  Low  Income  Home  Energy  Assistance  Program 
(LIHEAP). 

APPA  opposes  the  Administration's  request  to  cut  funds  already  appropriated  to  LIHEAP 
by  over  50  percent  to  $730  million  and  deferring  $745  million  of  this  advanced  funding 
to  FY  1996.  APPA  also  opposes  the  Administration's  proposal  to  change  LIHEAP's 
program  year  to  coincide  with  the  federal  government's  October  1  -  September  30  fiscal 
year.  APPA  supports  full  funding  of  $1.475  billion  for  LIHEAP's  1995  program  year 
Chine  30.  1994  to  July  1.  1995")  and  advanced  funding  of  at  least  $1.475  billion  for 
LIHEAP's  1996  program  year. 

Last  winter  5.2  million  low-income  households  participated  in  LIHEAP.  More  than  70 
percent  of  these  households  had  an  average  annual  income  of  less  than  $8,000  with  the 
majority  being  senior  citizens  or  single-parent  households.  The  average  grant  per 
household  was  $215.  A  reduction  in  LIHEAP  funds  bv  $745  million  would  mean  that 
2.6  million  fewer  households  could  participate  in  this  vital  program. 

The  severity  of  the  1994  winter  serves  to  remind  us  that  LIHEAP  is  still  an  important 
lifeline  to  millions  of  low-income  families.    As  a  result  of  the  cold  weather,  states  needed 
to  supplement  the  $1,437  billion  already  appropriated  for  LIHEAP  for  FY  1994.  The 
need  was  so  great  that  Congress  authorized  the  Department  of  Health  and  Human 
Services  to  release  up  to  $300  million  in  existing  LIHEAP  emergency  funds  to  states 
impacted  by  this  winter's  severely  cold  weather.    A  50  percent  reduction  would  only 
serve  to  erode  LIHEAP's  purpose  and  place  heavier  burdens  on  the  states  to  help  their 
low-income  residents. 
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We  realize  that  the  budget  is  tight  and  everyone  wants  a  piece  of  the  shrinking  pie. 
However,  a  50  percent  reduction  in  LIHEAP  funding  would  not  only  undermine  a  critical 
social  program,  it  would  put  millions  of  disadvantaged  households  —  especially  those 
with  small  children  —  at  risk.  The  sad  fact  remains  that  many  low-income  households  are 
forced  to  choose  between  either  putting  food  on  the  table  or  heating  the  home. 

DISPELLING  THE  MYTHS 

There  have  been  many  reasons  given  to  rationalize  cutting  the  LIHEAP  program.  One 
used  repeatedly  by  the  Administration  is  that  because  residential  energy  costs  have 
decreased  substantially,  LIHEAP  is  not  as  critical  a  program  now  as  it  was  in  the  1970's 
and  early  1980's.  While  some  energy  costs  such  as  fuel  oil  have  declined  somewhat, 
low- income  customers  continue  to  pay  a  larger  percentage  of  their  household  income  for 
energy.  The  average  low-income  household's  energy  burden  (the  percentage  of  the 
household's  income  used  to  pay  for  all  home  energy  costs)  is  three  to  four  times  what 
other  households  pay  -1 1.8  percent  versus  3.2  percent,  respectively. 

Another  rationalization  for  cutting  LIHEAP  dollars  is  that  block  grant  programs  such  as 
Head  Start  need  additional  funding.  While  APPA  agrees  that  Head  Start  is  an  important 
program,  taking  money  away  from  the  poorest  people  to  fund  Head  Start  is  counter- 
productive. If  over  50  percent  of  LIHEAP  recipients  are  forced  to  live  in  dark,  cold 
homes,  how  can  their  children  be  expected  to  do  well  in  school?  Furthermore,  LIHEAP 
has  contributed  more  than  its  share  to  deficit  reduction  during  the  last  eight  years, 
suffering  a  cumulative  loss  of  over  $4  billion  in  funding  and  almost  4  million  households 
served. 

There  is  also  the  perception  that  LIHEAP  is  a  utility  subsidy  program.  This  is  not  true. 
The  consumer,  not  the  utility,  is  the  recipient  of  the  benefits  of  LIHEAP  and  needs  this 
assistance  to  maintain  a  safe  living  environment.  Public  power  systems  across  the 
country  support  various  programs  to  provide  assistance  to  their  low-income  and  fixed- 
income  customers.  Not  only  do  they  provide  special  rates  for  low-income  households, 
many  public  power  systems  have  begun  residential  conservation  and  demand  side 
management  programs  designed  to  reduce  energy  consumption.  However,  the  need  for 
full  federal  funding  of  LIHEAP  is  critical  to  ensure  that  all  those  in  need  of  energy 
assistance  receive  it. 

Energy  is  an  essential  service  in  providing  and  achieving  a  safe  living  environment  and 
an  adequate  standard  of  living.  LIHEAP  was  created  as  a  means  of  providing  low- 
income  families  assistance  in  meeting  their  energy  needs.  Absent  significant  funding, 
LIHEAP  will  be  unable  to  fully  meet  this  goal.  Therefore,  APPA  urges  the 
Subcommittee  to  appropriate  at  least  $1,475  billion  for  LIHEAP' s  1996  program  year  and 
to  disapprove  any  deferral  of  previously  appropriated  LIHEAP  funds. 

Thank  you  for  this  opportunity  to  present  our  views,  and  thank  you  for  your  previous 
support  of  LIHEAP  funding. 
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The  National  Committee  to  Preserve  Social  Security  and  Medicare 
appreciates  the  opportunity  to  comment  on  proposed  appropriations  for  the  National 
Institutes  of  Health  (NIH).  As  a  grassroots  advocacy  organization  representing 
millions  of  senior  Americans,  we  strongly  support  a  substantial  and  growing  public 
investment  in  basic  biomedical  research.  We  urge  the  Congress  to  increase  the 
nation's  investment  in  basic  research  by  appropriating  $1 1.95  billion  for  NIH  in  FY 
95, x  designating  $500  million  for  the  National  Institute  on  Aging.2 

Prevention,  treatment  and  cure  of  the  major  causes  of  illness  and  disability 
depend  on  further  discovery  of  the  causes  and  mechanisms  of  disease.  Hundreds  of 
millions  of  health  care  dollars  can  be  saved  annually  if  ways  are  found  to  delay  or 
prevent  the  onset  of  disorders  such  as  Alzheimer's  disease,  heart  disease,  cancer, 
stroke,  diabetes  and  to  treat  these  and  other  disabling  and  life-threatening 
conditions. 

Worthy  research  projects  currently  are  denied  funding  as  NIH  appropriations 
fail  to  grow  or  keep  pace  with  inflation.  This  slows  progress  and  the  development  of 
research  expertise. 

Historic  scientific  break-rhroughs  have  led  to  effective  treatment  and/or 
prevention  of  many  disabling  diseases.  Still,  the  causes  of  many  life-threatening 
conditions  remain  unsolved,  and  new  challenges  to  public  health  have  emerged.  For 
example,  an  alarming  increase  in  the  occurence  and  virulence  of  bacterial  and  viral 
infections  has  developed  at  a  time  when  research  in  antibiotics  has  declined.  All 
major  disease-causing  bacteria  have  developed  resistant  strains.  Some  strains  are 
resistant  to  all  available  antibiotics.  Hospital  and  nursing  home  patients  are  now 
acquiring  antibiotic-resistant  infections  at  accelerating  rates  and  community  acquired 
antibiotic-resistant  infections  are  also  increasing.  The  cost  of  hospital  acquired 
infections,  alone,  is  estimated  at  $4.5  billion  per  year.3    While  all  people  are  at  risk, 
some  are  particularly  so  -  the  very  young,  the  very  old,  those  undergoing  invasive 
procedures  and  those  with  compromised  immune  systems.  Research  is  urgently 
needed  to  develop  prevention  and  treatment  of  these  infections  that  can  have 
profound  and  cosdy  impacts  on  individuals,  the  public  health  and  the  nation's 
expenditures  for  health  care. 

The  National  Committee  supports  the  concept  of  sustained  public  financing  for 
basic  biomedical  research  and  thanks  the  committee  for  considering  the  NIH 
appropriation  in  light  of  the  need  to  improve  the  health  of  present  and  future 
generations. 


Recommended  by  the  Ad  Hoc  Group  for  Medical  Research  Funding 

2Recommended  by  the  1994  Task  Force  for  Aging  Research  Funding 

3Tomasz,  Alexander  Special  Report:  Multiple-Antibiotic-Resistant  Pathogenic  Bacteria.  A 

Report  on  the  Rockefeller  University  Workshop.  New  England  Journal  of  Medicine.  Vol.  330, 

No.  17.  April  26,  1994. 
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Chairman  Smith,  Members  of  the  Subcommittee: 

I  am  Robert  M.  Tobias,  National  President  of  the  National 
Treasury  Employees  Union.  Thank  you  very  much  for  this  opportunity 
to  present  our  views  concerning  the  Fiscal  Year  1995  funding  for 
the  Department  of  Health  and  Human  Services.  It  is  a  pleasure  to 
have  this  opportunity  and  I  look  forward  to  working  with  you  in  the 
coming  months  as  the  FY  1995  budget  is  finalized.  I  also  want  to 
express  my  sincere  sympathy  at  the  passing  of  Chairman  Natcher.  He 
was  a  fair  and  honorable  man  who  will  be  deeply  missed  by  all  those 
who  had  the  opportunity  to  work  with  him. 

The  National  Treasury  Employees  Union  represents  over  150,000 
federal  workers,  including  employees  in  the  Office  of  the 
Secretary,  SSA's  Office  of  Hearings  and  Appeals,  the  Administration 
for  Children  and  Families,  the  Health  Care  Financing 
Administration,  and  the  ten  regional  offices  of  the  Department  of 
Health  and  Human  Services. 

The  President's  budget  request  for  HHS  attests  to  the  wide 
impact  the  programs  administered  by  this  department  have  on  the 
nation.  Over  $736  billion  of  the  proposed  $1.5  trillion  federal 
budget  for  Fiscal  Year  1995  is  headed  for  the  Department  of  Health 
and  Human  Services.  The  vast  majority  of  these  funds  are  delivered 
through  hundreds  of  separate  programs  which  are  administered  and 
monitored  by  a  dedicated  federal  work  force.  With  increasingly 
tight  federal  budget  constraints,  it  becomes  more  and  more 
imperative  that  every  federal  dollar  be  spent  for  the  purpose  it 
has  been  intended.  A  well  trained  and  effective  federal  work  force 
is  key  to  this  goal. 

As  you  are  well  aware,  the  federal  government  has  embarked  on 
a  program  of  downsizing  and  streamlining  intended  to  reduce  federal 
employee  ranks  by  at  least  252,000  over  the  next  several  years. 
The  challenge  is  to  accomplish  this  goal  while  maintaining  high 
standards  of  service  to  the  public  and  accomplishing  the  mission  of 
the  Department.  The  FY  95  budget  request  anticipates  a  2%  cut  by 
the  end  of  1995  in  full  time-equivalent  (FTE)  employment.  This 
translates  into  550  fewer  employees  in  1995  than  the  Department 
employed  in  1994  and  represents  a  reduction  of  more  than  2,200  FTE 
since  1993. 


77-364  O— 94 50 
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As  a  result  of  insufficient  appropriations  in  recent  years, 
HHS  employees  have  consistently  been  asked  to  accomplish  more  with 
less,  and  have  been  asked  to  give  more  and  receive  less  in  return. 
Perhaps  nowhere  has  this  been  more  true  than  in  the  Office  of  Civil 
Rights  (OCR)  and  in  the  Office  of  General  Counsel  (OGC)  under  IfflS's 
Office  of  the  Secretary.  OCR's  mission  is  to  ensure  that 
recipients  of  federal  funding  through  HHS  do  not  discriminate 
against  program  beneficiaries.  As  the  civil  rights  enforcement  arm 
of  the  largest  civilian  department,  OCR  has  an  enormous 
responsibility  in  assuring  nondiscriminatory  access  to  health  and 
social  services  for  all  Americans.  Yet,  past  Administration 
funding  requests  have  failed  to  recognize  its  importance  or  even 
keep  pace  with  its  workload  and  staffing  requirements. 

The  Office  of  Civil  Rights  has  been  steadily  downsized  and  in 
Fiscal  Year  1993,  it  was  announced  that  all  new  and  replacement 
hiring  had  been  suspended,  career  promotions  and  performance  awards 
were  eliminated  and  the  threat  of  furloughs  hung  like  weights  over 
employees'  heads.  Although  the  beginning  of  Fiscal  Year  1994  eased 
the  financial  picture  for  OCR,  serious  concerns  remain  for  this 
small  yet  vitally  important  agency.  Similar  staffing  and  funding 
difficulties  have  plagued  the  Office  of  General  Counsel. 
Continuing  budget  shortfalls  have  resulted  in  threats  of  hiring  and 
promotion  freezes  as  well  as  efforts  to  move  staff  to  other 
divisions  to  avoid  devastating  furloughs  and  reductions  in  force. 

The  experiences  of  these  two  offices  —  OCR  and  OGC  —  are 
particularly  relevant  as  the  Department  undertakes  yet  another 
effort  to  downsize  its  work  force.  It  is  of  great  concern  to  this 
Union  that  the  problems  experienced  in  OCR  and  OGC  not  be  magnified 
and  spread  to  other  HHS  divisions.  One  laudable  goal  of  the 
downsizing  effort  is  to  dramatically  reduce  the  supervisor  to 
employee  ratio  and  tools  such  as  early  retirement  and  buy  out 
opportunities  have  been  provided  by  Congress  to  assist  with  this 
effort.  Yet,  we  remain  concerned  that  even  with  the  availability 
of  these  tools,  it  may  be  difficult  for  HHS  to  meet  its  personnel 
reduction  targets  over  the  next  several  years .  I  urge  this 
Committee  in  the  strongest  possible  terms  to  carefully  monitor  this 
process . 

Yet  another  issue  of  concern  that  has  been  brought  to  my 
attention  is  the  effort  underway  to  streamline  the  Health  Care 
Financing  Administration  (HCFA).  Known  as  the  HCFA  Strategic  Plan, 
it  is  the  intent  of  management  to  reorganize  HCFA  at  all  levels . 
Although  few  specifics  of  the  Strategic  Plan  have  been  made  known, 
it  is  significant  to  note  that  HCFA  has  already  downsized  from  a 
high  of  nearly  5,000  FTEs  in  1981  to  its  current  ceiling  of  just 
over  4,000  FTEs.  Over  this  same  period  of  time,  HCFA's  workload 
has  exploded.    It  is  difficult  to  understand  how  a  further 


1569 


reorganization  and  downsizing  can  avoid  serious  flaws  in  the 
delivery  of  services  to  HCFA  beneficiaries.  I  also  urge  this 
Committee  to  carefully  review  this  effort. 

Perhaps  nowhere  has  the  downsizing  of  HHS  impacted  more 
directly  than  on  the  Social  Security  Administration's  ability  to 
deliver  services.  The  Administration's  budget  request  provides  for 
an  additional  $329  million  in  FY  1995  for  SSA,  which  translates 
into  approximately  300  new  FTEs.  Over  the  last  decade,  SSA's 
workforce  declined  by  22%  while  its  key  workloads  continued  to 
escalate.  The  recognition  that  SSA  requires  additional  staff  to 
accomplish  its  mission  is  long  overdue.  The  Administration's 
request  to  add  an  additional  $280  million  in  disability  investment 
funding  is  also  welcome.  According  to  Administration  sources,  this 
will  allow  SSA  to  control  growth  in  disability  backlogs.  Without 
immediate  relief,  Department  sources  estimate  that  a  half  million 
disability  hearing  cases  will  be  backlogged  by  the  end  of  Fiscal 
Year  1995. 

The  Social  Security  disability  determination  process  is 
broken.  Both  the  growth  in  disability  applications  and  the 
staggering  delays  are  alarming.  The  process  is  slow,  error  prone, 
confusing,  unfriendly  to  its  beneficiaries,  expensive  and  remote. 
An  award  of  disability  benefits  at  the  Administrative  Law  Judge 
level  can  take  as  long  as  550  days  and  be  handled  by  as  many  as  45 
different  employees.  The  length  of  time  required  to  award  benefits 
at  each  level  in  the  system  is  simply  unacceptable. 

The  disability  adjudication  process  has  not  been  significantly 
altered  since  the  Social  Security  Disability  Insurance  Program  was 
implemented  during  the  1950s.  In  late  March,  the  SSA  Disability 
Process  Reengineering  Team  issued  a  proposal  for  revamping  the 
system.  As  this  Committee  knows,  SSA  has  suggested  streamlining 
the  system  to  insure  timely  decisions  and  proper  allocation  of 
available  resources.  While  many  questions  remain,  with  proper 
Congressional  oversight,  implementation  of  the  reengineering 
principles  can  correct  many  of  the  problems  currently  plaguing  the 
disability  process. 

The  most  significant  weakness  of  the  proposal  is  SSA's  lack  of 
commitment  to  providing  claimants  with  due  process  protections 
during  the  adjudication  process.  It  fails  to  understand  that  the 
disability  process  is  a  legal  proceeding  —  not  a  medical 
determination  —  and  as  such,  the  institutions,  procedures  and 
personnel  should  more  closely  resemble  those  of  an  impartial  court 
than  the  claims  processing  department  of  an  insurance  company.  The 
Congress  must  insure  that  SSA  regard  the  disability  determination 
process  as  a  legal  proceeding  and  that  its  structure  and 
proceedings  be  consistent  with  that  reality.  The  decision  makers 
in  the  disability  determination  process  must  be  highly  trained 
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legal  professionals  —  attorneys  at  law.  This  is  the  best  way  to 
insure  that  claimants  are  afforded  due  process  of  law  throughout 
the  process. 

In  NTEU's  view,  the  proposal  favorably  addresses  the  issue  of 
attempting  to  insure  timely  disability  determinations .  The 
Disability  Reengineering  Team  demonstrated  that  while  the  initial 
disability  determination  procedure  requires  155  days,  over  13  hours 
of  actual  task  time  is  all  that  is  actually  consumed.  At  the 
initial  level,  scheduling  consumes  approximately  20  days,  paper 
movement  30  days,  and  queue  backlogs  about  40  days.  While  the 
process  through  the  hearing  decision  consumes  550  days,  only  32 
hours  of  task  time  is  expended.  At  the  hearing  level,  scheduling 
consumes  approximately  120  days,  paper  movement  100  days  and  queue 
backlogs  180  days.  Approximately  400  of  the  total  550  days  at  the 
hearing  level  are  wasted.  The  reengineering  proposal  addresses 
this  unproductive  time  by  reducing  the  current  four  step  process  to 
a  two  step  process. 

In  addition  to  deleting  two  steps  in  the  process,  the  addition 
of  a  Disability  Claims  Manager  who  assumes  responsibility  for 
processing  the  claim  and  an  Adjudication  Officer  at  the  hearing 
level  are  key  to  the  proposal's  success.  The  Adjudication 
Officer's  responsibilities  would  include  conducting  pre-hearing 
conferences,  developing  the  record  and  issuing  favorable  decisions 
on  the  record  where  appropriate.  With  responsibility  for  preparing 
the  record  being  handled  by  one  individual  at  the  hearing  level, 
time  consuming  handoffs  and  queue  backlogs  would  be  eliminated.  The 
net  result  seems  to  be  a  vast  improvement  in  the  system. 

Finally,  Mr.  Chairman,  I  want  to  thank  you  again  for  this 
opportunity  to  share  our  views  on  the  important  issues  facing  the 
Department  of  Health  and  Human  Services .  I  look  forward  to  working 
with  you  on  these  matters  in  the  coming  months. 
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Mr.  Chairman,  thank  you  for  the  opportunity  to  submit  testimony  on 
behalf  of  National  Public  Radio  and  its  492  member  stations  in  support  of  a 
$345  million  appropriation  for  the  Corporation  for  Public  Broadcasting 
(CPB)  in  FY  1997,   $330  million  for  base  funding  and  $15  million  for  Ready 
to  Learn  activities  pursuant  to  the  Ready  to  Learn  Act.   Of  that  $330 
million,  $74  million  would  be  allocated  to  the  public  radio  system. 
Because  we  are  acutely  aware  of  the  government's  current  budget  constraints 
and  the  need  for  fiscal  discipline  and  sacrifice,  we  are  asking  for  $15 
million  less  than  we  did  in  FY  1996.   This,  in  spite  of  the  fact  that  we 
have  experienced  significant  growth  and  expansion  during  the  past  12 
months. 

During  my  first  several  months  as  President  and  CEO  of  NPR,  I  have 
tried  to  create  a  vision  for  public  broadcasting  that  will  ensure  our 
position  as  the  pre-eminent  source  of  public  service  programming  and 
services  in  the  new  information  age,  and  allow  us  to  provide  the  American 
people  with  universal  access  to  the  network.   This  vision  builds  on  NPR|s 
longstanding  commitments  to  outstanding  and  diverse  programming,  community 
service,  life-long  learning  and  universal  public  radio  service.   Added  to 
this  equation  is  a  strategy  for  taking  advantage  of  emerging  technologies, 
which  will  help  us  achieve  our  goal  of  universal  access,  and  secure  a 
position  for  public  radio  on  the  information  superhighway. 

Life-long  Learning  and  Community  Outreach 

At  NPR,  we  believe  we  have  a  mandate  from  both  Congress  and  our 
listeners  to  provide  programs  and  other  services  that  educate  and 
entertain,  while  meeting  the  disparate  needs  of  our  diverse  audience.   In 
addition  to  such  well  acclaimed  programming  staples  as  MORNING  EDITION, 
TALK  OF  THE  NATION  and  ALL  THINGS  CONSIDERED,  we  expend  significant 
resources  on  program  features  and  series  that  are  topical,  timely,  and  that 
address  the  concerns  and  interests  of  our  listeners.   But,  we  do  not 
believe  our  responsibility  ends  when  production  is  completed.   In  order  to 
maximize  the  potential  of  our  programs  as  tools  for  learning,  and  to  ensure 
that  they  serve  the  widest  possible  audience,  we  augment  our  shows  with 
community  outreach  campaigns  that  serve  as  models  for  stations  across  the 
country.   We  also  provide  support  materials  and  assistance  to  stations, 
helping  them  tailor  their  outreach  efforts  to  the  specific  needs  of  their 
communities.   Here  are  some  examples. 

NPR  recently  launched  a  series  of  26,  one  hour  programs,  "Wade  in  the 
Water:  African  American  Sacred  Music  Traditions,"  in  partnership  with  the 
Smithsonian  Institution  that  documents  the  history  of  African  Americans 
through  song,  music,  storytelling  and  historical  analysis.   "Wade"  is  being 
carried  on  approximately  250  stations  nationwide,  and  we  have  had  8,000 
requests  from  schools,  churches  and  youth  groups  for  the  educational  kits 
we  produced  in  conjunction  with  the  series. 

In  Newark,  N.J.,  NPR  member  station  WBGO-FM  arranged  for  the  public 
school  system  to  use  the  curriculum  package,  and  organized  a  workshop  for 
area  teachers.   And,  in  Ohio,  WYSO-FM  is  undertaking  a  community-wide  essay 
contest  for  "Wade"  in  conjunction  with  groups  such  as  the  National  Afro- 
American  Museum  and  the  National  Conference  of  Christians  and  Jews. 
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In  the  second  installment  of  NPR's  highly  successful  RADIO  EXPEDITION 
series  -  a  partnership  with  the  National  Geographic  Society  -  we  produced  a 
special  that  tells  the  story  of  the  Earth's  water  cycle  and  examines  the 
future  of  fresh  water  in  America,  "Water:  Thirsting  for  Tomorrow."   The 
accompanying  teachers'  guide  was  designed  to  make  students  more  conscious 
of  this  precious  resource  by  dealing  with  topics  such  as  drought,  flooding, 
pollution,  preservation  and  conservation. 

Local  station  involvement  with  "Water"  was  unprecedented.   For 
example,  KLCC-FM  in  Eugene,  Oregon  produced  four  additional  stories  on 
water-related  issues,  and  broadcast  a  call-in  program  that  featured  a  panel 
discussion  with  state  representatives  responsible  for  water  policy  and 
members  of  water  related  advocacy  groups.   KLCC  involved  47  local  high 
schools  in  this  effort,  providing  teachers  with  study  guides  and  involving 
students  in  the  local  broadcasts. 

We  also  produced  several  program  series  dealing  with  important  public 
health  and  social  issues.   "Breaking  the  Cycle:  How  Do  We  Stop  Child 
Abuse?,"  attempted  to  address  solutions  to  child  abuse  by  focusing  on  the 
unigue  and  innovative  efforts  of  various  individuals  and  institutions  to 
stop  child  abuse.    NPR  produced  and  distributed  brochures  that  contained 
information  regarding  abuse  and  where  abusers  can  go  for  help. 

One  station,  West  Virgina  Public  Radio  secured  underwriting  grants 
from  six  state  agencies  so  they  could  produce  6,000  copies  of  a  localized 
version  of  the  brochure.   It  was  distributed  to  state  libraries  and  to  the 
constituents  and  clients  of  the  participating  agencies.   The  station  also 
compiled  an  extensive  resource  list  of  child  protective  agencies  and 
organizations  that  deal  with  the  problems  of  abuse. 

In  our  on-going  efforts  to  help  educate  the  public  about  issues 
affecting  the  nation,  we  have  two  major  new  initiatives  planned.   The 
first,  CRITICAL  DECISION:  Health  Care  Reform  In  America  is  a  seven-month 
public  education  campaign  designed  to  help  Americans  participate  in  the 
national  health  care  reform  debate.   Designed  to  coincide  with  the  debate 
on  Capitol  Hill,   it  will  help  listeners  sort  through  this  confusing  maze 
by  providing  information  about  the  U.S.  health  care  system,  describing  the 
various  pieces  of  legislation  being  considered  by  Congress,  and  providing  a 
forum  for  listeners  to  participate  in  the  dialogue. 

In  addition  to  the  national  programming  we  are  producing  in 
conjunction  with  this  project,  NPR  is  working  closely  with  stations  on 
local  outreach,  including  town  meetings,  classroom  discussions  and  other 
community  events  relating  to  health  care  reform. 

The  second  initiative  is  designed  to  enhance  NPR's  political  coverage 
in  future  elections,  and  to  reconnect  voters  to  the  electoral  process. 
This  project  will  include  a  broad  array  of  reporting,  programming  and 
outreach  activities  at  the  national  and  local  station  levels.   Our  goal  is 
to  develop  novel  approaches  to  political  coverage,  and  to  focus  primarily 
on  issues,  media  coverage  of  the  candidates,  and  voters'  reactions  and 
opinions. 

American  Public  Radio  (APR) ,  another  national  distributor  of  news, 
information  and  cultural  programming  is  also  committed  to  public  outreach 
and  education.   One  initiative  they  have  planned  for  the  summer  is  a  new, 
family-oriented,  weekly  series  called  RABBIT  EARS  RADIO.  This  half-hour 
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program  will  be  hosted  by  actor  Mel  Gibson  and  will  include  some  of 
literature's  best-loved  stories,  told  by  many  of  Hollywood's  most  gifted 
actors.   This  series,  which  will  be  distributed  to  public  radio  stations 
nationally  is  part  of  a  coordinated  effort  between  APR,  PBS  and  the 
American  Library  Association,  designed  to  encourage  children  and  families 
to  read. 

Public  radio  is  extremely  proud  of  our  efforts  in  these  areas,  and 
encouraged  by  the  high  levels  of  interest  these  programs  have  generated. 
We  believe  we  are  providing  an  invaluable  public  service,  and  we  need  your 
help  and  support  to  continue  to  create  broadcasts  in  this  tradition. 

Local  Stations  Meeting  Community  Heeds 

Approximately  half  of  the  progamming  on  a  typical  public  radio  station 
is  locally  produced.   CPB  Community  Service  Grants  are  essential  in  helping 
stations  provide  programming  that  meets  the  needs  of  their  communities. 
Here  are  several  examples  of  the  type  of  local  programs  on  which  this  money 
is  spent. 

In  Council  Bluffs,  Iowa,  KIWR  re-allocated  resources  to  add 
comprehensive  local  and  regional  news  to  the  station's  schedule.   They 
created  a  news  unit,  developed  a  partnership  with  KUNI  in  Cedar  Falls  to 
get  statewide  news  out  of  Des  Moines,  and  hired  a  part-time  employee  to 
provide  coverage  from  neighboring  Lincoln,  Nebraska.   The  new  unit's 
newscasts  air  during  morning  and  evening  drive-time,  with  features  on 
issues  affecting  the  region  airing  at  various  times  throughout  the  day. 

KIWR  is  also  involved  in  the  community  in  other  ways.   For  example, 
the  station  trains  students  through  the  Job  Training  and  Partnership  Act. 
Students  receive  instruction  in  radio  production  and  media,  and  get  hands 
on  experience  by  helping  out  in  station  operations. 

In  Wisconsin,  a  partnership  between  Wisconsin  Public  Radio  (WPR) , 
Wisconsin  Public  Television,  the  Wisconsin  State  Journal  and  a  local  public 
relations  firm  was  created  to  provide  civic  journalism  to  the  people  of 
Wisconsin  through  a  series  of  town  hall  forums  on  public  policy  issues  and 
political  campaigns.   These  forums,  entitled  WE  THE  PEOPLE  WISCONSIN  are 
either  broadcast  live  or  receive  in-depth  coverage  on  local  newscasts. 
This  year's  programs  included  health  care  reform,  a  "We  the  Young  People" 
convention  designed  to  allow  high  school  students  to  set  a  political 
agenda,  and  candidate  forums  for  upcoming  State  races. 

WPR  is  also  expanding  on  its  role  as  a  leader  of  educationally  based 
programming  via  radio.   The  station  is  making  selected  programming 
available  on  cassette  to  libraries,  institutions  and  individuals.   Complete 
packages  of  audio  cassetes  are  available  that  can  be  used  in  conjunction 
with  print  material  to  receive  college  credit  at  the  University  of 
Wisconsin  and  other  institutions. 

At  WEVO  in  New  Hampshire,  they  are  in  the  final  stages  of  a  project 
called  "Music  Alive"  in  which  the  station  made  on-air  solicitations  for 
donations  of  musical  instruments  which  were  then  given  to  schools 
throughout  the  state.   The  campaign  is  chaired  by  the  wife  of  New 
Hampshire's  Governor  Merrill,  and  has  been  a  cooperative  effort  between 
WEVO  and  the  State's  Music  Educators  Assoication.   More  than  100  hundred 
instruments  were  received,  and  included  everything  from  a  harmonica  to  a 
grand  piano.   Instruments  will  be  distributed  based  on  need. 
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Universal  Public  Radio  Service 

Thanks  to  increased  funding,  CPB  has  developed  initiatives  resulting 
in  significant  progress  toward  reaching  the  goal  of  universal  public  radio 
service.   In  FY  1994,  55  expansion  stations  are  receiving  station 
development,  program  acquisition  or  sole  service  grants.   These  grants 
allow  stations  to  bring  national  programming  to  their  listeners  and  to 
improve  service  in  their  communities.   In  addition,  FY  1993  and  1994  signal 
extension  grants  -  grants  that  help  existing  stations  extend  their  signals 
to  unserved  areas  -  are  expected  to  reach  5.2  million  new  listeners  once 
the  funded  projects  are  completed. 

One  example  of  how  the  Signal  Extension  Grant  Program  has  worked  is 
KCHU-AM  in  Valdez,  Alaska.   KCHU  was  able  to  construct  a  translator  that 
extended  its  reach  throughout  Prince  William  Sound,  and  to  the  Copper  River 
Valley,  an  area  so  remote  that  some  of  its  residents,  many  of  whom  are 
Native  Americans,  do  not  have  televisions  or  telephones.   In  addition  to 
programming,  KCHU  provides  these  people  with  a  messaging  service,  their 
only  ability  to  communicate  with  the  outside  world. 

At  NPR,  our  outreach  efforts  to  minority  stations  have  been  a  high 
priority.   In  1993,  almost  half  of  our  new  member  stations  served  minority 
communities.   This  year,  we  have  already  added  two  new  minority  audience 
stations,  and  are  in  negotiations  with  21  others. 

In  order  to  help  these  stations  succeed,  the  NPR  training  department 
created  a  diversity  initiative  consisting  of  an  intensive  course  in 
journalism  for  minority  reporters.   These  reporters  come  from  Hispanic, 
African  American,  Native  American  and  Asian  American  cultures.   We  also 
offer  training  in  technical  skills. 

We  are  very  encouraged  by  the  results  of  our  expansion  efforts. 
However,  as  a  consequence  of  our  increased  reach,  we  have  new  programming 
needs.   These  stations  must  be  supported  with  both  training  and  programming 
resources.   As  they  grow,  they  will  need  help  with  things  like  community 
outreach  and  audience  services.   And,  if  public  radio  is  to  continue 
attracting  stations  serving  minority  audiences  and  maintaining  the  ones 
currently  in  the  system,  it  is  critical  that  new  programming  be  created 
that  fulfills  the  needs  of  this  increasingly  diverse  audience. 

Affordable  Access  to  the  Information  Superhighway 

The  advent  of  new  technologies  will  provide  us  with  exciting  new 
programming  opportunities.   It  will  also  allow  us  to  create  new  uses  for 
our  programs  beyond  their  original  broadcasts,  and  to  increase  their 
availability  through  a  variety  of  new  outlets  such  as  schools,  hospitals 
and  libraries.   Public  broadcasting  and  providers  of  public  broadcast 
services  place  a  high  priority  on  ensuring  access  to  this  information  at 
affordable  rates. 

As  co-chairman  of  the  President's  Advisory  Council  on  the  National 
Information  Infrastructure,  one  of  my  goals  is  to  build  a  consensus  about 
how  to  best  maximize  the  potential  of  the  information  superhighway,  and  how 
to  provide  universal  access  at  affordable  rates.   In  my  role  as  President 
of  NPR,  I  am  proud  of  the  headway  we  have  already  made  in  this  area. 

NPR  has  developed  partnerships  with  several  "high-tech"  companies 
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which  have  enabled  us  to  increase  the  reach  of  our  programs  and  to  take 
advantage  of  emerging  technologies.   For  example,  we  currently  put 
educational  programming  and  related  outreach  material  on  America  Online. 
Teachers  and  other  interested  parties  can  down-load  the  materials  for 
classroom  or  other  use.   Transcripts  of  NPR's  news  programming  are  now 
distributed  to  libraries  on  CD-ROM,  and  used  primarily  by  students  and 
researchers.   Our  transcripts  also  appear  on  the  LEXIS  database. 

NPR's  TALK  OF  THE  NATION  features  a  real-time  "chat  room"  during  the 
show  where  listeners  can  communicate  with  each  other  about  the  program  as 
they  listen  to  it  via  America  Online.   SCIENCE  FRIDAY  made  history  when 
they  broadcast  live  on  the  Internet.   The  program  went  to  computers  all 
over  the  world,  and  users  were  able  to  talk  to  eachother  live  during  the 
show.   Three  hundred  Internet  E-mail  messages  were  received  during  the 
broadcast.   WEEKEND  SATURDAY  and  WEEKEND  ALL  THINGS  CONSIDERED  are  also 
encouraging  listeners  to  communicate  via  the  Internet. 

As  we  continue  to  experiment  with  new  technologies,  it  will  be 
critical  to  our  stations  that  they  have  the  financial  resources  they  will 
need  to  take  advantage  of  these  new  opportunities.   They  will  undoubtedly 
require  new  equipment  to  acccommodate  these  new  applications.   This  funding 
will  ensure  that  public  broadcasting  services  are  adequately  represented  on 
the  information  superhighway,  and  that  the  public  has  access  to  this  unique 
and  invaluable  programming. 

Conclusion 

Mr.  Chairman,  thank  you  for  your  past  support  of  public  broadcasting. 
We  believe  that  our  efforts  in  programming,  life-long  learning,  community 
outreach  and  expansion  demonstrate  our  collective  commitment  to  public 
service,  and  that  they  deserve  your  continued  support.  We  realize  that 
this  is  a  time  of  fiscal  restraint,  but  considering  the  depth  and  breadth 
of  public  broadcasting's  contributions  to  the  public  and  our  future 
potential,  we  think  we  are  one  of  the  best  bargains  in  town. 
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The  Service  Employees  International  Union  represents  over  one  million  service  sector 
workers  and  is  the  fastest  growing  union  in  the  United  States.  Thank  you  for  giving  SEIU  the 
opportunity  to  comment  on  the  Department  of  Labor  budget  for  FY  1 995  and,  in  particular, 
the  appropriations  for  the  United  States  Employment  Service  (ES).  The  ES  is  a  nationwide 
system  providing  no-fee  employment  services  to  individuals  who  are  seeking  employment  and 
employers  who  are  seeking  workers.  SEIU  represents  approximately  15,000  workers  employed 
by  the  Employment  Service  in  1 1  states. 

The  Clinton  administration's  Department  of  Labor  budget  proposal  includes  $11.7 
billion  in  budget  authority  for  the  Department's  discretionary  programs;  in  particular,  $918 
million  for  the  Employment  Service,  $250  million  to  create  One  Stop  Career  centers,  and  $1.5 
billion  for  assistance  to  dislocated  workers.  While  we  believe  in  many  of  the  broader 
objectives  of  these  proposals,  SEIU  feels  that  the  proposed  funds  are  a  minimum  first  step  in 
meeting  the  their  goals. 


Employment  Service  Needs  Adequate  Funding 

For  over  a  decade,  the  Employment  Service  has  been  forced  to  operate  with  fewer 
offices,  reduced  staff  and  inadequate  funding.  During  the  same  period,  the  nation  has  suffered 
from  rising  unemployment  and  the  demands  placed  on  the  ES  have  increased  accordingly. 
Funding  for  ES  and  UI  administration  fell  by  11  percent  in  real  terms  between  FY  1982  and 
FY  1991.  As  a  result  of  these  cutbacks,  the  Employment  Service  provides  less  individualized 
assistance  to  job  applicants  than  it  did  in  the  past.  The  amount  of  individual  intake  and 
registration,  applicant  counseling,  and  applicant  testing  dropped  significantly  during  the  1 980s. 

The  most  effective  way  to  improve  the  functioning  of  the  Employment  Service  is  to 
restore  funding  to  an  adequate  level.  The  Clinton  administration  has  proposed  $918  million 
for  the  Employment  Service,  the  same  amount  as  last  year.  This  represents  a  decline  after 
adjusting  for  inflation.  We  strongly  urge  the  subcommittee  to  appropriate  at  least  $1  billion 
for  FY  1995,  which  would  account  for  the  effect  of  inflation  and  provide  a  real  increase  in 
funding  of  six  percent. 

These  additional  funds  are  needed  to  maintain  existing  services  and  to  carry  out  new 
tasks  as  part  of  the  administration's  overall  Workplace  Security  initiatives.  If  enacted  under 
the  Reemployment  Act  of  1994,  the  One-Stop  Shopping  proposal  will  place  new  demands  on 
the  ES.    Investment  on  capital  equipment,  such  as  computers,  will  also  be  necessary  in  order 
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to  maintain  an  up-to-date  and  accessible  "job  bank."   Employment  Service  personnel  are  ready 
and  willing  to  take  on  these  new  responsibilities,  but  they  must  have  the  resources  to  do  so. 


One-Stop  Career  Centers 

President  Clinton  is  also  proposing  $250  million  in  budget  authority  for  FY  1995  to 
develop  One-Stop  Career  Centers,  which  would  serve  clients  from  a  wide  range  of  federal 
programs.  The  Employment  Service  can  play  an  essential  role  in  linking  unemployed  workers 
with  jobs  through  a  system  of  retraining  and  income  support.  The  ES  should  be  the  nucleus 
for  a  long-needed  comprehensive  labor  market  policy. 

The  One-Stop  Career  Center  proposal  offers  an  exciting  opportunity  to  put  into  practice 
the  high  performance  principles  that  successful  organizations  have  developed.  SEIU  strongly 
supports  efforts  to  provide  the  funding  necessary  to  achieve  the  goals  of  this  proposal. 

There  is  already  in  place  a  network  of  Employment  Service  programs  and  public 
workers  eager  to  carry  out  these  new  worker  adjustment  initiatives.  In  the  states  where  the  ES 
is  adequately  funded  and  supported,  employer  and  employee  users  express  satisfaction  with  the 
services.  Now  that  the  Clinton  administration  is  seeking  to  restore  federal  funding  for  job 
search  and  placement  assistance,  local  ES  offices  can  draw  on  the  skills  and  experience  of  their 
employees  and  turn  their  focus  to  quality  improvements. 

A  successful  example  of  a  more  comprehensive  approach  can  be  found  in  New  York. 
The  state  government  and  the  union,  the  Public  Employee  Federation,  SEIU  Local  4053,  agreed 
to  a  proposal  to  restructure  the  New  York  Labor  Department  by  merging  the  Job  Service  and 
the  Unemployment  Insurance  Service  into  a  one-stop  Community  Service  Center.  This 
restructuring  enabled  unemployed  workers  to  get  the  various  services  they  needed  from  one 
central  location. 

Combining  the  two  offices  provided  more  efficient  service  delivery  to  the  clients.  In 
one  location,  clients  can  sign  up  for  unemployment  insurance  and  food  stamps,  receive 
information  on  education  and  training,  child  care  and  job  openings.  Prior  to  implementing  the 
one-stop  shopping,  clients  had  to  travel  to  several  different  offices  to  receive  these  same 
services.  Not  surprisingly,  those  surveyed  reported  that  the  centers  have  greatly  improved  the 
quality  of  service. 

Much  of  the  success  of  the  restructuring  effort  stemmed  from  the  fact  that  the  New 
York  Labor  Department's  state-wide  labor  management  committee  enabled  the  union  to  play 
an  active  role  in  the  process.  Thanks  to  this  cooperative  approach,  everyone  involved 
benefitted  from  the  reorganization.  The  state  government  benefitted  from  having  greater 
flexibility  in  shifting  employees  between  functions  as  client  needs  changed,  and  the  clients 
gained  by  having  caseworkers  who  were  knowledgeable  about  a  wider  range  of  services  and 
opportunities. 
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Assistance  for  Dislocated  Workers 


The  Clinton  administration  is  also  proposing  $1.5  billion  in  budget  authority  for 
assistance  to  dislocated  workers.  In  recent  years  there  has  been  a  dramatic  change  in  the  U.S. 
labor  market.  Rapidly  evolving  technologies,  the  reorganization  of  work,  and  trade 
liberalization  have  allowed  firms  to  eliminate  hundreds  of  thousands  of  jobs.  Dislocated 
workers  searching  for  new  work  are  having  difficulty  finding  wages  and  benefits  comparable 
to  those  received  in  their  old  jobs. 

The  evidence  of  growth  in  long-term  unemployment  is  compelling.  In  1992,  75  percent 
of  laid-off  workers  were  on  permanent  lay-off— the  highest  annual  proportion  since  tracking 
began  in  1967.  The  length  of  unemployment  spells  has  also  increased  over  the  last  two 
decades. 

SEIU  supports  the  goals  of  the  Clinton  administration's  initiatives  in  this  area  and 
encourages  the  subcommittee  to  consider  authorizing  additional  funds  to  expand  the  number 
of  workers  who  can  be  served.  It  is  critically  important  that  adequate  funds  are  available  to 
provide  income  support  for  workers  who  enter  retraining  programs  after  losing  their  jobs. 
Without  such  support,  dislocated  workers  won't  be  able  to  afford  to  enter  such  programs.  We 
look  forward  to  working  with  Congress  as  it  moves  forward  on  this  initiative. 
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TESTIMONY 

submitted  to 

The  Appropriations  Subcommittee  on  Labor,  Health  and  Human  Services, 

and  Education,  and  Related  Agencies 

May  6, 1994 

Concerning  Title  VI  of  the  Older  Americans  Act 

Written  Statement  by 

Dave  Baldridge 
Executive  Director 

National  Indian  Council  on  Aging 


Mr.  Chairman  and  members  of  the  subcommittee,  my  name  is  Dave  Baldridge.  I 
am  Executive  Director  of  the  National  Indian  Council  on  Aging  (NICOA).  I 
submit  this  testimony  to  you  today  to  respectfully  request  your  assistance  in 
supporting  Title  VI  of  the  Older  Americans  Act  at  its  authorized  level  of  $30 
million.  Please  note  that  I  refer  to  the  section  of  this  Committee's  appropriations 
bill  under  the  heading,  Administration  on  Aging,  Grants  to  Indian  Tribes.  Please 
also  note  that  I  submit  this  testimony  to  you  on  behalf  of  the  American  Indian 
elders  I  serve  as  well  as  the  Association  of  Title  VI  Program  Directors.  The  later 
group  of  dedicated  individuals  are  the  cornerstone  of  the  Title  VI  program. 
Without  the  commitment  they  continually  exhibit,  many  Indian  elders  would  not 
be  served.  Title  VI  Program  Directors  are  in  direct  contact  with  Indian  elders 
and  know  best  the  day-to-day  problems  experienced  by  a  large  segment  of  the 
Indian  elder  population.  My  testimony  directly  reflects  the  input  of  these  caring 
individuals.  Thus,  I  speak  for  Indian  elders  as  well  as  for  the  those  most  familiar 
with  providing  them  the  much  needed  services  authorized  by  Title  VI. 


About  NICOA 

NICOA  is  a  501  (c)3  non-profit  organization  committed  to  bringing  about 
improved,  comprehensive  services  to  American  Indian  and  Alaskan  Native 
elders.  NICOA  is  governed  by  a  13-member  board  of  directors  -  all  Indian  elders 
-  representing  each  of  the  12  federal  Bureau  of  Indian  Affairs  (BIA)  regions,  plus 
a  representative  of  the  National  Association  of  Title  VI  Grantees.  NICOA's 
voting  membership  consists  of  American  Indian  and  Alaskan  Native  elders  (age 
55  and  over).  NICOA'S  membership  also  includes  non-elder  Indians  and  non- 
Indians  of  all  ages  who  participate  as  non-voting  associate  members. 
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NICOA's  specific  advocacy  activities  are  based  on  several  National  Indian 
Conferences  on  Aging,  the  most  recent  of  which  was  the  White  House 
Conference  on  Aging  held  in  Green  Bay  Wisconsin,  August  30  -  September  2, 
1992.  The  title  of  the  conference  was  ELDERS  SPEAK:  HEAR  OUR  VOICES! 
My  comments  today  stem  largely  from  this  conference  which  was  attended  by 
more  than  1,400  individuals,  of  which  nearly  1000  were  Indian  elders.  The  issue 
I  bring  before  you  today  was  unanimously  endorsed  by  the  NICOA  membership 
attending  this  Conference. 


Need  for  Increased  Support  of  the  Title  VI  Program 

At  the  outset,  let  me  express  the  gratitude  from  Indian  Country  for  increased 
Federal  support  for  the  Title  VI  program  in  the  current  fiscal  year.  We  fully 
understand  the  fiscal  restraints  faced  by  this  and  other  appropriations 
committees.  Nevertheless,  we  believe  the  needs  of  Indian  elders  are  critical  and 
welcome  this  opportunity  to  speak  to  them. 

The  Older  American  Act  specifically  states  "it  is  the  purpose  of  this  Title  to 
promote  the  delivery  of  supportive  services,  including  nutrition  services,  to 
American  Indians,  Alaskan  Natives,  and  Native  Hawaiians  that  are  comparable 
to  services  provided  under  Title  III  (grants  for  state  and  community  programs  on 
aging).  The  provision  of  "comparable  services,  "  however,  has  not  been 
achievable  due  to  insufficient  funds  for  this  entitlement. 

Comprehensive  health  care  for  Indian  elders  is  critically  related  to  the  provision 
of  Title  VI  services.  The  focal  point  of  the  Title  VI  Program  is  to  provide  nutritious 
meals  for  Indian  elders  in  an  environment  where  elders  are  comfortable  and  able 
to  maintain  their  cultural  integrity.  Title  VI  service  providers,  however,  offer 
considerably  more  than  meals.  Among  the  more  prominent  services  offered  are 
nutrition  education,  access  to  U.S.  Department  of  Agriculture  commodity  food 
programs,  tribal  staff  training,  and  programs  leading  to  tribal  leader  awareness. 
More  generally,  Title  VI  service  providers  often  find  themselves  as  the  sole 
service  provider  in  the  community  and  tribe  and  thus  perform  a  wide  range  of 
services  not  related  to  nutrition.  Examples  include  transportation  for  non-meal 
related  activities,  health  care  assistance,  and  periodic  visits  and  emotional 
support  for  Indian  elders  living  alone  in  remote  areas 

A  number  of  factors  seriously  detract  from  the  potential  successes  of  the  Title  VI 
program.  Among  the  more  prominent  are  the  increasing  number  of  Indian  elders 
relying  on  Title  VI  meals  and  the  increasing  number  of  tribes  qualifying  or 
seeking  qualification  for  Title  VI  support.    We  also  point  to  an  increasing  need 
for  special,  healthful  diets  among  Indian  elders;  a  rapidly  increasing  need  for 
proper  food  handling  to  ensure  maximum  food  safety;  and,  an  increasing 
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recognition  that  the  most  cost  effective  solution  to  long  term  care  is  prevention 
and  prevention  is  closely  related  to  quality  meals. 

It  should  also  be  noted  that  these  meal  programs  are  often  conducted  in  remote 
areas  and  that  the  necessary  transportation  of  elders,  as  well  as  moving  foods  to 
preparation  sites,  contributes  to  rapidly  rising  operating  costs. 

For  fiscal  year  1994,  this  Committee  appropriated  approximately  $17  million  for 
the  Title  VI  program.  While  this  was  a  welcome  increase  over  1993 
appropriations,  it  is  still  well  below  the  authorized  amount  of  $30  million  (Section 
633  of  the  Older  Americans  Act  of  1965  as  amended,  42  US  C  3057j).  With 
current  appropriation  levels,  the  Title  VI  program  is  able  to  provide  Indian  elders 
only  a  limited  number  of  meals  per  week.  In  some  instances,  when  funds  are 
exhausted,  Title  VI  providers  are  not  able  to  provide  meals  at  all.  When  this 
occurs,  related  services  also  cease.  This  situation  is  disgraceful.  Even  at  full 
authorization  levels,  funding  for  this  program  is  inadequate. 

Current  appropriation  levels  severely  restrict  the  provision  of  adequate  services 
to  older  Indians.  Some  Title  VI  programs  are  forced  to  close  for  several  days 
each  week,  unable  to  provide  basic  services  such  as  transportation,  information 
and  referral,  legal  assistance,  ombudsman  services,  respite  or  adult  day  care, 
home  telephone  visits,  homemaker  services,  or  home  health  aide  service. 

Indians  comprise  the  most  economically  disadvantaged  elder  minority  in  the 
nation.  Even  so,  their  needs  for  in-home  and  community-based  services  are  not 
available  through  Title  VI  programs,  although  funding  for  these  services  is 
provided  to  other  populations  through  Title  III. 

Currently,  216  grants  are  awarded  under  Title  VI,  part  A,  Indian  program  and  1 
grant  under  Title  VI,  part  B,  Native  Hawaiian  program  About  300  federally 
recognized  tribes  are  represented  in  these  216  part  A  grants  either  as  individual 
tribes  or  as  tribal  consortia.  This  means  that  only  a  little  more  than  half  -  about 
55  percent  -  of  the  federally  recognized  tribes  are  participating  in  Title  VI  (as  of 
April  1992,  the  Federal  government  recognized  547  tribes). 

In  the  thirteen  years  since  the  Title  VI  program  began,  the  number  of  grants 
awarded  has  increased  by  over  250  percent,  from  85  grants  in  1980  to  216 
grants  in  1992.  While  there  are  a  number  of  reasons  for  this  rapid  program 
growth,  the  most  prominent  reason  is  the  increasing  number  of  older  Indians  that 
become  eligible.  In  1980,  20,000  elders  were  eligible  -  a  number  that  has 
increased  to  more  than  100,000  in  1992. 

Potential  new  grantees  and  consortia  wishing  to  serve  Indian  elders  will 
exacerbate  the  problem  unless  funding  for  fiscal  year  1994  is  raised  to  the 
authorized  level  of  $30  million. 
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Request  for  Increased  Funds  for  Title  VI 

Mr.  Chairman,  I  respectfully  ask  you  and  members  of  this  Committee  to  increase  the 
appropriation  for  the  Title  VI  program.  Increased  funds  would  be  well  spent  and  would 
have  a  major  impact  on  the  lives  of  Indian  elders.  Specifically,  increased  funds  would  be 
used  to  provide  services  to  current  and  new  participants,  continue  support  services  so 
badly  needed  in  Indian  country,  and  provide  support  for  training,  coordination,  and 
planning  at  the  local,  regional,  and  national  levels. 

Mr.  Chairman,  I  know  that  it  is  sometimes  difficult  for  you  and  members  of  your 
Committee  to  clearly  see  the  problems  described  by  those  testifying  before  you. 
For  this  reason,  I  take  this  opportunity  to  invite  you  and  members  of  the 
Committee  to  visit  Indian  country  to  see  Title  VI  programs  in  action.  You  would 
see  a  program  that  contributes  heavily  to  quality  of  life.  You  would  also  see 
areas  of  glaring  deficiencies.  NICOA's  Board  of  Directors  and  the  Title  VI 
Program  Directors  stand  ready  to  guide  you  through  the  complete  spectrum  of 
Title  VI  program  activities. 

Mr.  Chairman  and  members  of  the  committee,  I  thank  you  for  this  opportunity  to 
share  my  thoughts  with  you  regarding  the  Title  VI  program  and  its  need  for 
increased  funding. 
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The  American  Speech-Language -Hearing  Association  (ASHA)  appreciates  the 
opportunity  to  provide  testimony  to  the  Senate  Subcommittee  on  Labor,  Health 
and  Human  Services,  Education  and  Related  Agencies  Appropriations.   Our 
statement  focuses  on  funding  needs  in  fiscal  year  1995  for  the  National 
Institute  on  Deafness  and  Other  Communication  Disorders  (N1DCD) . 

ASHA  is  the  national  professional  and  scientific  association  for  over 
75,000  speech- language  pathologists,  audiologists ,  and  researchers  serving  the 
needs  of  children,  adults,  and  senior  citizens  throughout  the  United  States 
who  have  communication  and  related  disorders.   The  ability  to  communicate 
effectively  is  fundamental  to  other  life  activities,  e.g.,  learning, 
interpersonal  relationships,  and  vocational  pursuits.   A  loss  of  or  limitation 
in  communication  ability  can  be  detrimental  to  an  individual's  development, 
accomplishments,  and  overall  quality  of  life. 

Communication  impairment  is  the  nation's  most  prevalent  disability: 
approximately  42  million  Americans  of  all  ages  have  some  kind  of  communication 
disorder.   These  disorders  have  been  estimated  to  cost  the  economy  $30  billion 
a  year  in  lost  productivity,  special  education  costs,  and  health  care  costs. 
These  costs  are  expected  to  grow,  due  to  several  factors: 

First,  increasing  numbers  of  infants  and  small  children  have  or  are  at 
risk  of  developing  communication  disorders.   As  more  infants  survive  because 
of  medical  technological  advances,  there  are  more  children  with  severe 
disabilities,  often  including  speech,  language,  and  hearing  disabilities. 
With  higher  incidence  of  poverty,  substance  and  alcohol  abuse,  and  lead 
poisoning,  there  are  more  disadvantaged  children  with  disorders  of 
communication.   Accidents,  particularly  those  involving  motor  vehicles  and 
firearms ,  also  have  increased  the  number  of  communicatively  impaired 
individuals  as  a  result  of  traumatic  brian  injury,  especially  among  teenagers 
and  young  adults.   Noise -related  hearing  loss  is  still  another  increasingly 
prevalent  phenomenon. 

Secondly,  the  frequency  of  communication  disorders  will  increase 
dramatically  as  the  population  ages.   Impairment  in  the  ability  to  speak, 
hear,  or  process  language  is  often  associated  with  diseases  and  conditions 
that  occur  among  adults  as  they  get  older:   Alzheimer  disease,  resulting  in 
cognitive  and  language  dysfunction;  Parkinson  disease  and  other  progressive 
neurological  disorders  resulting  in  oral-motor  dysfunction;  stroke,  resulting 
in  aphasia;  cancer  of  the  larynx,  resulting  in  laryngectomy  and  voice  loss; 
and  presbycusis,  or  degeneration  of  auditory  function  associated  with  the 
aging  process,  resulting  in  hearing  impairment. 

Many  of  the  costs  relating  to  these  conditions  are  borne  by  federal  and 
state  governments.   The  populations  targeted  by  research  through  NIDCD  are 
many  of  the  same  populations  which  receive  services  through  the  Individuals 
with  Disabilities  Education  Act  (IDEA),  the  Rehabilitation  Act,  Medicare, 
Medicaid,  Social  Security  Disability  Income  and  other  public  programs. 
Research  that  leads  to  the  amelioration  of  communication  disorders  through 
prevention  and  treatment  should  result  in  a  reduction  of  the  need  for  special 
education,  rehabilitation,  and  other  services. 

NIDCD  is  a  key  institution  for  speech- language-hearing  researchers  which 
coordinates  research  efforts  on  a  disability  population  that  will  continue  to 
grow  well  into  the  next  century.   The  Institute's  work  holds  forth  great 
promise  that  some  of  the  difficult  challenges  within  the  field  of 
communication  disorders  can  now  be  addressed.   Major  areas  of  NIDCD  research 
include: 
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1        Research  Concerning  Prevention  and  Identification  of  Communication 
pisorders 

An  exciting  area  with  great  research  potential  is  the  prevention  of 
communication  disorders.   For  example,  brain  imaging  allows  researchers  to 
study  cellular  dysfunctions  that  appear  to  be  precursors  to  many  chronic 
neurological  disorders.   This  technology  also  allows  researchers  to  study 
nerve  cell  and  brain  function  during  the  learning  process.   Research 
concerning  the  mechanisms  by  which  the  human  brain  acquires  and  processes 
language  should  greatly  aid  in  the  prevention  of  many  types  of  language 
impairment. 

Another  area  of  research  with  tremendous  potential  is  that  of  early 
Identification  of  communication  disorders,  ranging  from  developmental  delay  to 
impaired  hearing,  and  including  such  disorders  as  autism,  stuttering,  and 
dyslexia.   New  technologies  and  methodologies  hold  promise  for  researchers  who 
are  exploring  these  areas.   Last  year,  a  NIDCD  consensus  conference  endorsed 
the  concept  of  universal  hearing  screening  of  newborns. 

Current  longitudinal  research  on  preschoolers  who  stutter  should  help  to 
Improve  early  Identification  of  stuttering.   This  investigation  will  be 
critical  In  determining  factors  which  can  be  used  for  early  recognition  of 
stuttering,  differentiation  of  subtypes  of  stutterers,  and  identification  of 
children  at  risk  for  severe  stuttering,  and  who  are  in  need  of  intensive  early 
intervention.   Other  researchers  are  examining  the  molecular  genetics  of 
families  with  high  numbers  of  adult  stutterers,  with  the  possibility  of 
determining  whether  some  types  of  stuttering  may  be  genetically  based. 

2 .   Application  of  Advances  in  Molecular  and  Behavioral  Genetics  to  the 
Identification  of  Communication  Sciences  and  Disorders 

Cutting-edge  advances  in  genetics  research  have  important  ramifications 
for  our  knowledge  of  disorders  of  speech,  voice,  language,  and  hearing. 
Improved  understanding  of  genetics  will  lay  the  foundation  for  research  into 
more  effective  methods  for  treating  communication  disorders.   Research  in 
molecular  biology,  and  specifically  molecular  genetics,  holds  great  promise 
for  the  use  of  gene  therapy  in  hereditary  deafness  and  other  disorders  of 
human  communication  that  are  clearly  hereditary. 

Research  in  syndrome  diagnosis  is  becoming  increasingly  important  to 
molecular  genetics,  since  the  clinician's  ability  to  diagnose  syndromes  in 
individuals  is  a  necessary  prerequisite  to  obtaining  biochemical  tests  to 
identify  the  underlying  genetic  diseases.   The  discipline  of  behavioral 
genetics  is  providing  speech  scientists  with  models  to  determine  whether 
particular  speech  disorders  may  be  genetic.   Longitudinal  studies  of 
articulation  development  should  help  determine  the  extent  to  which 
articulation  and  related  disabilities  aggregate  in  families. 

Research  in  genetics  is  having  an  increasingly  significant  impact  on 
language  disorders  as  well.   Recent  studies  have  found  that  relatives  of 
individuals  with  specific  language  impairment  (SLI)  are  likely  to  have  similar 
communication  and  learning  problems.   Continued  research,  especially  in  the 
emerging  area  of  genetic  epidemiology,  is  needed  to  understand  the  factors 
involved  in  this  type  of  familial  pattern  and  to  determine  the  plausibility  of 
a  genetic  explanation  for  SLI.   Research  is  also  needed  to  determine  the 
genetic  mechanisms  that  may  be  involved  in  specific  genetic  syndromes 
associated  with  children  with  mental  retardation. 
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While  research  has  found  chat  at  least  50  percent  of  all  childhood 
deafness  is  genetic  in  origin,  most  hereditary  hearing  loss  involves  genes 
which  have  yet  to  be  identified.   Research  in  molecular  genetics  will  help  us 
in  a  number  of  areas,  such  as  accurately  diagnosing  hearing  loss,  screening 
newborns  for  hereditary  hearing  losses,  and  --  potentially  --  gene  replacement 
therapy.   An  explanation  of  genetic  causes  for  specific  types  of  hearing 
impairment  can  impact  upon  the  medical  and  educational  recommendations  for 
families. 

NIDCD- supported  research  has  succeeded  in  findings  that  can  serve  as  the 
foundation  for  potential  new  breakthroughs,  from  improved  diagnosis  and 
genetic  counseling  to  gene  transfer  therapy. 

3.   Research  in  the  Treatment  of  Communication  Disorders 

One  of  the  most  exciting  and  far  reaching  areas  of  NIDCD  sponsored 
research  is  in  the  regeneration  of  damaged  inner  ear  hair  cells,  which  are 
essential  to  hearing  and  balance.   Researchers  have  begun  to  identify  factors 
that  block  hair  cell  regeneration  and  factors  that  influence  restoration  of 
hearing  in  mammals.   If  adequate  funding  is  available  to  continue  such 
research  efforts,  in  part  by  using  the  tools  of  molecular  biology,  it  is  not 
unrealistic  to  envision  a  future  in  which  individuals  with  severe  hearing  and 
balance  disorders  could  have  their  normal  functions  restored. 

Another  research  pursuit  with  tremendous  potential  benefit  for  families 
across  America  and  around  the  world  is  the  development  of  a  vaccine  to  protect 
children  from  otitis  media  --  middle  ear  infection  which  affects  90  percent  of 
all  children  in  the  U.S. 

There  is  a  continuous  need  for  research  to  evaluate  the  efficacy  of 
treatment  of  communication  disorders.   For  instance,  funding  is  needed  to 
pursue  research  on  long-term  consequences  of  language  impairment  among 
children.   Many  preschool  children  could  benefit  if  more  was  known  about 
language  intervention  and  treatment  efficacy,  especially  as  to  the  optimum 
times  for  providing  treatment  for  specific  language  impairments. 

4.   Research  Concerning  Technology  and  Augmentative  and  Alternative 
Communication 

Research  advances  in  augmentative  and  alternative  communication  continue 
to  hold  great  promise  for  persons  who  are  unable  to  produce  speech  without 
assistance.   NIDCD  has  embarked  on  a  collaborative  effort  with  the  Department 
of  Veterans  Affairs  to  develop  better  hearing  aid  technology  for  the  5  million 
Americans  who  currently  use  hearing  aids  and  the  15  million  others  who  could 
benefit  from  these  devices  if  technology  were  improved. 

New  technologies  have  developed  remarkable  communication  devices  that 
provide  artificial  speaking  voices  for  persons  who  cannot  speak.   However, 
research  is  needed  to  develop  --  and  make  accessible  and  affordable  --an 
unlimited  repertoire  of  voices  to  allow  each  individual  the  choice  of  a 
personal,  unique,  and  acceptable  voice.   Research  is  also  needed  to  develop 
instruments  with  characteristics  that  more  closely  mimic  natural  voices. 

Although  advances  have  been  made  in  the  development  of  artificial  larynges 
(voice  boxes),  further  research  is  needed  in  this  area.   These  devices  (which 
may  be  external,  internal,  or  implantable)  are  used  by  persons  who  have 
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laryngeal  disease  or  surgical  removal  of  the  larynx.   Research  is  needed  to 
evaluate  the  relative  benefits  of  these  prostheses  and  to  predict  which 
prostheses  are  appropriate  for  which  populations. 

5.   Recruitment  and  Support  of  Minority  Researchers 

ASHA  is  very  concerned  about  the  underrepresentation  of  individuals  from 
minority  racial  and  ethnic  backgrounds  within  the  professions  of  speech- 
language  pathology,  audiology,  and  speech  and  hearing  science.   Graduate 
programs  in  the  professions  are  actively  involved  in  minority  student 
recruitment.   We  commend  the  NIDCD  in  its  efforts  at  supporting  the  training 
of  and  research  by  minority  students  and  researchers.   The  Institute  ranks 
third  within  NIH  in  the  percentage  of  grants  with  minority  supplements. 

The  NIDCD  is  committed  to  a  number  of  programs  to  help  increase  the  number 
of  and  opportunities  for  minority  researchers  in  the  speech  and  hearing 
sciences.   Programs  include  the  Minority  Institutional  Research  Training,  the 
Minority  Access  to  Research  Careers,  and  the  Students  in  Health  Professional 
Schools  programs.   By  providing  funding  support,  these  programs  aim  to  attract 
and  encourage  minority  individuals  to  pursue  biomedical  research  careers  in 
the  communication  sciences.   In  addition,  the  Institute  has  begun  a  partner- 
ship with  four  academic  centers  which  have  large  minority  enrollments  -- 
Morehouse  College,  the  University  of  Alaska,  the  University  of  Puerto  Rico, 
and  Gallaudet  University.   This  program  helps  to  send  students  and  faculty  to 
do  research  at  NIDCD. 

FY  1995  Funding 

The  President's  budget  would  provide  a  3.8  %  increase  in  FY  1995  funding 
for  NIDCD.   The  $168.69  million  request  would  not  be  sufficient  to  pursue  the 
level  of  ongoing  research  and  new  initiatives  in  areas  like  those  discussed 
above.   Currently,  only  27%  of  NIDCD  grants  are  being  funded. 

In  order  to  fund  more  excellent  grants  and  to  pursue  multiple  areas  of 
promising  research  into  the  causes,  prevention  and  treatment  of  communication 
disorders,  we  would  support  the  professional  judgment  budget  level  of  $253 
million.   However,  we  are  aware  of  the  severe  budget  constraints  that  will 
make  it  difficult  for  the  Subcommittee  to  recommend  significant  increases  in 
many  discretionary  programs  under  its  jurisdiction.   We ,  therefore,  concur  in 
the  recommendation  of  the  Friends  of  NIDCD  and  the  Consortium  for  Citizens 
with  Disabilities  (CCD)  of  a  12%  increase  to  $182  million  for  FY  1995.   This 
amount  is  necessary  if  NIDCD  is  to  carry  out  its  mission  of  research  and 
training  on  behalf  of  the  large  and  growing  population  of  Americans  with 
deafness  and  other  communication  disorders. 
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Mr.  Chairman  and  Members  of  the  Committee,  thank  you  for  the  opportunity  to  present  testimony  to  assist 
you  in  the  difficult  matter  of  determining  what  allocations  for  biomedical  research  are  in  the  best  interest  of 
our  nation.   Today  I  am  writing  on  behalf  of  the  Joslin  Diabetes  Center,  the  world's  largest  patient  care  and 
research  institute  dedicated  to  diabetes.    I  am  also  reflecting  the  views  of  several  of  the  other  leading  diabetes 
research  institutes,  which  met  recently  in  Chicago  to  discuss  the  state  of  our  research  efforts  to  defeat 
diabetes. 

First,  I  want  to  thank  the  Committee  for  mentioning  and  recognizing  Joslin  Diabetes  Center  in  the  report 
accompanying  the  Fiscal  1994  Appropriations  Act.1   Joslin  is  currently  involved  in  competitive  proposals  in 
three  NIH  areas  providing  important  funding  for  diabetes  initiatives:    NIDDK,  NEI  and  NCCR. 

In  a  year  when  health  care  reform  is  a  leading  agenda  item,  your  deliberations  have  particular  significance.    It 
is  clearly  important  to  assure  that  our  expenditures  result  in  the  maximum  benefit.    Ideally,  the  diseases  upon 
which  we  focus  expenditures  for  medical  research  should  be  able  to  meet  three  basic  tests: 

1.  Does  the  disease  have  major  cost  impacts? 

2.  Are  there  large  numbers  of  people  who  would  benefit  from  a  major  expansion  of  the 
research  effort? 

3.  Do  research  expenditures  have  a  high  probability  of  resulting  in  improvements  in  outcomes? 

In  the  past,  we  have  committed  significant  financial  resources  to  new  research  efforts  when  diseases  have  met 
these  criteria.    Some  very  important  efforts  have  resulted: 

•  AIDS  Research:    In  1985,  when  the  AIDS  epidemic  was  well  established,  NIH  funding  was 

$66  million.    Over  the  next  two  years,  we  more  than  quadrupled  AIDS  research  funding,  and 
by  1991  funding  exceeded  a  billion  dollars,  a  15-fold  increase  over  just  six  years.3 

0  Breast  Cancer  Research:    With  recognition  that  women's  health  issues  had  not  received 

sufficient  attention,  we  increased  funding  for  breast  cancer  research  from  $65  million  in 
fiscal  1987  to  $383  million  in  fiscal  1995. 3 

The  Committee  is  to  be  congratulated  for  these  and  many  other  monumental  commitments  to  conquer 
important  diseases  when  the  time  was  right,  even  in  the  face  of  the  annual  constraints  on  funding. 

Now  the  time  has  come  to  commit  ourselves  to  the  goal  of  bringing  about  the  defeat  of  diabetes.  The  basic 
premise  that  I  will  present  is  that  diabetes  research  meets  all  of  the  criteria  for  a  major  push  at  this  time,  and 
that  we  should  adopt  a  goal  of  doubling  research  funding  for  diabetes  over  the  next  two  years. 
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THE  IMPACT  OF  DIABETES 

Diabetes  is  the  prototype  chronic  disease,  and  it  affects  about  14  million  Americans.    Together  with  its 
complications,  diabetes  is  the  third  leading  cause  of  death.    It  is  the  leading  cause  of  blindness  in  working 
aged  Americans,  the  leading  cause  of  end-stage  renal  failure  and  non-traumatic  amputations,  and  a  major  risk 
factor  for  heart  attacks,  strokes  and  other  manifestations  of  arteriosclerosis.4    It  is  a  devastating  killer,  its 
frequency  is  increasing,  and  it  is  incurable.    Diabetes    clearly  meets    the    first    two 
funding  criteria. 

Economic  studies  of  the  impact  of  diabetes  have  documented  that  people  with  diabetes  account  for  over  $100 
billion  in  health  care  expenses  each  year.s6    That's  about  ten  percent  of  our  national  health  care  expenditures. 
Whatever  health  care  reform  package  you  approve,  it  cannot  fully  succeed  unless  the  problem  of  diabetes  is 
addressed. 


DIABETES  RESEARCH  COMMITMENT 

We  have  not  allocated  resources  to  diabetes  research  anywhere  near  the  national  impact  of  this  devastating 
and  common  disease.    The  following  table  presents  some  facts  about  how  we  presently  allocate  our  resources: 


EXPENDITURE  CATEGORY 

ALL  USES 

DIABETES        PERCENT 

Health  Care  Expenditures 

$  1  Trillion 

$100  Billion       10% 

National  Institutes  Health 

$11  Billion 

$287  Million      Under  3% 

THE  STATE  OF  DIABETES  RESEARCH 

Diabetes  research  stands  at  the  threshold  of  major  advances  that  promise  to  produce  unprecedented  human 
benefits.    Some  examples: 

•  We  can  now  prevent  diabetes  in  some  models,  and  research  at  Joslin  has  provided  evidence 
that  these  tactics  are  effective  in  children  who  are  destined  to  develop  diabetes.7    A  large 
national  study  is  being  initiated,  but  it  is  grossly  underfunded. 

•  Over  95%  of  the  blindness  due  to  diabetes  can  be  prevented,  but  we  lack  the  techniques  and 
resources  to  extend  this  benefit  to  the  general  public.8    At  Joslin  we  are  now  studying 
computerized  screening  methods  that  can  be  superimposed  on  an  information  superhighway 
or  transmitted  via  satellites,  allowing  screening  in  even  the  most  remote  and  underserved 
areas. 


Diabetic  renal  disease  can  be  reduced  by  more  than  half  through  the  use  of  specific 
antihypertensive  medications9  and  by  applying  new  techniques  for  the  intensive  therapy  of 
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diabetes.10    These  methods  are  still  crude,  and  much  research  is  needed  to  extend  this  benefit  to  the  general 
public. 

Thus,  diabetes  meets  the  third  of  our  criteria   as   well. 


RECOMMENDATIONS 

1.  The  Joslin  Diabetes  Center  supports  the  following  recommendations   for  Fiscal  Year  1995: 

•  NIDDK:    S798  million 

This  represents  a  very  modest  11%  increase,  which  is  politically  practical  at  this  time, 
but  will  fall  to  maximize  the  potential  for  diabetes  research  to  bring  proportionate 
benefits  to  our  nation's  health  care  needs. 

•  NIH:    SI  1.95  billion 

This  is  a  very  conservative  9%  increase,  which  is  feasible  in  the  current  year,  but 
inadequate  to  support  the  future  need  of  our  health  care  system  for  knowledge  which 
will  reduce  the  annual  per  capita  cost  of  health  care. 

•  CDC  Division  of  Diabetes  Translation:    $69.5  million 

This  is  the  last  S51.6  million  increase,  which  is  necessary  to  support  the  diabetes  public 
health  initiatives  that  a  national  health  care  system  requires. 

2.  The  Joslin  Diabetes  Center  further  recommends  that  the  Committee  support  a  doubling  of 
expenditure  for  the  cumulative  total  of  diabetes  research  funding  in  Fiscal  Year  1996,  and  that 
this  recommendation   be  included  in  the  record  of  the  Committee  and  transmitted  to  the 
Executive  Branch. 

This  recommendation   is  supported  in  the  testimony  outlined  herein.    Coming  months 
will  provide  an  adequate  opportunity  to  study  this  recommendation,   measure  its 
support,  and  conduct  the  discussions  that  will  be  necessary  for  its  inclusion  in  the  1996 
budget. 
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Mr.  Chairman  and  Members  of  the  Committee,  thank  you  for  the 
opportunity  to  present  testimony  to  assist  you  in  the  difficult 
matter  of  determining  what  allocations  for  medical  research  are 
in  the  best  interest  of  our  nation.   Today  I  am  speaking  on 
behalf  of  the  Women  Take  Heart  Project  at  St.  James  Hospital  in 
Chicago  Heights,  Illinois,  a  special  project  undertaken  to 
examine  the  unique  cardiac  problems  of  women. 

Unique  Cardiac  Problems  of  Women 

Cardiovascular  disease  is  the  number  one  killer  of  Americans. 
What  is  not  acknowledged  is  that  it  kills  more  women  than  men. 
Cardiovascular  disease  claims  the  lives  of  nearly  500,000  women 
each  year.   In  contrast,  233,000  women  lose  their  lives  to  all 
forms  of  cancer  combined.   The  number  of  women  dying  of 
cardiovascular  disease  is  over  ten  times  greater  than  those  dying 
of  breast  cancer  (42,800).   Yet,  heart  disease  is  not  recognized 
as  a  primary  health  problem  for  women. 

It  is  not  only  women  and  men  in  the  general  public  who  think  of 
heart  disease  as  a  "man's"  disease;  it  is  a  perception  that  many 
physicians  and  other  health  care  workers  share  as  well.   As 
little  study  has  examined  risk  factors,  routine  diagnostic  tests 
and/or  treatment  modalities  specific  to  women,  less  is  known 
about  diagnosing  and  treating  women  with  cardiovascular  disease 
than  is  known  about  men  with  the  same  problems. 

Even  though  men  and  women  are  biologically  different,  there  have 
been  no  prospective  studies  that  have  looked  exclusively  at 
cardiovascular  disease  in  women.   There  is  a  paucity  of  studies 
that  include  women  at  all.   Diagnostic  techniques  and  therapeutic 
modalities  validated  for  men  may  not  have  the  same  optimal 
outcome  for  women.   Studies  have  documented  that  women  receive 
less  diagnostic  and  therapeutic  cardiovascular  procedures  than 
their  male  counterparts . 

Women  Take  Heart  Project 

St.  James  Hospital  and  Health  Centers  in  Chicago  Heights, 
Illinois  has  undertaken  a  special  project  to  examine  the  unique 
cardiac  problems  of  women.   This  project,  Women  Take  Heart,  is 


1593 


addressing:  the  recognition  and  diagnosis  of  cardiovascular 
disease  in  women;  the  management  of  this  disease;  and  prevention 
strategies.   The  original  sample  size  of  over  6000  women,  soon  to 
be  increased  to  10,000,  allows  for  subset  analysis,  with  possible 
determination  of  the  relative  risk  factors  and  their  impact  on 
the  prevalence  of  coronary  artery  disease  in  women.   The  gender 
specific  information  gained  from  this  project  will  be 
disseminated  to  the  medical  community  and  to  the  general  public. 

The  Women  Take  Heart  Project  is  the  only  study  of  this  magnitude 
to  focus  exclusively  on  cardiovascular  disease  in  women.   Of  the 
project,  William  P.  Castelli,  M.D.,  Medical  Director  of  the 
Framingham  Heart  Study  said,  "They  saw  6000  women  in  57  days.   It 
took  us  initially  at  Framingham  four  years  to  see  our  5000.   In 
fact,  I  think  its  the  all-time  record  in  the  history  of  medicine: 
to  see,  screen  and  do  all  the  things  they  did,  and  do  such  a 
quality  job. " 

It  is  now  apparent  that  the  Women  Take  Heart  clinical  study, 
abundant  with  information  previously  undocumented,  needs  to  be 
continued  longitudinally  to  harvest  the  most  benefit  for  all 
women.   This  study  has  the  opportunity  to  bring  about  awareness 
and  real,  needed  change  in  the  perceptions  and  practices 
regarding  women  and  cardiovascular  disease. 

Attention  to  Women's  Health  Issues  in  Medical  Research 

Cardiovascular  disease  in  many  cases  is  highly  preventable  and 
eminently  treatable.   However,  gender  bias  in  administration  of 
diagnostic  and  treatment  regimens  exists.   Now  is  the  time  to 
commit  ourselves  to  battle  cardiovascular  disease,  the  leading 
cause  of  death  for  women.   This  disease  costs  America  $117 
billion  dollars  per  year,  more  than  ten  percent  of  our  national 
health  care  expenditures.   We  have  not  allocated  resources  to 
women's  cardiovascular  research  anywhere  near  the  national  impact 
of  this  deadly  disease. 

Last  year,  the  NIH  Revitalization  Act  reorganized  as  priorities 
many  women's  health  issues  that  had  been  previously  given  little 
or  no  attention.   Under  the  broad  mandate  and  intent  of  that 
legislation  fall  funding  issues  such  as  the  Women  Take  Heart 
Project  at  St.  James  Hospital.   Certainly  such  a  critical  need 
for  base  line  clinical  research  on  this  health  issue  should  be 
reorganized.   This  research  will  be  of  national  benefit  in  terms 
of  prevention,  care  and  the  reduction  of  death  and  disability 
within  the  field  of  women's  heart  disease. 

Recommendat  ion 

We  respectfully  request  that  within  the  Subcommittee's 
deliberations  $5,000,000  be  identified  within  the  NIH  total  for 
the  Women  Take  Heart  Project  for  FY  1995. 
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TESTIMONY  OF  THE  AMERICAN  SOCIETY  OF  CLINICAL  ONCOLOGY 

The  American  Society  of  Clinical  Oncology  (ASCO)  is 
pleased  to  submit  comments  to  the  Subcommittee  regarding  the 
clinical  cancer  research  program  supported  by  the  National  Cancer 
Institute  (NCI) .   ASCO  is  a  national  medical  specialty  society 
representing  9,300  cancer  specialists  involved  in  patient  care 
and  clinical  research. 

Clinical  research  is  the  means  by  which  laboratory 
findings  are  translated  into  medical  practice.   Funding  clinical 
research  not  only  provides  an  opportunity  to  maximize  the  return 
on  our  investment  in  basic  science,  but  also  presents  an 
opportunity  for  improved  outcomes  in  patients  with  serious 
diseases  for  whom  traditional  therapies  have  failed. 

For  people  with  cancer,  treatment  in  the  context  of  a 
clinical  trial  often  provides  the  best  available  care.   NCI  has 
recognized  the  importance  of  making  clinical  trials  broadly 
available  to  cancer  patients  by  developing  a  strong  national 
network  involving  the  Clinical  Cooperative  Groups,  the  Community 
Clinical  Oncology  Program,  and  the  Centers. 

To  sustain  this  essential  clinical  trials  network,  we 
must  encourage  more  oncologists  to  pursue  clinical  research 
careers,  and  we  must  ensure  they  have  the  resources  to  explore 
new  ideas.   To  accomplish  these  goals,  we  must  remove  obstacles 
to  the  support  of  investigator- initiated  clinical  cancer 
research.   A  major  barrier  to  this  support  is  the  lack  of  a  study 
section  dedicated  to  the  review  of  clinical  cancer  research 
project  grants. 

CLINICAL  CANCER  RESEARCH  STUDY  SECTION 

Clinical  cancer  research  is  inherently  complex. 
Because  it  involves  people  with  or  at  risk  for  serious  disease, 
these  studies  involve  variables  and  outcome  measures  that  are 
difficult  to  control,   while  the  methodologies  employed  in 
clinical  trials  allow  us  to  assess  the  safety,  effectiveness,  and 
efficacy  of  new  therapies,  these  proposals  are  at  a  significant 
disadvantage  when  directly  compared  with  relatively 
straightforward  laboratory  science.   In  large  part,  this  inequity 
exists  because  of  the  lack  of  appropriate  peer  review  for 
clinical  cancer  research  project  grants. 

The  need  for  a  dedicated  procedure  for  reviewing 
clinical  grants  is  well  recognized.   A  decade  ago,  the  National 
Institutes  of  Health's  (NIH)  Division  of  Research  Grants  (DRG) 
attempted  to  address  this  problem  by  creating  a  new  study 
section,  Experimental  Therapeutics  2  (ET2) .   Over  time,  however, 
this  study  section  has  drifted  from  its  original  mission  of 
fostering  research  with  direct  relevance  to  patient  care  toward 
support  of  pre -clinical  studies  that  are  predominantly  carried 
out  in  the  lab. 
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In  May  1993,  the  National  Cancer  Advisory  Board  called 
for  the  establishment  of  a  clinical  cancer  research  study 
section.  Recently,  twelve  Senators  (including  four  members  of 
the  Senate  Appropriations  Subcommittee  on  Labor-HHS  and  two  from 
the  full  Committee) ,  sent  a  letter  to  NIH  Director  Harold  Varmus 
to  express  "serious  concerns  regarding  the  absence  of  a  specific 
study  section  for  the  review  of  clinical  cancer  research  project 
grants. " 

The  time  is  right  to  urge  DRG  to  institute  the 
necessary  changes  to  ensure  equitable  review  for  clinical  cancer 
research  grants.   NIH,  under  the  leadership  of  Dr.  Varmus,  is  now 
evaluating  its  peer-review  process.   Furthermore,  NCI  is 
establishing  new  funding  mechanisms  to  encourage  submission  of 
research  project  grants  by  clinical  investigators,  particularly 
young  scientists. 

While  these  are  laudable  steps,  the  best  way  to  rectify 
this  long-standing  problem  would  be  to  establish  a  new  study 
section  specifically  charged  with  review  of  clinical  cancer 
research  grants.   A  cancer-specific  study  section  --  like  the 
other  disease- specif ic  study  sections  that  now  exist  within  DRG  - 
-  would  ensure  input  from  scientists  with  the  most  relevant 
expertise.   While  the  methodology  of  clinical  cancer  trials 
shares  much  in  common  with  that  involved  in  studies  of  other 
diseases,  cancer  research  presents  unique  challenges, 
particularly  when  the  research  is  directed  at  treatment  of 
cancers  for  which  there  are  no  acceptable  standard  therapies. 

CONCLUSION 

ASCO  understands  that  significant  increases  in  funding 
for  NCI  will  be  difficult.   Nonetheless,  we  agree  with  the 
National  Coalition  for  Cancer  Research  that  the  appropriation  for 
NCI  should  be  viewed  as  an  investment  --an  investment  that  will 
lead  to  innovation  and  improvement  in  the  health  care  industry. 
At  a  minimum,  we  urge  the  Subcommittee  to  maintain  the  funding 
levels  proposed  by  the  Administration. 

Investment  in  NCI  must  recognize  that  translational 
science  is  key  to  improving  the  care  we  can  offer  people  with 
cancer.   Steps  must,  therefore,  be  taken  to  ensure  that  the  peer 
review  system  encourages  rather  than  discourages  researchers  from 
pursuing  clinical  cancer  research.   We  are  not  requesting  an 
earmark  of  funds  for  clinical  research.   Instead,  we  urge  the 
Subcommittee  to  include  language  in  its  report  that  stresses  to 
NIH  the  importance  of  ensuring  that  the  peer  review  system  offers 
clinical  cancer  researchers  a  fair  chance  to  compete  for  funds. 
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INTRODUCTION 

The  Developmental  Disabilities  and  Bill  of  Rights  Act  of  1993  authorizes  four  essential, 
interrelated  programs:  1)  the  Developmental  Disabilities  Basic  State  Grant  Program 
(Councils),  2)  Protection  and  Advocacy  Systems,  3)  University  Affiliated  Programs  and  4) 
Projects  of  National  Significance.  The  National  Association  of  Developmental  Disabilities 
Councils  (NADDC)  represents  the  54  State  and  territorial  Developmental  Disabilities 
Councils.  The  Consortium  for  Citizens  with  Disabilities  (CCD),  a  coalition  of  more  than 
100  national  disability  organizations  which  advocate  for  people  with  disabilities,  and 
NADDC  strongly  support  increased  funding  for  the  four  Developmental  Disabilities 
Programs.  (See  Appendix  A.)  The  following  brief  descriptions  illustrate  the  programs' 
purposes  and  how  they  act  together  to  form  a  comprehensive  approach  to  disability  policy 
and  services. 

The  DD  Protection  and  Advocacy  Systems  (P&As)  provide  legal  assistance  to  people  with 
developmental  disabilities  and  their  families.  P&As  have  increased  the  standing  of  people 
with  developmental  disabilities  in  the  judicial  system  and  act  as  a  watchdog  over  state 
governments.  It  is  to  this  system  that  many  people  with  developmental  disabilities  turn  for 
assistance  in  securing  their  rights  under  the  Americans  with  Disabilities  Act  (ADA). 

The  University  Affiliated  Programs  (UAPs)  are  the  interdisciplinary  training  component  of 
the  Developmental  Disabilities  Act,  training  professional  and  paraprofessionals  in  the 
medical  and  allied-health  fields  to  effectively  diagnose  and  treat  people  with  developmental 
disabilities.  UAPs  are  also  the  applied  research  arm  of  the  development  disabilities  system, 
conducting  research  on  a  statewide,  regional  and  national  basis,  directly  applying  the  results 
to  benefit  people  with  developmental  disabilities. 

DD  Projects  of  National  Significance  (PNS)  are  the  research  and  development  arm  of  the 
DD  system,  gathering  data  on  state  of  the  art  programs  and  services  and  brokering  new 
approaches  nationwide.  PNS  also  funds  the  provision  of  technical  assistance  to  the  three 
program  components  to  enhance  their  effectiveness. 

The  Basic  State  Grant  Program  creates  Developmental  Disabilities  Councils  in  the  54  States 
and  territories.  DD  Councils  are  responsible  for  planning,  coordinating,  monitoring  and 
advocating  services  and  supports  which  meet  the  needs  of  people  with  developmental 
disabilities.  Council  members  are  appointed  by  Governors  and  represent  the  key 
stakeholders  in  each  state,  including:  state  and  local  public  and  private  agencies  which  serve 
people  with  developmental  disabilities,  representatives  from  higher  education,  and  people 
with  developmental  disabilities  and  parents  of  people  with  developmental  disabilities.  A 
majority  of  the  Council  must  consist  of  this  last  group,  called  "consumers."  DD  Councils  are 
the  only  consumer-driven  state-wide  bodies  to  advocate  for  all  people  with  developmental 
disabilities. 

When  Developmental  Disabilities  Councils  were  first  created  in  1971,  it  was  envisioned  that 
Councils  would  develop  and  manage  the  service  delivery  system  for  people  with  severe 
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disabilities  of  early  onset.  As  other  disability  programs  were  authorized,  amended  and 
implemented,  such  as  the  Vocational  Rehabilitation  Act,  the  Education  for  All  Handicapped 
Children  Act  and  the  Intermediate  Care  Facilities  for  People  with  Mental  Retardation 
program  for  facilities  of  16  or  fewer  residents,  Congress  changed  the  Council  focus  to  that 
of  systems  advocate  and  capacity  builder.  To  reflect  this  change  in  purpose,  Congress 
reduced  the  authorization  level  for  the  program  from  $100  million  to  $40  million.  Since  that 
time  with  every  reauthorization,  Congress  strengthened  the  Councils'  role  as  agents  for 
systemic  change,  adding  new  Councils'  responsibilities  and  increasing,  albeit  modestly, 
funding  for  Council  activities. 

THE  ACCOMPLISHMENTS  OF  DEVELOPMENTAL  DISABILITIES  COUNCILS 

Developmental  Disabilities  Councils  play  a  critical  role  in  moving  the  entire  DD  system 
toward  the  individual  and  family  support  model.  Councils  are  the  ONLY  state-wide  entities 
that  systematically  address  needed  changes  by  supporting  the  development  of  quality 
assurance,  retooling  and  reorienting  system  approaches,  redirecting  financing  to  a  support 
model  and  empowering  individuals  with  developmental  disabilities  and  families  to 
understand  the  system  and  to  advocate  for  themselves.  In  every  state  and  territory,  Councils 
are  providing  essential  resources  to  create  the  shift  to  these  new  approaches. 

The  job  Councils  are  doing  cuts  across  all  aspects  of  the  tremendous  change  that  is  taking 
place  in  the  DD  field:  supported  living,  supported  employment,  maximum  choice  and 
control,  focus  on  individuals  and  family  members  in  all  aspects  of  planning,  implementing 
ADA  individual  and  family  support,  prevention  and  early  intervention  initiatives.  DD 
Council  activities  have  sprinkled  innovation  throughout  state  systems,  through 
demonstrations,  data  collection,  evaluation,  capacity  building,  policy  analysis  and 
development,  consensus  building,  measurement  of  system  outcomes,  legislative  reform, 
infrastructure  development,  training,  quality  enhancement,  and  public  education.  Some 
examples  demonstrate  the  depth  and  breadth  of  Council  accomplishments. 

FAMILY  SUPPORT:  The  Connecticut  Council  helped  organize  parents  of  newborns  to 
three-year-olds  into  local  chapters  of  the  nationally  recognized  "Parent  to  Parent  Program," 
which  links  parents  of  newly  diagnosed  infants  with  experienced  parents.  The  Maryland 
Council's  family  cash  assistance  program,  coordinated  with  support  services,  is  increasing 
the  abilities  of  families  to  raise  their  children  at  home.  The  results  of  this  demonstration 
will  be  used  to  spur  expansion  of  the  state's  family  support  system  which  stalled  in  growth 
since  its  inception  ten  years  ago. 

AMERICANS  WITH  DISABILITIES  ACT  IMPLEMENTATION:  The  California 
Council's  "Summit  on  Family  Support"  featured  the  workshop  "The  ADA  is  for  Children 
and  Families,  Too,"  educating  parents  about  their  children's  rights  under  the  new  law.  The 
Iowa  Council  developed  and  widely  distributed  ADA  training  materials  specifically  designed 
for  people  with  developmental  disabilities  and  their  families.  The  Texas  Council,  working 
with  their  P&A  provides  training  and  technical  assistance  to  local  businesses  and 
government  agencies  on  successful  ADA  implementation  strategies.    The  Ohio  Council 
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provided  funds  to  amplify  the  effects  of  a  federal  grant  from  the  National  Institute  on 
Rehabilitation  Research  (NIDRR)  for  ADA  information  dissemination. 

INCLUSIVE  EDUCATION:  The  Illinois  Council  researched  the  financial  disincentives 
to  educating  children  and  youth  in  their  local  schools.  Shared  with  state  and  local 
policymakers,  their  analysis  of  state  funding  formulas  and  fund  disbursement  patterns 
identified  barriers  to  full  inclusion.  The  Illinois  Council  also  sponsored  a  symposium  on 
general  education  reform  and  school  restructuring  for  the  Deans  of  18  Illinois  universities, 
colleges  and  community  colleges  to  problem  solve  with  general  and  special  educators  from 
across  the  state.  The  Texas  Council  funds  projects  promoting  inclusion  of  children  with 
developmental  disabilities  in  regular  classrooms;  2000  students  are  anticipated  to  receive 
their  educations  in  these  classrooms. 

SUPPORTED  LIVING:  To  extend  the  reach  of  the  Community  Supported  Living 
Arrangements  program  for  adults  with  developmental  disabilities  in  Wisconsin  beyond  the 
26  counties  participating  in  the  program,  the  Wisconsin  Council  coordinated  a  multifaceted 
planning,  training  and  technical  assistance  effort  for  state  and  county  program  managers  and 
policymakers  on  supported  living  programs  in  the  remaining  46  counties.  The  Council  also 
advocated  that  the  State  take  full  advantage  of  medicaid  reimbursement  available  for 
community  programs,  to  lessen  the  State's  dependence  on  institutions. 

In  California,  the  Council  funds  the  Community  Monitoring  Teams  which  monitor  the 
quality  of  life  of  people  participating  in  the  Community  Supported  Living  Arrangements 
program.  In  Florida,  the  Council  successfully  expanded  supported  living  services  by 
obtaining  an  $11.8  million  federal  grant  for  the  state.  Florida's  supported  living  programs 
cost  approximately  $6,300,  group  homes  $13,000,  and  institutions  $59,000  per  person  per 
year. 

The  Texas  Council  is  funding  an  evaluation  of  the  community  placement  outcomes  for 
Texans  with  developmental  disabilities  moving  out  of  state  schools  and  also  funds  projects 
to  place  children  currently  in  congregate  living  arrangements  in  permanent  homes  with 
families.  The  Council  in  Maryland  is  supporting  a  housing  development  organization  to 
expand  the  number  of  affordable  homes  for  people  with  developmental  disabilities  to  rent 
or  own,  emphasizing  movement  from  traditional  residential  placements  to  real  homes,  with 
supports. 

EMPLOYMENT:  The  Connecticut  Council  supported  transition  from  school  to  work  by 
assisting  10  parent  groups  in  10  school  systems  to  organize  parents  and  work  with  local 
businesses  to  find  employment  opportunities.  This  project  was  so  successful,  it  became  part 
of  the  state's  federally  funded  transition  efforts.  The  Illinois  Council  created  a  Speakers' 
Bureau,  training  over  100  speakers  on  employment  and  career  development,  targeting  small 
to  mid-sized  businesses,  chambers  of  commerce,  civil,  service  and  community  groups,  trade 
and  professional  associations. 

The  New  York  Council  is  assisting  sheltered  workshop  providers  reconfigure  and  convert 
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their  service  delivery  pattern  toward  more  integrated,  individualized  approaches.  The  New 
York  Council  also  jointly  sponsored  14  regional  conferences  with  the  NYS  Departments  of 
Labor  and  Economic  Development  and  other  agencies  for  more  than  1,700  employers  which 
resulted  in  a  28%  increase  in  job  placements  over  the  previous  year.  Targeted  training  and 
technical  assistance  for  small  employers  and  union  leadership  and  projects  for 
apprenticeship  opportunities  are  planned  for  this  year. 

These  examples  offer  only  a  brief  look  at  the  kinds  and  methods  of  social  change  being 
influenced  by  Developmental  Disabilities  Councils. 

THE  PRESIDENT'S  BUDGET  REQUEST 

The  Administration's  FY  '95  Budget  seeks  to  turn  back  this  tide  of  progress.  While  once 
again  increasing  Councils'  responsibilities,  the  Administration  seeks  to  reduce  funding  to 
Councils  by  $10  million.  The  rationale  for  this  change  rests  on  a  fundamental 
misunderstanding  of  the  history  of  the  program  and  a  lack  of  knowledge  of  the  purpose  and 
accomplishments  of  Councils.  The  Administration  claims  its  proposed  reduction  is  due  to 
a  need  to  increase  funding  for  Protection  and  Advocacy  Systems  to  meet  an  increased  work 
load  caused  by  the  Americans  with  Disabilities  Act.  While  there  is  an  increased  demand 
for  legal  services  as  a  result  of  the  ADA  the  Administration  ignores  the  critical  role  DD 
Councils  play  in  ADA  implementation  by  educating  consumers  about  their  rights,  employers 
about  their  responsibilities,  owners  of  public  accommodations  about  ADA  requirements, 
state  and  local  governments  about  their  obligations  under  the  ADA  and  the  general  public 
about  the  values  of  independence,  productivity,  integration  and  inclusion  into  the 
community  of  people  with  developmental  disabilities.  The  Council  role  in  ADA 
implementation  differs  from  that  of  the  P&A.  Their  roles  are  complementary  and  equally 
necessary. 

The  Administration's  rationale  further  assumes  the  Councils'  shift  from  provider  of  direct 
services  to  agents  for  systemic  change  occurred  much  later  than  is  actually  the  fact.  That 
funding  adjustment  was  made  in  1976  when  the  purpose  of  the  Basic  State  Grant  program 
changed.  For  more  than  twenty  years,  Developmental  Disabilities  Councils  have  been 
engaging  in  systemic  change  activities  and  have  proved  over  time  their  effectiveness  in  this 
role.  They  have  also  proved  that  while  systemic  change  does  not  come  cheaply,  their  small 
investments  have  resulted  in  millions  of  dollars  worth  of  services  for  people  with 
developmental  disabilities  and  improved  public  attitudes. 

Councils  are  funding  a  wide  variety  of  activities,  from  demonstrating  innovative,  state  of  the 
art  services  to  training  people  with  developmental  disabilities  to  be  self-advocates;  from 
promoting  and  coordinating  home  ownership  to  changing  public  attitudes.  For  example, 
Councils  led  the  way  in  developing  supported  work  initiatives,  long  before  the  supported 
employment  program  under  the  Rehabilitation  Act  was  created.  Councils  work  in  this  area 
proved  that  people  with  the  most  severe  disabilities  COULD  work  in  the  regular  work  force. 
The  next  great  challenges  include  the  development  of  systems  for  individual  and  family 
support  in  areas  such  as  personal  assistance  services  and  the  development  of  state  health 
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care  reform  initiatives  which  address  the  needs  for  long  term  and  specialized  services 
needed  by  people  with  developmental  disabilities. 

With  the  1993  Amendments  to  the  DD  Act  Congress  has  once  again  mandated  that 
Councils  do  more.  Councils  are  now  asked  to  examine  the  possibility  of  addressing  the 
needs  of  people  with  disabilities  other  than  developmental  disabilities,  potentially  increasing 
the  target  population  from  3  million  to  49  million,  which  would  require  far  greater  resources 
than  are  currently  envisioned  for  Councils.  Even  if  Councils'  focus  is  not  expanded, 
Councils  face  increased  demands  on  their  time  and  resources:  the  Americans  with 
Disabilities  Act,  health  care  reform  and  long  term  services,  inclusive  education,  supported 
living  and  many  and  other  disability  policy  issues  are  all  crying  for  attention.  As  state 
budgets  feel  the  crunch  of  increased  demand  on  a  shrinking  resources,  Councils  are 
increasingly  looked  to  for  help. 

The  effect  of  the  proposed  reduction  in  funding  would  be  devastating  for  many  Councils. 
This  is  especially  true  for  the  21  minimum  allotment  States  and  territories,  which  now 
receive  $420,000  and  $220,000  respectively.  These  Councils  have  consistently  been  able  to 
do  a  lot  with  very  little;  however,  a  substantial  reduction  in  funds  would  devastate  their 
ability  to  impact  the  system,  would  require  staff  reductions,  would  postpone  or  eliminate 
new  initiatives  and  would  curtail  or  cancel  many  current  projects. 

Should  this  proposed  reduction  come  to  pass,  the  future  of  the  Developmental  Disabilities 
Program  would  be  uncertain  at  best  and  would  have  disastrous  results  for  people  with 
developmental  disabilities. 

CONCLUSION 

The  bottom  line  is  that  this  is  ABSOLUTELY  the  WRONG  TIME  to  reduce  resources  to 
Councils.  Councils  are  a  major  initiator  of  change  at  the  state  level  and  this  is  a  critical 
time  in  our  history.  Councils  have  planted  the  seeds  for  the  public  to  accept  many  changes 
that  only  a  few  years  ago  were  unthinkable  -  moving  people  from  institutions  to  the 
community  and  from  sheltered  "busy  work"  to  real  jobs  for  real  pay  in  the  community. 
Councils  have  shown  America  that  these  things  can  be  done.  DD  Councils  must  be  able 
to  continue  to  fertilize  the  field  from  which  is  beginning  to  blossom  a  new  way  of  providing 
support  to  people  with  developmental  disabilities. 

Councils  have  proven  over  and  over  again  that  they  are  the  only  consistent  voice  for  ALL 
people  with  developmental  disabilities,  not  just  those  with  specific  labels.  Councils  neither 
need  nor  want  billions  of  dollars  in  appropriations;  rather,  they  want  and  need  a  steady 
growth  in  resources  to  enable  them  to  continue  strategic  interventions,  without  which 
crumbling  old  systems  would  persist  in  spite  of  new  knowledge  about  better  methods. 
Councils'  goal  is  clear  -  to  create  a  welcoming  society  which  supports  and  includes  ALL 
people  with  developmental  disabilities. 

In  fiscal  year  1995,  Councils  need  $77.4  million  to  keep  doing  the  job. 
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The  National  Association  of  Pediatric  Nurse  Associates  and  Practitioners  (NAPNAP) 
appreciates  the  opportunity  to  present  written  testimony  on  behalf  of  the  4,100  members  who 
specialize  as  pediatric,  family  or  school  nurse  practitioners.  We  would  like  to  express  our  deep 
appreciation  for  the  support  the  House  Appropriations  Subcommittee  on  Labor,  Health  and 
Human  Services,  Education  has  given  us  over  the  years.  Our  specific  interests  include  nurse 
practitioner  education,  nursing  research  and  immunization  programs  meeting  the  needs  of 
children. 

Nurse  Practitioner  Education 

NAPNAP  is  concerned  about  funding  for  health  professionals  education.  NAPNAP 
believes  that  children  are  our  nation's  most  valuable  resource  and  that  they  need  access  to  health 
care  regardless  of  race,  economic  status  or  religious  beliefs.  NAPNAP  is  concerned  that  many 
children  do  not  have  health  insurance  and/or  access  to  necessary  health  care  services. 

Heightened  concern  about  health  care  coverage  gaps  and  the  costs  of  care,  coupled  with 
the  prospect  for  health  care  delivery  system  reform,  provide  a  unique  opportunity  for  the  nurse 
practitioner.  While  health  policy  experts  concentrate  on  the  shortage  of  primary  care  providers, 
especially  in  rural  and  urban  areas,  many  neglect  to  take  into  account  the  number  of  nurse 
practitioners  who  are  able  and  qualified  to  handle  a  large  percentage  of  primary  care  services. 
Increased  funding  for  nurse  practitioner  education  would  boost  the  supply  of  primary  care 
providers  and  lessen  the  need  for  more  primary  care  physicians.  Since  NPs  have  proven 
themselves  as  quality,  cost-effective  providers,  it  would  seem  prudent  for  Congress  to  increase 
funding  for  nurse  practitioners.  After  all,  the  Office  of  Technology  Assessment  determined  back 
in  1986  that  the  quality  of  care  provided  by  non-physician  practitioners  "is  equivalent  to  the 
quality  of  comparable  services  provided  by  physicians." 

To  meet  the  need  for  increased  services  that  hopefully  will  result  from  expanding  access 
through  health  care  reform,  President  Clinton  has  recommended  doubling  the  number  of  nurse 
practitioners  produced  annually.  NAPNAP  supports  this  recommendation  but  recognizes  that 
increased  funding  alone  will  not  increase  the  number  of  nurse  practitioners.  Currently,  nursing 
schools  do  not  have  the  faculty  or  qualified  preceptors  needed  to  train  more  nurse  practitioners. 
According  to  recent  news  accounts,  there  is  concern  about  the  possibility  of  a  nursing  shortage 
resulting  from  the  lack  of  nurses  with  advanced  degrees  who  are  qualified  to  serve  as  faculty  for 
training  new  nurses.  Of  America's  2  million  nurses,  only  6%  have  master's  degrees. 

Statistics  vary  but  most  health  policy  experts  estimate  the  number  of  practicing  nurse 
practitioners  at  25,000.  According  to  the  Bureau  of  Health  Professions,  there  are,  in  any  one 
year,  a  total  of  about  1076  new  students  enrolled  in  NP  programs.  Counting  part-time  students, 
this  number  could  be  significantly  higher.  Most  programs  have  waiting  lists  because  they  are 
at  capacity  with  respect  to  faculty  and  clinical  sites  for  preceptorships.  Waiting  lists  are  as  long 
as  100  or  more  students  in  some  cases.  At  the  current  rate,  it  will  take  many  years  to  reach  the 
President's  recommendation  of  doubling  the  number  of  nurse  practitioners. 

Today,  47  PNP  education  programs  are  accredited  by  the  National  Certification  Board  of 
Pediatric  Nurse  Practitioners  and  Nurses.    Unfortunately,  only  8  are  receiving  federal  funding 
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support  through  the  Nurse  Education  Act.  This  year,  36  nurse  practitioner  education  program 
applications  were  approved  but  notified  they  will  go  unfunded  due  to  lack  of  resources.  Another 
$6.8  million  would  have  funded  these  programs  and  increased  the  supply  of  nurse  practitioners. 

For  FY  1995,  the  President's  budget  combines  the  Bureau  of  Health  Professions'  health 
workforce  initiatives  into  five  areas.  The  Nurse  Practitioner/Nurse  Midwife  education  program 
is  one  of  12  programs  included  in  the  primary  care  health  professions  initiative.  Ironically,  this 
category  received  a  $13  million  decrease  at  a  time  when  Congress  is  examining  ways  to  increase 
the  numbers  of  primary  care  providers.  In  addition,  the  Administration's  proposal  requires 
institutions  to  match  grants  for  the  first  time  which  may  hinder  our  ability  to  start-up  new 
programs  and  increase  the  number  of  nurse  practitioners.  Without  increased  funding  support  for 
primary  care,  the  number  of  PNPs  will  decline  at  a  time  when  child  health  care  needs  are 
increasing.  Low  birth  weight  babies,  immunization  problems,  school  screening  programs, 
substance  abuse  and  the  feeding  of  children  are  but  a  few  examples  of  problems  PNPs  can  help 
resolve. 

Accordingly,  we  are  extremely  concerned  about  the  President's  plan  to  combine  the  health 
professions  education.  Based  on  history,  we  are  skeptical  about  having  to  compete  with  family 
physicians,  pediatricians,  and  general  internists  for  primary  care  dollars.  We  can  appreciate  the 
need  to  streamline  program  costs  and  downsize  full-time  equivalents  during  a  time  of  tight  fiscal 
constraints.  However,  consolidation  should  not  occur  at  the  expense  of  proven,  established 
nursing  programs.  These  programs  are  needed  to  meet  the  nursing  demands  of  society  and  the 
marketplace.  Instead,  we  recommend  that  the  nurse  practitioner/nurse  midwife  program  be  fully 
funded  at  its  current  authorized  level  of  $20  million.  We  believe  an  increase  is  essential  to  meet 
the  primary  care  needs  of  tomorrow's  health  care  delivery  system. 

National  Institute  of  Nursing  Research 

We  applaud  the  President's  commitment  to  reforming  our  country's  health  care  system. 
Furthermore,  we  support  the  Administration's  emphasis  on  biomedical  and  behavioral  research 
promoting  health  and  preventing  diseases,  disorders,  and  other  health  conditions.  NAPNAP 
believes  the  health  care  system  should  incorporate  changes  which  focus  on  the  promotion  of 
health  and  the  prevention  of  disease.  The  current  emphasis  which  places  priority  on  the  treatment 
of  disease  should,  therefore,  be  modified.  Preventive  health  care  includes  those  activities  which 
actively  promote  responsible  behavior  and  the  adoption  of  healthy  lifestyles.  Prevention  is  the 
best  opportunity  to  reduce  the  increasing  economic  resources  spent  to  treat  preventable  illness 
and  functional  impairments.  The  promotion  of  health  through  behavior  changes  will  keep 
America's  children  healthier  and  enable  financial  and  social  resources  to  be  used  more  wisely. 

At  present,  the  National  Institute  of  Nursing  Research  is  one  Institute  that  already  places 
an  emphasis  on  outcomes.  Additionally,  the  NINR  focuses  on  care  issues  rather  than  cure  issues. 
The  NINR  targets  vulnerable  populations  including  minorities,  children  and  adolescents.  For 
example,  the  NINR  is  currently  researching  topics  such  as  why  pregnant  teens  do  or  do  not  seek 
prenatal  care  and  conducting  basic  studies  on  family  violence  and  child  abuse.  Specific  target 
areas  include  the  development  and  testing  of  community-based  nursing  models  designed  to 
promote  innovative  high-quality  health  services  for  rural  and  underserved  populations. 
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Preliminary  research  supported  by  the  NINR  is  demonstrating  the  importance  of  culturally 
sensitive  interventions  in  removing  barriers  to  prenatal  care  as  well  as  the  need  for  social 
supports  to  enhance  health  behaviors  that  affect  the  mother  and  normal  development  of  the  fetus. 
Clinical  trials  will  compare  maternal  and  infant  outcomes  and  costs  of  care  among  groups  of 
women  at  high-risk  for  delivering  low  birth  weight  infants,  testing  nursing  interventions  that  have 
previously  been  found  to  be  effective  in  specific  high-risk  groups.  We  believe  that  the  focus  of 
this  research  parallels  the  Administration's  priorities  regarding  the  prevention  of  disease  and 
disability  and  represents  an  investment  in  the  health  of  our  nation's  children. 

The  NINR's  top  priority  is  increasing  the  award/success  rate  for  research  project  grants. 
In  FY  1993,  the  estimated  success  rate  for  the  Institute  was  13.9%.  In  FY  1994,  the  estimated 
rate  drops  to  10.5%-compared  to  the  NIH  estimated  success  average  of  24.6%.  NAPNAP 
supports  an  increase  in  the  research  investment  at  the  NINR  of  $75  million  to  meet  the  demands 
of  health  research  needed  under  health  care  reform.  The  President's  budget  includes  an 
appropriation  of  $48,326  million  in  non-AIDS  monies.  While  the  total  appropriation  may 
represent  a  slight  increase  over  the  FY  1994  appropriation,  we  believe  $75  million  is  needed  to 
bring  the  Institute's  success  rate  more  in  line  with  that  of  other  Institutes. 

Immunization 

Finally,  NAPNAP  supports  the  68%  increase  in  immunization  funds  proposed  by  President 
Clinton  in  his  FY  1995  budget.  We  commend  the  Administration's  emphasis  on  improving 
immunization  rates.  Immunization  in  early  childhood,  a  hallmark  of  preventive  health  care,  is 
recognized  as  a  proven  public  health  tool  in  controlling  certain  communicable  diseases  known 
to  cause  death  or  debilitation.  GAO  reports  that  "immunization  against  childhood  diseases  averts 
the  costs  of  treatment  for  preventable  diseases  and  saves  as  much  as  $14  for  every  $1  invested." 

More  than  40  percent  of  American  preschoolers  are  not  adequately  immunized.  The 
largest  group  of  children  at  risk  of  contracting  preventable  childhood  illnesses,  such  as  measles, 
mumps  and  whooping  cough  are  infants  and  preschool  children.  We  can  and  must  do  a  better 
job  of  protecting  our  children.  The  cost  of  our  failure  to  immunize  children  continues  to  drain 
our  resources  and  threatens  the  health  and  economy  of  this  nation. 

In  order  to  meet  the  Public  Health  Service  goal  of  immunizing  90  percent  of  all  American 
children  by  age  2  with  the  basic  immunizations  series,  NAPNAP  concurs  with  the  President's 
recommendation  of  $888  million  for  combined  childhood  vaccination  programs.  In  particular, 
we  support  the  $464  million  in  added  discretionary  funds  for  extended  clinic  hours,  mobile 
vaccination  units,  vaccine  purchases,  publicity  campaigns  about  the  importance  of  vaccinating 
young  children  and  other  outreach  activities. 

Thank  you  for  the  opportunity  to  provide  written  testimony  to  the  Subcommittee. 
NAPNAP  is  mindful  that  this  is  a  year  of  increased  pressure  to  cut  programs.  However,  we 
believe  these  three  requests  for  increased  funding  are  clearly  an  investment  in  our  nation's  most 
valuable  resource-children.    Therefore,  we  recommend: 
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■  full  funding  at  $20  million  for  Nurse  Practitioner/Nurse  Midwife  program, 

■  $75  million  for  the  NINR,  and 

■  $888  million  for  the  Administration's  immunization  program. 

As  health  care  providers  for  our  nation's  64  million  children  and  adolescents,  we  urge  you  to 
make  these  programs  a  priority  in  FY  1995.  We  look  forward  to  working  with  you  to  achieve 
these  goals. 
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Testimony  of  the  Association  for  Professionals  in 
Infection  Control  and  Epidemiology,  Inc. 

House  Appropriations  Committee 
Labor,  Health  and  Human  Services,  and  Education  Subcommittee 

May  6,  1994 

The  Association  for  Professionals  in  Infection  Control  and  Epidemiology,  Inc.  (APIC) 
submits  testimony  for  consideration  on  the  subject  of  budget  appropriations  for  FY  1995.  APIC 
is  a  national  professional  organization  of  over  10,000  nurse,  physician  and  microbiologist 
members  who  have  primary  responsibility  for  the  prevention  and  control  of  infections  acquired 
in  healthcare  settings.  As  part  of  its  mission,  APIC  seeks  to  influence  decision  makers  at  all 
levels  in  the  public  and  private  sectors  on  issues  relevant  to  infection  prevention. 

APIC  concerns  itself  broadly  with  issues  affecting  public  health  and  safety  realizing  that 
programs  addressing  community  health  concerns  also  impact  the  provision  of  services  throughout 
the  continuum  of  healthcare  delivery.  APIC  also  realizes  priorities  must  be  established  for 
appropriating  funds  to  support  such  efforts.  It  is  to  this  issue  of  prioritization  that  APIC 
addresses  its  remarks. 

A  major  concern  to  APIC  members  is  assuring  that  the  public  health  infrastructure  to 
support  communicable  disease  surveillance  and  intervention  efforts  is  not  compromised  as  a 
result  of  decisions  related  to  the  national  healthcare  reform  initiative.  During  the  past  decade 
we  have  witnessed  in  this  nation  two  significant  communicable  disease  crises:  1)  the  emergence 
of  a  new,  lifethreatening  virus,  HIV,  which  has  already  cost  well  over  200,000  lives  and  infected 
an  estimated  million  citizens,  and  2)  the  re-emergence  of  tuberculosis  (TB)  which  has  reached 
epidemic  proportions,  particularly  in  our  inner  cities  where  the  health  of  citizens  is  threatened 
by  proverty,  malnutrition,  violence,  as  well  as  infectious  disease.  The  inter-relationship  of  these 
two  epidemics  cannot  be  ignored.  It  was  the  failure  to  support  the  public  health  infrastructure 
during  the  emergence  of  the  HIV  epidemic  that  largely  contributed  to  the  return  of  TB.  This 
lack  of  foresight  has  cost  more  in  the  provision  of  health  care,  not  to  mention  the  enormous  cost 
of  lives,  than  what  would  have  been  spent  in  prevention.  Adding  to  the  complexity  of  this 
problem  is  that  millions  of  dollars  will  now  be  spent  in  misguided  policies  aimed  at  reducing 
occupational  risk  through  federal  programs  erroneously  placing  greatest  emphasis  on  the  least 
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important  element  in  occupational  tuberculosis  exposure  prevention,  namely  personal  protective 
equipment  or  respiratory  protective  devices  (HEPA-filtered  masks).  Monies  currently  being 
spent  to  meet  these  requirements  are  being  diverted  from  more  effective  prevention  techniques 
and  other  areas  of  healthcare  delivery.  APIC  pleads  with  policy  makers  involved  in  this  and 
other  healthcare  initiatives  to  define  issues  and  regulate  actions  on  the  basis  of  sound  scientific 
data  and  in  the  absence  of  such  data,  proceed  not  at  all  or  with  the  greatest  of  caution. 

During  the  past  two  years,  inroads  at  controlling  TB,  largely  through  traditional  public 
health  approaches,  namely  early  detection  and  treatment  of  persons  with  active  TB  disease,  and 
appropriate  isolation  of  those  who  are  communicable,  have  contributed  to  the  decline  in  the 
epidemic.  However,  TB  has  not  been  brought  under  "control"  and  we,  as  a  nation,  cannot  be 
lulled  into  believing  attention  to  this  deadly  and  debilitating  disease  can  be  diverted.  When  TB 
re-emerged,  we  did  not  have  state-of-the  art  laboratory  detection  methods,  treatment  modalities, 
or  surveillance  and  intervention  services  consistently  distributed  in  the  field  to  respond,  thus  an 
epidemic  resulted.  While  major  strides  in  improving  TB  management  have  been  made,  there 
are  still  significant  deficiencies  in  our  knowledge  which  must  be  addressed  through  research  and 
community-based  programs.  Funding  for  TB  control  efforts  must,  therefore,  minimally  remain 
at  current  levels  for  the  foreseeable  future,  and  based  on  outcome  evaluation,  be  adjusted  to  meet 
existing  and  future  needs.  In  addition,  because  of  inadequate  facilities  for  housing  those  who 
no  longer  need  hospitalization,  but  require  supervised  care,  community-based  programs  to 
support  those  services  must  be  included  in  any  funding  determination. 

The  HIV/ AIDS  epidemic  poses  a  different  public  health  concern  which  requires  another 
response  model.  HIV  disease,  as  of  1994,  remains  an  ultimately  fatal  condition.  The  dilemma 
it  poses  from  a  public  health  perspective  is  that  the  majority  of  persons  with  HIV  infection 
remain  asymptomatic  yet  infectious  for  ten  or  more  years  before  the  onset  of  disease  symptoms. 
There  is  no  vaccine,  there  is  no  post-exposure  prophylaxis,  and  the  spectrum  of  disease  induced 
by  HIV  continues  to  evolve.  As  diseases  such  as  Pneumocystis  carinii  pneumonia  become  more 
preventable,  others  emerge  to  take  their  place.  A  significant  funding  issue  affecting  AIDS 
prevention  and  care  today  is  the  cohort  of  persons  infected  ten  years  ago  that  today  requires 
millions  of  dollars  in  direct  healthcare  services.  This  has  resulted  in  a  diversion  of  dollars  from 
HIV  prevention  to  HIV  care,  but  leaves  vulnerable  in  its  wake  an  emerging  sexually  active 
population  who,  if  not  reached  through  prevention  efforts,  will  become  the  next  wave  of  an 
ongoing  epidemic.  Funding  for  AIDS  prevention,  care,  and  research  cannot  be  compromised 
lest  we  suffer  the  lessons  of  the  TB  epidemic. 

Beyond  these  public  health  priorities,  APIC  is  also  concerned  about  issues  affecting 
primary  and  tertiary  health  care.  Most  APIC  members  practice  in  healthcare  facilities,  hospitals 
and  nursing  homes  in  particular,  where  their  efforts  at  reducing  nosocomial  infection  have  in  the 
last  two  decades  resulted  in  a  significant  decline  in  preventable  hospital-acquired  infections. 
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Provider-specific  and  procedure-specific  hospital-acquired  infection  data  are  used  as  a 
measurement  of  the  quality  of  care  provided  by  an  institution.  Development,  evaluation, 
validation  of  as  well  as  information  dissemination  about  such  epidemiologically  sound  quality 
indicators  is  becoming  increasingly  important  in  this  nation's  move  toward  universal  healthcare 
reform.  APIC  continues  to  enjoin  decision  makers  at  facility,  health  planning,  local,  state  and 
federal  levels  to  limit  the  use  of  "quality  indicators"  to  those  of  proven  scientific  foundation, 
reliability  and  validity.  Data  from  ill-conceived  indicators  attempting  to  measure  and  market 
healthcare  quality  in  order  to  shape  healthcare  policy  will  surely  cost  us  precious  national 
resources  we  cannot  afford  to  waste. 

A  cornerstone  of  the  success  of  infection  control  programs  has  been  the  education  of 
thousands  of  facility-based  healthcare  providers  on  infection  prevention  practices.  However, 
APIC  has  become  increasingly  concerned  about  the  availability  and  quality  of  infection  control 
education  and  the  presence  of  infection  control  policies  and  procedures  in  settings  where  primary 
care  is  provided  and  where  there  is  little  regulatory  oversight.  These  concerns  are  supported 
by  accumulating  evidence  of  failure  to  adhere  to  scientifically  accepted  principles  and  practices 
of  infection  control  as  demonstrated  by  cases  of  HIV  transmission  to  patients  by  contaminated 
instruments  and  the  potential  for  disease  transmission  through  inappropriate  use  of  injection 
equipment  (Morbidity  and  Mortality  Weekly  Report.  Vol.  42.  No.  50.  p.  969.  December 
24.1993). 

APIC  strongly  urges  the  House  Appropriations  Committee  to  consider  a  new  educational 
initiative  that  would  provide  comprehensive,  scientifically  sound,  and  clearly  defined  infection 
control  education  beginning  with  basic  health  professions  schools  as  part  of  continuing 
professional  education.  We  recommend  that  such  a  program  be  guided  by  the  Centers  for 
Disease  Control  and  administered  through  grants  provided  under  the  Health  Education  and 
Resources  Administration.  A  model  of  this  approach  is  currently  being  implemented  by  the 
State  of  New  York  Department  of  Health. 

The  final  area  we  wish  to  address  concerns  the  need  to  assure  better  protection  from 
bloodborne  pathogen  transmission  for  our  nation's  healthcare  workers  through  assuring  the 
implementation  of  safer  devices  to  prevent  needlestick  injuries.  It  is  estimated  that  over  800,000 
such  injuries  are  reported  each  year;  for  various  reasons,  thousands  more  go  unreported. 
Devices  are  becoming  more  readily  available  to  address  this  concern  but  cost  is  a  major  limiting 
factor  in  their  implementation.  Legislation  that  taxes  or  otherwise  penalizes  organizations  that 
have  not  introduced  safer  needle  technology  only  imposes  greater  fiscal  and  bureaucratic 
pressures  on  healthcare  facilities.  What  is  sorely  needed  is  research  to  document  the  "in-use" 
effectiveness  of  specific  devices  and  fiscal  incentives  to  support  their  purchase. 
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RECOMMENDATIONS: 

Based  on  the  foregoing  discussion,  APIC  makes  the  following  recommendations  regarding 
appropriations  for  FY  1995: 


1.  Tuberculosis  Elimination:  APIC  supports  the  funding  level  suggested  by  the  Centers  for 
Disease  Control  and  Prevention  (CDC)  Coalition,  namely  $484  million.  We  are  concerned  about 
the  disparity  between  the  CDC  Coalition  recommendation  and  the  Administration's  proposal  of 
$121  million.  As  we  learned  with  HIV,  underfunding  the  present  will  cost  us  a  great  deal  more 
in  the  future. 

2.  HIV/AIDS:  APIC  supports  the  funding  level  suggested  by  the  CDC  Coalition,  $588  million. 

3.  Occupational  Safety:  APIC  supports  the  level  recommended  by  the  CDC  Coalition  and 
again  points  out  the  $40  million  dollar  disparity  (over)  between  the  CDC  recommendation  and 
the  Administration's  proposed  budget. 


4.  Infection  Control  Education:  APIC  recommends  a  pilot  HSRA  program  be  funded  initially 
at  $20  million  and  be  targeted  at  primary  care  providers,  the  provider  group  most  likely  to 
expand  under  healthcare  reform. 


CLOSURE: 

Competing  priorities  challenge  the  House  Appropriations  Committee  in  its  deliberations 
over  the  1995  budget  appropriations,  especially  in  the  area  of  health  care.  APIC  thanks  the 
members  of  the  Committee  for  considering  its  perspective  on  this  issue  and  stands  ready  to 
provide  additional  supporting  information  or  testimony  as  may  be  appropriate. 
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Dr.  Robert  W.  Day,  President  and  Director,  Fred  Hutchinson  Cancer  Research  Center,  1124 
Columbia  Street,  MP-901,  Seattle,  Washington,  98104. 

Thank  you  for  the  opportunity  to  present  a  statement  for  the  record  on  behalf  of  the  Fred 
Hutchinson  Cancer  Research  Center  (FHCRC),  which  was  founded  in  1975.  As  a  federally- 
designated  cancer  center,  the  FHCRC  supports  three  core  divisions: 

o  Basic  Sciences,  which  work  focuses  on  learning  more  about  how  cells  work  and  how  this 

relates  to  the  causes  of  cancer; 
o  Clinical  Research,  which  develops  and  tests  new  treatments  to  save  the  lives  of  cancer 

patients,  such  as  bone  marrow  transplantation;  and 
o  Public  Health  Sciences,  which  focuses  on  the  causes  of  cancer  and  develops  programs 

to  help  avoid  cancer  by  improving  lifestyles  and  environments. 

I  would  like  to  thank  the  Committee  for  its  strong  support  of  medical  and  cancer  research 
programs.  We  applaud  the  position  of  the  Committee  last  year  to  avoid  specific  earmarks  for 
diseases.  Your  support  of  the  belief  that  the  course  of  science  is  best  charted  by  scientific 
opportunity  is  greatly  appreciated  by  the  research  community. 

This  statement  will  address  three  specific  points:  cancer  research  as  an  investment 
priority;  indirect  costs  and  their  impact  on  the  conduct  of  research;  and  the  Women's  Health 
Initiative. 

Cancer  Research  as  an  Investment 

Cancer  research  is  an  investment  in  people,  both  those  diagnosed  with  cancer  and  those 
who  will  be  diagnosed  with  cancer  in  their  lifetime.  In  a  recent  report,  the  NIH  estimated  that 
approximately  $800  million  invested  in  NIH-supported  clinical  and  applied  research  had  potential 
to  realize  a  one-year  savings  of  between  $5.2  billion  and  $6.7  billion~an  amazing  600  to  800 
percent  return  on  investment. 

Cancer  research  is  an  investment  in  the  economy  of  this  country,  as  is  evidenced  by  the 
experience  of  the  FHCRC.  We  employ  over  1,700  professional  and  support  staff  and  have  an 
annual  budget  in  excess  of  $100  million;  approximately  80  percent  is  received  from  federal 
research  programs  such  as  the  National  Institutes  of  Health  (NIH).  NTH  supports  over  84%  of 
the  entire  federal  effort  in  biotechnology,  which  the  Department  of  Commerce  estimates  was  a 
$6  billion  industry  in  1993  and  will  be  a  $50  billion  by  the  year  2000.  Since  1975,  research 
progress  in  our  laboratories  has  led  to  the  development  of  10  biotechnology  companies  in  the 
Pacific  Northwest.  This  is  certainly  evidence  of  the  contribution  federally-sponsored  basic 
research  programs  makes  to  the  economy  and  the  economic  well  being  of  this  nation. 
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Cancer  research  is  an  investment  in  innovation.  Our  federal  research  enterprise  is 
recognized  throughout  the  world  as  a  leader  in  biomedical  sciences.  In  a  recent  article  in  The 
Scientist  a  review  of  the  world-wide  high  impact  performers  in  molecular  biology  and  genetics 
was  presented.  The  FHCRC  ranked  7th  worldwide  in  research  institutions,  and  Dr.  H. 
Weintraub,  a  FHCRC  scientist,  ranked  8th  in  the  world  of  research  scientists  in  this  research 
discipline. 

Mr.  Chairman,  investing  in  the  National  Institutes  of  Health  and  the  National  Cancer 
Institute  is  an  investment  in  the  economy  and  health  of  this  nation.  The  investment  priorities 
of  this  country  should  produce  significant  benefit  by  improving  our  economic  base,  increasing 
our  technological  capabilities  and  protecting  precious  resources.  There  is  no  better  example  of 
these  principles  than  the  research  programs  funded  by  the  NIH. 

Indirect  Costs 

The  Administration's  Budget  Request  includes  a  proposal  to  "pause"  or  perhaps  better, 
"freeze,"  indirect  cost  reimbursement  rates.  Our  interpretation  of  this  request  is  a  level  dollar 
amount  of  federal  indirect  cost  recovery  from  FY  1994  to  FY  1995.  This  would  be  detrimental 
to  the  FHCRC  since  our  research  activity  supported  from  federal  sources  has  grown  each  year 
by  an  average  of  10+  % . 

FHCRC  Percentage  Increase  in  Research  Effort:     89-90,  14%  increase 

90  -  91,   6%  increase 

91  -  92,  13.5%  increase 
92-93,  20%  increase 

Direct  and  indirect  costs  are  real  costs.  The  dollars  reimbursed  pay  for  approved  and 
absolutely  essential  expenses  associated  with  the  conduct  of  research.  The  proposed  "pause" 
would  have  left  actual  expenditures  unreimbursed,  despite  FHCRC  carefully  following  regulatory 
guidelines  and  in  conformance  with  formal  agreements  for  these  expenditures.  WE  have 
commitments  to  repay  bonds  for  facilities  and  continuing  obligations  under  leases  for  necessary 
facilities  to  conduct  federally  sponsored  research.  These  agreements  would  not  be  recognized 
under  the  "pause. " 

We  urge  the  Committee  to  consider  indirect  costs  as  a  necessary  and  core  component  of 
conducting  research,  and  applaud  the  recent  action  by  the  Senate  Budget  Committee  and  the 
Conference  Committee  on  the  Budget  which  recognized  indirect  costs  as  a  real  and  legitimate 
cost  of  research. 

Women's  Health  Initiative 

Last  year,  the  FHCRC  was  selected  as  the  Coordinating  Center  for  the  Women's  Health 
Initiative  as  well  as  one  of  the  currently  active  Clinical  Centers  for  the  WHI  Clinical  Trial  and 
Observational  Study.  Over  the  past  decade,  FHCRC  investigators  have  been  active  in  related 
preliminary  studies.  This,  however,  will  be  the  largest  coordinated  study  of  women's  health 
issues  ever  undertaken. 
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The  WHI  Clinical  Trial  will  test  the  ability  of  a  low  fat  eating  pattern,  of  hormone 
replacement  therapy,  and  of  calcium  and  Vitamin  D  supplementation  to  improve  the  health  of 
postmenopausal  American  women.  The  dietary  modification  component  is  specifically  designed 
to  study  the  prevention  of  breast  cancer,  colorectal  cancer  and  coronary  heart  disease.  The 
hormone  replacement  component  is  designed  to  study  the  prevention  of  coronary  heart  disease 
and  bone  fractures,  and  includes  careful  surveillance  of  possible  effects  on  the  breast  and  the 
uterus.  The  calcium  and  Vitamin  D  component  is  designed  to  study  the  prevention  of  bone 
fractures  and  colorectal  cancer.  These  are  among  the  most  common  and  most  feared  diseases 
among  middle-aged  and  older  women.  A  partial  factorial  design  will  allow  a  separate 
assessment  of  the  effects  of  each  "treatment"  on  the  targeted  diseases  and  on  overall  health. 

A  total  of  63,000  women  in  the  age  range  50-79  will  be  randomly  assigned  to  one  or 
more  of  the  three  Clinical  Trial  components.  Of  these  48,000  will  participate  in  the  dietary 
modification  component,  25,000  in  the  hormone  replacement  component,  and  45,000  in  the 
calcium  and  vitamin  D  component  with  many  women  participating  in  two  or  more  components. 
The  Clinical  Trial  is  underway  in  sixteen  clinical  centers  across  the  nation.  Additional  clinical 
centers  will  soon  be  added.  Tens  of  thousands  of  women  have  volunteered  to  participate  in  the 
Clinical  Trial,  many  of  whom  have  already  been  screened  for  eligibility  or  have  begun  active 
treatment. 

The  WHI  Clinical  Trial  builds  on  decades  or  more  of  pilot  and  feasibility  studies.  For 
example,  the  dietary  modifications  component  has  been  pilot  tested  in  over  2,000  women  in 
Cincinnati,  Houston  and  Seattle,  beginning  in  1984,  under  the  auspices  of  the  National  Cancer 
Institute's  Women's  Health  Trial;  and  more  recently  among  2,250  women,  many  of  whom  are 
of  racial  and  ethnic  minorities,  in  Atlanta,  Miami  and  Birmingham,  under  the  auspices  of  the 
National  Cancer  Institute's  Women  Health  Trial  Feasibility  Study  in  Minority  Populations.  The 
dietary  modification  component  of  the  WHI  built  strongly  upon  this  experience  in  the  selection 
of  its  design  assumptions,  dietary  modification  procedures  and  necessary  sample  size.  The 
hormone  replacement,  and  calcium  and  vitamin  D  components  have  similarly  undergone 
considerable  preliminary  study  in  the  United  States  and  in  Europe.  We  believe  the  rationale  for 
all  three  Clinical  Trial  components  to  be  particularly  well  established;  and  that  no  study  design 
short  of  a  randomized  controlled  clinical  trial  can  reliably  test  these  important  public  health 
hypotheses.  Furthermore,  many  American  women  are  already  participating  in  treatments  or 
interventions  related  to  those  to  be  studied  in  the  WHI,  and  the  hypothesized  health  effects  are 
large,  indicating  both  an  urgency  and  a  window  of  opportunity  for  the  conduct  of  the  WHI 
Clinical  Trial. 

The  WHI  Clinical  Trial  and  Observation  Study  has  recently  been  reviewed  by  a 
Committee  operating  under  the  auspices  of  the  Institute  of  Medicine.  While  allowing  that  each 
element  of  the  WHI  could  go  forward  the  Committee  made  a  number  of  recommendations  for 
possible  change.  The  WHI  investigators  appreciate  these  thoughtful  recommendations  which 
have  contributed  to  some  sharpening  of  informed  consent  procedures,  and  of  intended  procedures 
for  Clinical  Trial  monitoring.  These  recommendations  have  also  encouraged  a  careful  rethinking 
of  Clinical  Trial  objectives,  and  have  increased  the  resolve  of  all  connected  to  the  WHI  program 
to  conduct  these  important  studies  within  the  designated  budget. 
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We  and  other  WHI  investigators  appreciate  Congressional  support  to  date  for  the  NIH's 
Women's  Health  Initiative,  and  respectfully  request  continued  commitment  to  this  critical  public 
health  research  program. 

In  closing,  I  urge  the  Committee  to  view  the  NIH  and  NCI  as  an  investment  priority. 
While  some  of  the  individual  programs  of  the  NIH  and  NCI  have  been  considered  an  investment 
by  the  President,  the  overall  increase  for  this  agency  is  not  in  keeping  with  the  investment 
figures  of  other  science  and  technology  programs.  Never  before  has  there  been  a  time  with 
some  much  scientific  opportunity,  I  hope  that  this  Committee  will  continue  its  strong  tradition 
of  doing  all  that  it  can  to  enable  that  potential  to  be  realized. 
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Testimony  of  the 
American  Society  of  Tropical  Medicine  and  Hygiene 


The  American  Society  of  Tropical  Medicine  and  Hygiene  (ASTMH)  is  pleased  to  submit 
testimony  in  support  of  appropriations  for  the  Centers  for  Disease  Control  and  Prevention  (CDC) 
and  the  National  Institutes  of  Health  (NIH).  ASTMH  is  a  professional  society  of  2,600 
researchers  and  practitioners  dedicated  to  the  prevention,  detection,  and  treatment  of  tropical 
infectious  diseases.  The  collective  expertise  of  our  members  is  in  areas  of  basic  science  related 
to  the  developing  world,  and  in  public  health,  epidemiology,  and  medicine. 

We  are  very  appreciative  of  the  Committee's  past  support  for  DHHS  programs  conducted 
by  CDC,  primarily  through  the  National  Center  for  Infectious  Diseases  (NOD),  and  NIH, 
through  the  National  Institute  of  Allergy  and  Infectious  Diseases  (NIAID)  and  the  Fogarty 
International  Center  (FIC),  to  combat  and  control  tropical  infectious  diseases. 

Tropical  infectious  diseases  are  major  public  health  problems,  affecting  more  than  500 
million  people  (one  person  in  10)  worldwide,  and  placing  2.5  billion  people  —  half  the  world's 
population  —  at  risk.  The  "classical"  tropical  diseases  such  as  malaria,  which  annually  claims 
the  lives  of  more  than  one  million  children  in  Africa  alone,  schistosomiasis,  onchocerciasis  (river 
blindness),  lymphatic  filariasis  (elephantiasis),  leishmaniasis,  Chagas  Disease,  African  Sleeping 
Sickness,  and  leprosy  are  most  commonly  found  in  lesser-developed  countries  of  the  tropics. 
These  and  other  infectious  diseases,  such  as  diarrheal  and  acute  respiratory  infections,  present 
major  impediments  to  economic  and  social  progress;  progress  which  is  required  to  eradicate  the 
very  conditions  in  which  such  infections  flourish  -  poverty,  inadequate  housing,  illiteracy, 
malnutrition,  poor  sanitation,  inadequate  water  supply,  and  exposure  to  insect  vectors.  The 
United  States  has  contributed  significantly  to  research  leading  to  improved  means  for  detecting, 
preventing  and  controlling  these  tropical  infectious  diseases,  and  has  vested  as  well  as  humane 
interests  in  continuing  PHS  agency  support  for  research,  training,  and  intervention  programs  for 
these  diseases.  First,  it  is  in  our  best  political  interests  for  underdeveloped  countries  which  are 
dependent  on  foreign  aid  to  become  economically  and  socially  stabilized  —  one  cannot  develop 
a  strong  economy  without  healthy  people.  Further,  increasing  numbers  of  American  citizens  are 
at  risk  of  being  exposed  to  and,  in  the  absence  of  any  naturally  acquired  immunity,  acquiring 
tropical  infectious  diseases  as  a  result  of  increased  frequencies  of  international  tourism,  trade, 
business,  and  military  activities,  as  well  as  immigration. 

Infectious  diseases  are  also  a  leading  cause  of  morbidity  and  mortality  in  the  United 
States.  Some  of  these  are  established  diseases,  such  as  influenza  and  pneumonia;  some  are  new 
or  reemerging  forms  of  established  diseases,  such  as  multidrug-resistant  tuberculosis, 
cryptosporidiosis-which  caused  at  least  50  deaths,  approximately  4,400  hospitalizations,  and  an 
estimated  403,000  infections  in  Milwaukee  last  summer  due  to  an  infected  water  supply,  and 
E.coli  0157:H7— which  caused  at  least  600  infections  in  four  western  states  in  1993  and  caused 
the  deaths  of  several  children  in  Seattle;  and  some  are  new  diseases,  such  as  HIV,  Lyme  disease, 
and  the  Hantavirus  Pulmonary  Syndrome-which  was  first  identified  in  New  Mexico  in  1993  but 
has  recently  been  identified  in  other  regions  of  the  U.S.,  including  the  East  Coast. 
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Centers  for  Disease  Control  and  Prevention 

The  threat  of  infectious  diseases  to  the  U.S.  was  documented  in  a  recent  report  by  the 
Institute  of  Medicine  (IOM),  "Emerging  Infections:  Microbial  Threats  to  Health  in  the  United 
States. "  The  IOM  committee  was  represented  by  members  whose  expertise  covered  many  fields, 
such  as  epidemiology,  virology,  immunology,  public  health,  molecular  biology,  cell  biology, 
parasitology,  infectious  diseases,  and  systematics. 

In  response  to  the  committee's  recommendations,  the  CDC  has  prepared  a  comprehensive 
plan,  "Addressing  Emerging  Infectious  Disease  Threats:  A  Prevention  Strategy  for  the  United 
States,"  which  outlines  how  to  revitalize  our  abilities  to  identify,  contain,  and  prevent  new  and 
reemerging  infectious  diseases.  The  plan  focuses  on  four  major  activities:  (1)  Disease 
Surveillance,  to  detect,  investigate,  and  monitor  emerging  pathogens,  the  diseases  they  cause, 
and  factors  influencing  their  emergence;  (2)  Applied  Research,  to  integrate  laboratory  science 
and  epidemiology,  in  a  cooperative  program  with  States  and  universities,  in  order  to  maximize 
public  health  practice;  (3)  Prevention  and  Control,  to  improve  communication  of  public  health 
information  regarding  emerging  diseases  and  ensure  prompt  implementation  of  prevention 
strategies,  and  to  improve  abilities  to  respond  to  disease  emergencies;  and  (4)  Infrastructure,  to 
strengthen  federal,  state,  and  local  public  health  infrastructures  to  support  surveillance  and 
prevention  and  control  programs,  including  the  availability  of  adequate  personnel,  facilities, 
training,  and  equipment. 

Similarly,  NIAID  and  FIC  have  developed  plans  detailing,  respectively,  biomedical 
research  needs  and  opportunities  for  international  collaboration,  in  response  to  the  IOM 
recommendations  for  addressing  emerging  microbial  threats.  We  urge  this  Committee  to  provide 
adequate  funding  in  1995  to  enable  the  CDC,  and  indeed  all  of  these  Public  Health  Service 
(PHS)  agencies,  to  address,  from  their  respective  areas  of  expertise,  the  critically  important 
health  issues  posed  by  the  emergence  of  new  infectious  disease  agents  in  the  U.S.  and  abroad. 

We  are  also  concerned  about  reductions  in  CDC's  Epidemic  Intelligence  Service  (EIS), 
an  epidemiology  training  and  disease  surveillance  corps  whose  alumnae  include  Surgeon 
Generals,  leaders  of  the  CDC  and  other  branches  of  the  PHS,  and  deans  of  the  nation's  schools 
of  public  health.  EIS  was  one  of  the  nation's  first  attempts  to  provide  a  national  disease 
surveillance  capacity.  It  continues  to  respond  to  public  health  emergencies  by  identifying, 
monitoring,  and  controlling  outbreaks  of  such  diseases  as  Legionnaire's  Disease  and  HIV.  The 
EIS  program  is  central  to  our  national  disease  detection  and  prevention  capability.  Further,  it 
provides  a  critical  public  resource  which  is  unique  to  the  CDC.  We  realize  reductions  in  FTE 
positions  are  necessary  because  of  budget  constraints.  We  urge  the  CDC  and  this  Committee 
to  monitor  the  changes  in  EIS,  to  ensure  that  the  EIS  mission  as  we  know  it  may  continue. 


1621 


National  Institute  of  Allergy  and  Infectious  Diseases 

NIAID  is  the  primary  supporter  of  extramural,  university-based  research  on  tropical 
infectious  diseases,  primarily  through  traditional  individual  investigator-initiated  research  grants. 
It  also  supports  three  special  programs  to  facilitate  research  in  this  area,  as  highlighted  in  the 
Report  of  the  Second  Annual  Meeting  of  the  NIAID  International  Centers  for  Tropical  Disease 
Research:  the  International  Collaboration  on  Infectious  Disease  Research  (ICIDR),  the  Tropical 
Disease  Research  Units  (TDRU),  and  the  Tropical  Medicine  Research  Center  (TMRC)  program. 
NIAID  announced  a  Request  for  Applications  last  year  to  renew  the  ICIDR  program,  in  which 
60  applications  were  received,  and  we  are  grateful  for  your  continued  support  of  this  program. 
The  TDRU  Program,  providing  for  program  project  grants  to  domestic  institutions  and  initiated 
in  1980  for  the  purpose  of  fostering  the  application  of  modem  scientific  approaches  to  parasitic 
disease  problems,  is  up  for  renewal  in  1995.  In  response  to  the  recommendations  of  an  expert 
panel  convened  by  NIAID  to  review  the  past  performance  and  future  opportunities  for  the  TDRU 
program,  NIAID  proposes  to  restructure  its  TDRU  Program  to  target  development  and  testing 
of  new  approaches  for  prevention  and/or  treatment  of  parasitic  diseases.  ASTMH  requests  that 
the  Committee  support  the  renewal  of  this  important  program. 

ASTMH  has  two  major  concerns  regarding  the  allocation  of  funding  within  NIH  for 
which  we  request  this  Committee's  intercession.  First,  we  seek  your  help  in  avoiding  a  repeat 
in  fiscal  year  1995  of  the  inequitable  calculation  and  allocation  of  mandated  FY  1994  budget 
reductions  among  the  line  Institutes  of  NIH,  which  had  a  disproportionately  devastating  impact 
on  non-AIDS  (unprotected)  research  programs  of  Institutes,  such  as  NIAID,  with  a  large  AIDS 
research  portfolio.  This  impact  is  most  readily  evidenced  in  the  differences  between  NIAID's 
1994  paylines  for  AIDS  (14%)  and  non-AIDS  (9%)  research  proposals. 

Secondly,  ASTMH  is  opposed  to  the  Administration's  proposal  to  separate  fiscal 
management  of  allocations  for  AIDS  research  at  the  NIH.  A  distinctive  characteristic  of  NIH 
is  the  diversity  that  enables  the  individual  Institutes  to  utilize  their  scientific  talent  to  address  an 
area  of  research.  Consolidating  funding  for  AIDS  research  would  damage  this  feature.  The 
different  expertise  that  the  various  Institutes  bring  to  the  table  cannot  be  duplicated  in  a  single 
entity.  A  single  appropriation  to  the  Office  of  AIDS  Research  will  either  add  an  unnecessary 
bureaucratic  layer,  if  it  is  designed  as  a  "pass  through"  for  funding,  or  if  it  is  not  a  "pass 
through"  and  actually  does  reduce  how  much  an  Institute  receives,  it  would  pose  a  very  serious 
threat  to  the  planning  and  performance  of  projects  and  programs.  This  proposal  poses  complex 
and  cumbersome  administrative  work  and  distances  the  implementation  of  science  from  the 
planning  process.  Without  the  ability  to  predict  their  resource  base  for  competing  initiatives, 
Institutes  will  not  be  able  to  make  commitments  for  competing  renewals,  a  process  which  takes 
approximately  18  months. 


Fogarty  International  Center 

We  also  request  that  you  continue  to  provide  support  for  the  Fogarty  International  Center, 
whose  programs  facilitate  international  collaborative  research  activities  among  U.S.  and  foreign 
scientists  for  the  prevention  and  treatment  of  tropical  infectious  diseases. 
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Conclusion 

ASTMH  requests  the  Committee  to  continue  its  support  of  PHS  research  and  training 
programs  for  the  prevention  and  control  of  infectious  diseases,  to  include  tropical  infectious 
diseases.  Our  specific  priority  for  CDC  is  the  implementation  of  the  comprehensive  plan  to 
respond  to  the  threat  of  emerging  infectious  diseases.  For  NIAID,  we  request  that  you  carefully 
consider  the  impact  of  the  Administration's  request  to  allocate  all  HIV  funds  directly  to  the 
OAR,  that  you  take  steps  to  ensure  that  N1H  distributes  mandated  budget  reductions  more 
equitably  in  1995  than  was  done  in  1994,  and  that  you  support  the  recompetition  of  the  TDRU 
Program. 

Lastly,  we  request  Members  of  the  Committee  to  support  the  Health  Research  Act  of 
1994,  which  was  introduced  by  Representatives  Coyne  (D-PA),  Richardson  (D-NM),  and  Upton 
(R-MI).  This  legislation,  which  is  supported  by  approximately  200  professional  research 
societies,  patient  groups,  and  other  organizations,  would  provide  a  consistent  funding  source  for 
medical  research.  ASTMH  grassroots  members  are  working  hard  to  obtain  additional  support 
for  this  critical  legislation. 


Thank  you  for  your  consideration  of  our  requests. 
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The  Paget  Foundation  for  Paget' s  Disease  of  Bone  and 
Related  Disorders  is  pleased  to  present  testimony  for 
consideration  by  the  House  of  Representatives  Committee 
on  Appropriations  Subcommittee  on  Labor,  Health  and 
Human  Services,  Education  and  Related  Agencies  for 
Fiscal  Year  1995. 

The  National  Institute  on  Arthritis  and  Musculosleltal 
and  Skin  Diseases  (NIAMS)  the  lead  NIH  institute  which 
addresses  Paget 's  disease  of  bone  and  other  bone  disorders 
including  osteoporosis,  has  been  underfunded  since  its  inception. 
The  budget  for  NIAMS  needs  to  be  brought  to  parity  with 
the  other  institutes  so  that  quality  bone-research  grant 
applications  can  be  funded.  This  can  be  accomplished  if, 
over  the  next  two  years,  the  NIAMS  budget  is  increased  by  a 
total  of  $47  million.  Our  foundation, as  a  member  of 
the  National  Coalition  for  Osteoporosis  and  Related 
Bone  Diseases,  requests  the  subcommittee's  consideration 
of  the  following: 

1. Provide  $27  million  in  additional  funding  for 
NIAMS  in  the  FY  1995  budget,  thus  bringing  its 
budget  to  $250  million; 

2. State  in  your  committee  report  that  a  significant 
portion  of  this  increase  be  used  for  bone  research, 
relating  to  osteoporosis,  Paget 's  disease  and 
osteogenesis  imperfecta. 

Other  institutes  which  conduct  bone  disease  research 
at  NIH  include  the  National  Institute  of  Dental  Research, 
the  National  Institute  of  Diabetes  and  Digestive  and 
Kidney  Diseases,  and  the  National  Institute  on  Aging. 
Our  coalition  recommends  that  each  of  these  institutes 
be  given  additional  funds  in  FY  1995  to  increase  their 
research  in  bone  diseases.  We  recommend  that  the  following 
additional  funds  be  appropriated  to  these  institutes: 

National  Institute  on  Aging  -  $8  million; 

National  Institute  of  Diabetes  and  Digestive 
and  Kidney  Diseases  -  $6  million; 

National  Institute  of  Dental  Research  -  $4  million. 
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Increased  funding  now  for  bone  disease  research  is 
an  investment  which  will  represent  huge  savings  in  health 
care  costs  for  the  millions  of  individuals  who  suffer 
with  osteoporosis,  Paget 's  disease  of  bone  and  other 
painful  and  debilitating  disorders. 

The  Paget  Foundation  thanks  the  subcommittee  for 
its  interest  in  and  attention  to  all  bone  diseases. 
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Submitted  by:    Helen  Harris,    President  and  Founder 

Dear  Members   of   the   Congress: 

Several   years  ago,    we  received  a   letter   from  the 
National   Eye   Institute   which   stated   that   by   the   year 
1995,    more  than   10,000,000  people  will   be  unable  to 
read  ordinary  print  due  to  visual    impairment.      So  we 
approached   Congress   for  more   funding   for   retinal 
research.      We  visited   then   President   Bush    in   his 
offices  and  pled  our  case.      He  agreed  with  the 
necessity   to   find   a   cure   or   treatment   for 
degenerative  eye  disease.      Somehow,    though,    the 
funding   for   retinal   research  did   not  measurably 
increase. 
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So  we   returned    last   year   and   again   submitted 
information  about  the  desperate  need   for  continued 
and    increased   funding   for   the   retinal   cell   transplant 
research.      We  were  printed  up   in  a  nice  book,    but 
that's  about  all. 

Now,    the   year    1995    is   one   year   away.      In   a   country   as 
technologically   advanced   as   this   one,    it    is   appalling 
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that  such  a  large  part  of  our  citizenry  cannot  and 
will  not  be  able  to  function  as  effective,  full 
fledged  members  of  society.   This  condition  has  a 
monumental  impact  not  only  on  the  10,000,000  people 
losing  their  precious  vision,  primarily  from  eye 
disease,  but  also  on  their  families,  friends  and 
business  contacts.   Each  one  of  that  10,000,000  no 
doubt  has  at  least  five  other  people  in  their  lives 
who  will  be  affected  in  one  way  or  another  by  their 
inability  to  see  and  that's  50.000, 000  people 
affected  by  vision  loss. 

RP  International  (RPI)  has  led  the  way  in  the  fight 
against  degenerative  eye  disease  since  1972.   When 
the  "Harris  Family"  (Woodland  Hills,  California) 
first  discovered  that  the  mother  and  two  of  three 
sons  were  diagnosed  with  the  blinding  eye  disease, 
retinitis  pigmentosa,  they  came  together  as  a  family 
in  a  campaign  to  foster  public  awareness,  education 
and  research  dollars  to  fight  degenerative  eye 
disease.   Since  1972,  RPI  has  successfully  involved 
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the  entertainment  industry  including  caring 
individuals  like  Bob  Hope,  Charlton  Heston,  Smokey 
Robinson,  Dionne  Warwick,  George  Burns  and  Vin  Scully 
in  their  awareness  campaign  to  educate  the  public 
about  the  necessity  to  fight  blindness. 

With  other  corporate  and  individual  support,  we  have 
certainly  come  a  long  way  in  the  last  22  years.   We 
came  from  being  told  "There  is  no  cure,  no  treatment 
and  no  research.   There's  nothing  you  can  do,  so  go 
home  and  learn  to  read  Braille"  to  promoting  research 
programs  at  nine  different  Universities  around  the 
country.   As  you  have  learned  in  past  testimonies, 
the  retinal  cell  transplant  research  is  by  far  the 
most  promising. 

With  corporate,  private  and  volunteer  support,  RP 
International  has  instituted  the  first  ever  "Right  To 
Sight  For  Life"  campaign.   The  Right  To  Sight  For 
Life  Initiative  establishes  the  needs  of  children, 
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young  adults  and  adults  facing  sight  loss,  and 
encourages  national  support  of  human  rights  and  the 
need  for  medical  research  to  end  blindness.   A  copy 
of  this  important  document  follows  this  page. 

RP  International  has  an  on-going  signature  campaign 
to  the  Right  to  Sight  For  Life  Proclamation.   Each 
year  at  the  annual  Vision  Awards  event,  supporters 
are  encouraged  to  add  their  names  to  those  who 
endorse  the  establishment  of  rights  for  the  visually 
disabled. 

As  a  part  of  the  Right  To  Sight  For  Life  Campaign, 
RPI  established  the  first  "AudioVision"  program  for 
the  blind  and  visually  challenged.   This  program  was 
established  in  November  of  1993  when  the  governor's 
of  all  50  states  were  invited  to  participate  in  the 
first  "talking  Christmas/holiday  greeting  card" 
program.   Half  of  the  50  states  are  already 
represented  with  recordings  of  AudioVision  greeting 
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In  order  to  affirm  the  rights  of  millions  of  visually  impaired  ataem  under  the  Constitution  of  the  Untied 
Statei  of  America,  to  prevent  immediate  or  future  abuse  or  discrimination,  the  following  clauses  should  be 
added:  and  as  extending  the  ground  of  public  confidence  m  the  Government,  will  best  insure  the  benefiaent 
ends  of  us  institution. 

1.  -J\t§l)t  to  be  treated  with  dignity,  respect,  love  »nd  care  even  if  born  with  a  vision  loss. 

2.  3j\I{JI)t  to  have  mv  vision  protected  against  unnecessary  hazards  to  further  sight  loss;  such  as 
extraordinary  light  in  the  nursery  in  the  hospital  where  I  was  born,  and  continuing  throughout  my  life 
to  each  and  every  environment  I  experience. 

3.  3jU0|)1  to  have  brothers  and  sisters  who  may  be  lust  like  me  and  some  who  are  not  like  me. 

4.  35ufll]l  to  be  taught  how  to  learn  as  other  children  do.  I  have  the  right  to  write  my  name,  to  !eam  to 
speak,  to  read  words,  to  have  those  worrfs  translated  into  a  language  that  I  can  learn;  either  large  print, 
audio  cassette,  talking  computer,  or  Dn.ile. 

5.  <«M0nt  to  attend  public  schools  with  children  who  may  or  may  not  be  blind  or  have  a  visual 
impairment. 

6.  <«U0l)l  to  have  access  and  extra  light  and  audio  signals  in  dangerous  areas  that  I  must  travel. 

7.  -2u$l)t  to  be  allowed  to  try  any  sport  [hat  I  believe  I  can  perform  without  iniury  to  my  person  or 
others. 

8.  3\l8ljt  to  have  all  of  mv  ballots  and  voting  materials  printed  in  large  pnnt,  audio  cassette,  accessible 
by  talking  computer,  or  in  braille. 

9>  <35\lflljt  to  have  materials  that  are  translated  into  bilingual  language  be  translated  into  my  language, 
which  is  large  print,  audio,  talking  computer,  or  braille. 

lO.eZuQOt  to  access  currency  which  is  written  in  the  medium  that  1  read  and  can  make  others  understand, 
such  as  braille,  or  specially  marked  bills. 

11.  3j\l0l}t  to  have  others  be  educated  so  thev  will  learn  to  accept  and  ad|ust  to  my  impairment  so  that  I 
can  have  a  tair  chance  to  live  life  as  they  do. 

l£.3RlQl)l  to  walk  with  another  in  a  sighted  1  bide  technique  and  to  be  understood. 

13.  35\lfll|t  to  have  the  mail,  such  as  utilirv  and  other  bills  printed  in  a  form  that  is  readable  by  me,  such  as 
braille,  large  pnnt,  or  audio  cassette  so  mat  I  can  read  and  understand  my  mail. 

I4.2ftf0ft  to  sight ...  for  life. 

Author  Helen  Harris  6-28-92  ClUm  "n*" 
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card  cassettes  for  distribution  to  the  blind. 
Athletes,  entertainers  and  individuals  are  continuing 
to  support  the  "talking  card"  program  and  to  date,  at 
least  half  of  the  teams  in  the  NFL  have  sent  in  their 
recordings. 

RP  International  has  a  keen  interest  in  making  all 
media  accessible  to  the  visually  impaired  including 
personal,  business  and  entertainment.   Until  a  cure 
for  degenerative  blindness  is  successfully 
established,  the  Right  To  Sight  For  Life  Proclamation 
and  Initiative  becomes  the  banner  from  which  RPI 
reaches  out  to  the  more  than  10,000,000  American 
citizens  who  are  visually  disabled. 

The  medical  research  on  degenerative  eye  disease  is 
in  dire  need  of  funding.   With  such  outstanding  new 
medical  breakthrough  research  such  as  the  retinal 
cell  transplant  procedure  and  prosthetic  computer 
chip  implants  it  is  ludicrous  to  realize  that  funding 
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being  withheld  from  important  research  programs  like 
these  while  other  programs  such  as  "vitamin  therapy" 
receive  hundreds  of  millions  of  dollars  for  reserach 
to  cure  eye  disease  and  most  recently,  cancer. 

Recently,  the  National  Cancer  Institute  released  a 
paper  indicating  that  its  more  than  $100,000,000 
research  program  on  beta-carotene  Vitamin  A  and 
Vitamin  E  proved  to  be  a  hopeless  avenue  to  cure 
cancer.   They  invested  millions  and  millions  of 
dollars  into  medical  research  into  vitamin  therapy  to 
fight  cancer  and  the  study  indicates  what  we  have  all 
known  prior,  that  vitamin  therapy  cannot  cure 
diseases  as  deadly  as  cancer.   They  indicate  that 
their  studies  say  that  Vitamin  E  could  prevent 
strokes,  however,  the  National  Eye  Institute  put  more 
than  $6,000,000  into  nearly  the  same  kind  of  program 
for  degenerative  blindness  research  whereby  they 
looked  into  the  effectiveness  of  Vitamin  A  Palmitate 
and  Vitamin  E  in  treating  or  curing  eye  diseases. 
Several  years  ago,  the  National  Eye  Institute 
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released  a  statement  that  this  research  was  fruitless 
but  most  recently,  it  contradicted  even  itself  by 
issuing  a  letter  which  indicates  to  ophthalmologists 
all  over  the  country  that  perhaps  Vitamin  A  could 
result  in  saving  the  eyesight  of  victims  of  retinitis 
pigmentosa  and  other  degenerative  eye  diseases.   But, 
in  the  same  paper,  it  says  that  Vitamin  E  can  cause 
blindness  in  some  individuals.   Does  this  mean  that 
those  who  underwent  the  research  went  more  blind, 
more  quickly  because  they  took  Vitamin  E?   It  seems 
so,  according  to  the  articles  published  in  the 
Journal  of  Ophthalmology. 

RP  International  again  requests  serious  funding  into 
the  retinal  cell  transplantation  and  high  technology 
drug  therapy  for  a  cure  or  treatment  for  retinitis 
pigmentosa,  macular  degeneration  and  other  eye 
diseases.   With  a  strong  belief  that  a  more  direct 
approach  could  result  in  the  preservation  and 
restoration  of  eyesight,  RPI  continues  to  request  the 
President,  United  States  Congress,  and  researchers  in 
general  to  turn  their  eyes  toward  the  research  that 
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could  make  such  a  difference  in  the  lives  of  so  many 
people. 

The  hotline  at  RP  International's  headquarters  in 
Woodland  Hills,  California,  1-800-FIGHT  RP 
(1-800-344-4877)  reaches  people  in  every  state  in  the 
country.   Every  state  has  people  who  are  losing  their 
vision.   These  people  call  the  FIGHT  RP  phone  number 
on  a  daily  basis  seeking  help.   With  our  20  year 
history  of  being  personally  connected  to  the  American 
population  whose  children  are  going  blind,  RPI 
considers  itself  an  expert  in  the  personal  losses  of 
individuals  and  also  in  the  need  for  immediate  and 
direct  research.   We  believe  that  the  retinal  cell 
transplant  could  result  in  the  restoration  and 
preservation  of  eyesight  and  we  applaud  the 
researchers  who  focus  their  talents  in  this  area 
while  suffering  from  underfunding.   It  is  our  hope 
that  the  funding  will  accelerate  rapidly  toward  the 
cure  or  treatment  for  blinding  eye  diseases  that  we 
are  all  desperately  waiting  for. 
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We  want  America's  children  to  clearly  see  their 
future.   The  lack  of  education  for  patients,  families 
and  friends  is  deplorable  and  the  need  to  establish 
eye  testing  in  American  schools  is  necessary  to 
discern  if  eye  disease  is  present  while  there  is 
still  time  to  do  something  about  it,  such  as 
protective  lenses.   Parent  and  teacher  instruction 
could  begin  promptly  and  the  life  of  a  child 
undergoing  sight  loss  could  be  made  immeasurably 
better. 

This  statement  is  being  made  to  encourage  all  members 
of  congress  and  all  readers  of  this  document  to  join 
in  the  fight  for  eyesight  so  all  of  us  can  see. . . 
forever. 


1636 


N 


ATIONAL 


Family  Planning   &  Reproductive  Health  Association 


TESTIMONY  PRESENTED 

BY 

JUDITH  M.  DESARNO,  PRESIDENT  AND  CEO 

NATIONAL  FAMILY  PLANNING  AND  REPRODUCTIVE  HEALTH  ASSOCIATION 

before  the 

HOUSE  APPROPRIATIONS  COMMITTEE 
SUBCOMMITTEE  ON  LABOR,  HHS,  EDUCATION,  AND  RELATED  AGENCIES 

MAY  6,  1994 

THE  HONORABLE  NEAL  SMITH,  CHATRMAN 


122   C    Street.    NW       Suite    380       Washington.    DC    20001-2109       202   628   3S35       FAX    202   737    2690 


1637 


TESTIMONY  PRESENTED  BY  THE  NATIONAL  FAMILY  PLANNING  AND 

REPRODUCTIVE  HEALTH  ASSOCIATION  (NFPRHA)  IN  SUPPORT  OF  FUNDING 

FOR  THE  TITLE  X  FAMH.Y  PLANNING  PROGRAM 

May  6,  1994 


Mr.  Chairman,  distinguished  members  of  this  Subcommittee,  my  name  is  Judith  DeSarno.  As 
President  of  the  National  Family  Planning  and  Reproductive  Health  Association  (NFPRHA),  it 
is  my  privilege  to  present  this  testimony  in  support  of  increased  funding  for  the  Title  X  family 
planning  program.  Specifically,  we  respectfully  request  $198.9  million  —  the  amount  included 
in  the  Administration's  FY95  Budget  Request. 

NFPRHA  is  a  nonprofit  membership  organization  established  in  1970  to  improve  and  expand 
the  delivery  of  voluntary  family  planning  and  reproductive  health  care  throughout  the  United 
States.  NFPRHA's  mission  is  to  1)  assure  that  every  pregnancy  and  every  birth  is  intended;  2) 
to  promote  reproductive  health;  and  3)  to  assure  that  every  individual  has  full  reproductive  rights 
and  access  to  needed  family  planning  services  and  information.  NFPRHA  represents  the  entire 
family  planning  community,  including  state  and  local  health  departments,  hospital-based  and 
freestanding  clinics,  Planned  Parenthood  clinics,  and  family  planning  councils.  Virtually  all  of 
the  grantees  funded  under  Title  X  of  the  National  Public  Health  Service  Act  are  members  of 
NFPRHA.  Together,  they  provide  services  to  over  four  million  low  income  women,  men,  and 
adolescents  at  more  than  four  thousand  clinics  nationwide. 

Mr.  Chairman,  you  and  many  of  the  members  of  this  Subcommittee  have  long  been  an  allies  of 
the  Title  X  program  —  both  before  and  during  their  service  in  Congress.  You  were  an 
invaluable  friend  during  our  long  saga  opposing  the  Gag  Rule  and  an  ardent  defender  during  the 
prolonged  fiscal  assault  in  the  early  1980's.  NFPRHA's  membership  recognizes  this  past 
support  and  urgently  calls  upon  you  this  year  to  again  provide  the  leadership  necessary  to  ensure 
that  these  clinics  —  so  vital  to  the  provision  of  preventive  health  care  services  to  the  poor  — 
receive  adequate  funding  in  order  to  remain  accessible  and  to  provide  the  services  our  clients 
desperately  need.  And,  while  the  outcome  of  the  health  care  reform  debate  is  unclear,  we  firmly 
believe  that  Congress  will  respond  to  the  public  cry  for  changes  in  the  system.  Title  X  clinics 
must  remain  viable  during  any  transition  period  called  for  under  reform. 

To  remain  viable,  clinics  need  additional  funding.  Mr.  Chairman,  that  is  as  clear  and  as  simple 
as  it  gets.  Funding  in  real  dollars  was  eroded  by  roughly  two-thirds  between  1981  and  1991. 
During  this  same  period,  the  contribution  of  Title  X  dollars  to  overall  federal  spending  on  family 
planning  declined  by  50%.  And,  as  you  know,  the  demand  for  services,  as  well  as  the 
complexity  and  magnitude  of  those  services,  has  increased  dramatically.  AIDS  has  emerged 
as  a  major  public  health  problem,  chlamydia  rates  have  skyrocketed,  syphilis  has  remained  a 
persistent  problem  in  certain  communities,  and  teenage  pregnancy  is  at  an  all-time  high.  This 
year's  report  on  the  cost  of  teen  childbearing  conducted  by  the  Center  for  Population  Options 
estimates  that  if  all  births  to  teens  had  been  delayed  until  the  mother  was  in  her  twenties, 


1638 


taxpayers  would  have  saved  $13  billion.  Each  family  begun  in  1992  by  a  first  birth  to  a  teen 
15-17  years  of  age,  will  cost  the  public  on  average  over  $25,575  over  the  next  20  years. 

Recently,  the  Administration  has  acknowledged  the  critical  role  of  family  planning  in  both  its 
Health  Security  Act  and  in  the  preliminary  drafts  of  its  Welfare  Reform  package.  There  is 
irrefutable  documentation  that  family  planning  1)  prevents  unintended  pregnancy;  2)  is 
inextricably  linked  to  healthy  birth  outcomes;  and  3)  is  the  sole  source  of  primary  and  preventive 
health  care  for  the  majority  of  our  clients.  Moreover,  the  ability  of  women  to  control  their 
fertility  and  determine  whether  or  when  to  become  pregnant  is  fundamental  to  their  ability  to 
become  empowered  --  to  have  a  degree  of  control  over  their  lives.  U.S.  State  Department 
Counselor,  Timothy  Wirth,  in  speaking  about  the  current  United  States  international  policy, 
stated  that  "family  planning  services  should  be  available  to  every  woman  who  wants  them." 
Women  in  this  country  --  regardless  of  their  ability  to  pay  --  also  should  be  entitled  to  receive 
comprehensive  family  planning  services. 

But,  Mr.  Chairman,  family  planning  clinics  are  having  a  difficult  time  providing  even  the  most 
basic  services.  For  example,  the  cost  of  providing  pap  smears  for  the  detection  of  cervical 
cancer,  along  with  other  routine  screening  procedures,  has  increased  significantly. 

Clinic  are  in  the  untenable  position  of  foregoing  the  routine  performance  of  chlamydia  tests 
because  they  cannot  afford  to  do  so  --  despite  the  fact  that  this  disease  often  causes  infertility, 
is  often  asymptomatic,  and  long  ago  reached  epidemic  proportions. 

Mr.  Chairman,  if  a  member  of  your  family  or  of  your  staff  who  has  health  care  coverage  were 
to  make  an  appointment  for  a  routine  annual  gynecological  examination,  her  provider  would 
perform,  at  a  minimum,  a  pap  smear  and  a  chlamydia  screening  culture.  For  adolescent  or  adult 
women,  this  is  analogous  to  receiving  a  childhood  inoculation.  Instead,  our  providers  must  wait 
until  a  client  presents  with  symptoms  or  expresses  concerns  about  the  possibility  of  infertility 
or  infection.  Last  year.  Congress  appropriated  modest  funds  to  expand  a  demonstration  project 
dealing  with  chlamydia  -  and  we  wholeheartedly  endorse  the  need  to  do  so  again  this  year. 
However,  the  funds  are  insufficient  to  provide  assistance  to  all  family  planning  clinics  and,  in 
most  cases,  are  for  establishing  administrative  structures  rather  than  for  purchasing  test  kits. 

Title  X  requirements  direct  clinics  to  offer  all  contraceptive  options.  But  there  is  no  public  price 
for  Norplant  implants  -  our  clinics  pay  more  than  $300  per  kit  -  nor  is  there  a  public  price  for 
Depo-Provera,  which  costs  approximately  $21.95  for  a  three-month  injection.  Over  five  years, 
this  adds  up  to  more  than  $400.  While  NFPRHA  is  quite  pleased  that  these  additional 
contraceptive  methods  are  available  —  in  many  cases  they  represent  a  superior  method  for  our 
clients  -  the  cost  of  purchasing  these  contraceptive  methods  alone,  without  factoring  in 
operational  costs  of  providing  the  implants  or  injections,  means  that  it  is  virtually  impossible  to 
respond  to  the  demand  for  these  options  without  dramatically  decreasing  the  number  of  clients 
we  serve.  Scaling  back  the  number  of  women  served  -  when  there  are  already  so  many  women 
in  need  of  our  services  —  is  simply  unconscionable. 
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Mr.  Chairman,  I  call  your  attention  to  a  new  study  conducted  by  Deborah  McFarlane.  Ph.D., 
Associate  Professor  in  the  School  of  Public  Administration  at  the  University  of  New  Mexico, 
and  Kenneth  Meier,  Ph.D.,  Professor  of  Political  Science  at  the  University  of  Wisconsin- 
Milwaukee.  The  study  assesses  the  effect  of  family  planning  and  unintended  fertility,  measures 
the  effect  of  public  family  planning  funds  on  maternal  and  child  health,  and  determines  if 
different  funding  mechanisms  produced  different  results. 

Drs.  McFarlane  and  Meier's  study  yielded  some  dramatic  results.  For  every  measure  of 
maternal  and  child  health  or  unwanted  fertility  examined,  Title  X  had  a  far  greater  impact 
than  did  all  other  sources  of  family  planning  funds  combined.  They  found  that  1)  Title  X 
spending  was  over  four  times  as  effective  in  reducing  births  as  spending  on  other  family 
planning  programs,  and  2)  Title  X  funding  has  approximately  15  times  the  impact  of  other 
family  planning  funds  on  neonatal  mortality.  McFarlane  and  Meier  believe  that  the  successes 
of  Title  X  may  be  attributed  to  the  difference  in  health  care  delivery  and  costs.  Women  who 
receive  services  at  family  planning  clinics  enter  a  system,  they  do  not  simply  receive  an  isolated 
service.  We  are  hopeful  that  Congress  will  recognize  this  fact  and  emulate  it  as  the  current 
health  care  delivery  system  is  revamped. 

The  McFarlane-Meier  study  was  conducted  at  a  time  when  funding  for  Title  X  had  been  severely 
reduced  and  had  not  even  been  restored  to  its  FY81  high  water  mark.  Given  the  solid  evidence 
that  Title  X  is  so  much  more  cost-effective  and  efficient  in  delivering  family  planning  services 
than  are  other  sources  of  public  funds,  it  only  makes  sense  -  now  more  than  ever  -  to  increase 
funding  for  this  highly  successful  program.  Mr.  Chairman,  family  planning  is  an  integral  part 
of  the  solution  to  improving  our  welfare  and  health  care  systems.  We  urge  you  to  begin  to 
restore  the  viability  of  family  planning  by  including  the  President's  budget  request  of  $198.9 
million  in  your  Fiscal  Year  1995  health  funding  proposal. 

NFPRHA  also  recognizes  that  advancements  in  contraceptive  methods,  including  improvements 
in  barrier  methods  which  reduce  the  transmission  of  STDs,  and  virucides,  which  would  kill 
viruses  such  as  HIV,  are  critically  important  to  public  health.  We  respectfully  request  that  the 
funding  for  the  National  Institute  of  Health  and  Human  Development  (NICHD)  be  increased  to 
allow  the  institute's  Contraceptive  Development  Branch  to  begin  this  line  of  research. 

Again,  thank  you  for  providing  me  the  opportunity  to  present  this  testimony.  I  look  forward  to 
working  with  you  and  your  staff  and  am  prepared  to  respond  to  any  questions  you  may  have. 
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STATEMENT  OF  DALE  M.  HELLEGERS. 

IGA  NEPHROPATHY  SUPPORT  NETWORK, 

TO  THE  LABOR,  HEALTH  &  HUMAN  SERVICES,  A  EDUCATION 

SUBCOMMITTEE  OF  THE  COMMITTEE  ON  APPROPRIATIONS, 

UNITED  STATES  HOUSE  OF  REPRESENTATIVES 


Mr.  Chairman  and  Members  of  the  Subcommittee: 

My  name  is  Dale  M.  Hellegers,  and  I  am  the  president  of  the  IgA  Nephropathy  Support 
Network,  a  non-profit  charitable  organization  that  provides  information  on  IgA  Nephropathy  and 
moral  support  to  its  victims. 

Last  year  in  my  testimony  before  your  Senate  counterpart  and  in  my  statement  to  your 
Subcommittee,  I  spoke  of  how  mysterious  and  devastating  this  disease  is,  how  it  can  suddenly 
strike  the  young  as  well  as  the  old,  devastating  their  lives  as  surely  as  it  slowly  destroys  their 
kidneys.  I  told  you  what  it  was  like  to  watch  my  son  go  from  being  a  healthy,  athletic,  honor- 
roll  student  to  being  a  chronically-ill  child  who  looked  like  a  cadaver,  missed  up  to  half  a  year 
of  school,  and  was  sometimes  racked  by  pain  so  intense  he'd  beat  his  head  against  the  wall. 
What  I  didn't  tell  you-  because  I  couldn't  without  breaking  down-was  that  when  he  first  became 
ill,  my  son  asked  if  he  were  going  to  die.  But  after  living  with  IgA  Nephropathy  for  awhile, 
he  confided  that  he  wished  he  were  dead. 

Last  year's  Senate  Appropriations  Report  urged  the  National  Institute  of  Diabetes  and 
Digestive  and  Kidney  Diseases  to  "support  basic  research  into  the  pathogenesis  and  immunology 
of  IgA  nephropathy,  initiate  clinical  research  aimed  at  preventing  the  progression  of  the  disease, 
and  consider  action  to  improve  renal  data. . . "  In  response,  the  NIDDK  issued  a  request  for  grant 
applications  for  basic  research  into  "fundamental  factors/mechanisms"  leading  to  the 
establishment  of  IgA  Nephropathy,  particularly  in  children  and  young  adults,  and  to  clinical  trials 
of  therapies  that  hold  promise  to  control  progression  of  the  disease.  That  funding  for  this 
initiative  is  set  at  $2  million  is  a  credit  to  the  depth  of  Congress's  interest  and  concern,  as  it  is 
to  the  ingenuity  and  resourcefulness  of  the  folks  at  NIDDK  who  assembled  the  RFA. 

It  is  a  laudable  beginning  to  our  understanding  of  a  complex  and  terrifying  disease. 
Personally,  I  would  like  to  say  that  my  cup  runneth  over,  and  yet  one  thing  holds  me  back. 

In  the  past  year  I  have  talked  to  young  men  and  young  women  who  have  lost  their  jobs 
because  of  IgA  Nephropathy,  forced  to  quit  on  doctors'  orders,  or  forced  out  by  their  employer; 
they  now  have  no  insurance  and  are  terrified.  A  man  in  his  late  twenties,  anxious  about 
marrying  and  starting  a  family,  is  devastated  because  he's  already  experiencing  problems  with 
impotence  from  medication  taken  to  control  his  blood  pressure,  and  he  knows  that  chronic  renal 
failure  will  make  his  problems  permanent.  A  young  woman  breaks  off  her  marriage  plans 
because  the  damage  to  her  kidneys  is  already  so  severe  that  she  will  never  be  able  to  bear 
children.  A  mother  in  her  early  thirties,  who  always  dreamed  of  a  large  family,  lost  five  babies 
before  they  discovered  her  IgA  Nephropathy,  and  now,  pregnant,  lives  in  fear  of  losing  a  sixth. 
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Another  mother  has  a  son  who  just  won  a  baseball  scholarship  to  Stanford:  the  family  is  thrilled 
and  scared  at  the  same  time,  for  their  boy  is  now  too  sick  to  play. 

These  are  a  few  of  the  stories  of  people  with  IgA  Nephropathy.  But  they  could  be  stories 
of  anyone  with  just  about  any  kidney  disease.  Kidney  disease,  be  it  primary  like  IgA 
Nephropathy,  or  secondary  to  another  disorder  like  diabetes,  affects  all  systems  of  the  body  and 
once  established  it  is  remorseless  in  its  progress. 

Why  we  need  to  spend  more  still  more  money  on  basic  and  clinical  research  into  kidney 
diseases  is  obvious  to  anyone  who's  looked  at  Medicare.  The  costs  for  Medicare's  End-Stage 
Renal  Disease  program  have  always  far  outrun  projections.  As  Congressman  Pete  Stark  said  last 
spring  when  testifying  on  our  behalf,  "In  the  last  three  years,  we  rather  casually  started  paying 
for  a  new  drug  to  make  [ESRD]  patients  feel  less  anemic,  and  Medicare  is  now  spending  over 
$400  million  a  year  on  that  drug-a  drug  that  doesn't  prevent  the  disease  or  cure  it."  Yet  that 
drug,  erythropoietin,  is  essential  to  the  well-being  and  long-term  health  of  patients  in  kidney 
failure. 

Estimates  of  the  number  of  Americans  suffering  from  kidney  disease  range  from  13-20 
million.  Since  Medicare  began  to  offer  coverage  for  patients  in  kidney  failure,  it  has  paid  for 
the  dialysis  or  transplantation  of  approximately  half  a  million  people.  Our  costs  for  this  program 
now  run  over  $6  billion  per  year,  of  which  we  estimate  half  a  billion  dollars  go  to  maintaining 
patients  whose  kidneys  have  failed  from  IgA  Nephropathy  alone.  There  are  an  estimated 
150,000  diagnosed  IgA  Nephropathy  patients  in  the  U.S.,  and  unknown  others  who  have  the 
disease  in  a  silent  form.  If  40-50%  of  these  go  on  to  renal  failure,  as  they  are  likely  to  do,  we 
face  substantial  additions  to  the  ESRD  program  over  the  years.  But  this  is  also  true  for  myriads 
of  other  primary  kidney  diseases  for  which  our  epidemiological  data  are  just  as  poor  as  they  are 
for  IgA  Nephropathy. 

Medicare's  annual  expenditures  on  ESRD  are  four  times  the  original  estimates  of  what 
that  program  would  cost.  In  1982,  there  were  only  65,000  people  receiving  dialysis  through  the 
ESRD  program;  in  1992,  there  were  about  157,000.  This  represents  an  increase  of  142%  in  one 
decade.  Apply  this  same  rate  of  growth  to  the  next  decade,  and  we'll  have  about  380,000 
Americans  on  ESRD  dialysis  in  the  year  2002. 

The  federal  government's  projections  are  somewhat  more  sanguine  than  these.  The 
problem  is,  their  projections  have  always  fallen  way  short.  At  present  about  half  our  dialysis 
patients  are  between  55-74;  the  "baby  boomers"  have  not  yet  contributed  their  disproportionate 
share.  Moreover,  the  number  of  people  on  dialysis  is  not  increasing  at  the  same  pace  as 
population  growth  -  it's  outstripping  it  at  an  average  annual  rate  of  7%. 

Medicare  currently  spends  an  average  of  approximately  $31,000  per  patient  each  year, 
a  figure  which  includes  not  only  those  on  dialysis  but  those  receiving  transplants  and  those  with 
functioning  grafts.  If  average  costs  per  patient  rise  to  $40,000  by  the  year  2002,  the  ESRD 
program  will  cost  over  $15  billion  annually;  if  costs  rise  to  $50,000  annual  program  costs  will 
approach  $20  billion. 

For  all  the  money  we're  spending  -  and  likely  to  spend  -  on  maintaining  those  whose 
kidneys  have  failed,  we  don't  seem  to  be  getting  very  good  value.  The  ESRD  patient  faces  a 
grossly  reduced  quality  of  life  and  very  high  risks  for  death  or  serious  illness.  In  the  U.  S.,  a 
normal  white  male  of  35  can  look  forward  to  nearly  40  years  of  additional  life;  an  ESRD  male 
the  same  age  will  be  lucky  to  see  his  child  graduate  from  high  school,  let  alone  enjoy  any 
grandchildren.   He  can  expect  to  live  little  more  than  seven  years.  Chances  are  he'll  be  jobless 
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and  living  in  poverty.  "Patients  who  were  not  poor  before  are  very  likely  to  become  so  after  the 
onset  of  ESRD,"  concludes  the  U.  S.  Renal  Data  System's  1991  report. 

Medicare  reimbursements  for  dialysis  treatments  have  actually  declined  since  the  program 
was  initiated,  eroded  both  by  actual  reductions  and  by  inflation.  The  1989  rate  of  reimbursement 
to  providers  was  $125,  which  in  terms  of  real  dollars  represents  a  decline  of  61%  since  1974. 
To  cut  their  costs,  dialysis  providers  have  drastically  reduced  the  length  of  time  and  frequency 
of  treatments,  decreased  staff  on  dialysis  units,  and  shifted  from  using  nurses  to  less  experienced 
technicians.  Not  surprisingly,  morbidity  and  mortality  rates  have  gone  up.  By  cutting 
reimbursements,  Medicare  has  probably  ended  up  paying  more  because  the  incidence  of 
hospitalizations  and  length  of  hospital  stays  have  correspondingly  increased.  The  overall  result 
has  been  to  give  the  U.  S.  one  of  the  worst  records  in  the  industrialized  world  for  infection, 
brain  damage,  and  death  among  its  kidney  patients.  In  France  and  Japan  7-8%  of  the  patients 
on  chronic  dialysis  die  each  year.    In  the  United  States,  25%  die. 

Transplantation  is  not  the  answer,  either.  Even  if  there  were  enough  donor  and  cadaver 
organs  to  go  around,  the  touted  success  rate  of  90%  applies  only  to  the  first  year  after 
transplantation.  After  five  years  about  half  of  all  transplanted  kidneys  have  failed;  after  ten 
years,  about  three-quarters. 

I  raise  these  statistics  because  no  parent  whose  child  has  IgA  Nephropathy  or  any  other 
kidney  disease  wants  to  see  his  daughter  or  her  son  suffer  through  dialysis,  or  have  hopes  falsely 
raised  by  the  promise  of  transplantation.  Too  often  doctors  look  at  our  children  and  tell  us  there 
is  nothing  they  can  do,  to  come  back  when  our  child  is  near  death  from  renal  failure-and  then 
they  can  help.  We  are  not  willing  to  accept  that  answer.  We  want  our  kids  to  grow  up  and 
become  productive  members  of  society,  not  burdens  upon  Medicare. 

The  NIDDK  deserves  continued  support  if  it  is  to  sustain  the  kind  of  basic  and 
experimental  clinical  research  needed  to  discover  how  to  arrest  kidney  diseases  in  their  early 
stages.  Although  the  NIDDK  budget  increased  by  slightly  over  5%  last  year,  this  is  not 
sufficient  to  the  task  of  funding  needed  new  research  into  kidney  disease.  Not  long  ago,  50% 
of  the  top-rated  grant  proposals  received  by  the  NIH  were  funded;  now  that  figure  is  down  to 
15%.  Many  meritorious  proposals,  many  projects  the  Institutes  believe  should  be  funded,  never 
receive  any  money,  and  the  research  is  never  done. 

If  we  focus  our  efforts  on  (1)  preventing  primary  kidney  disease  by  understanding-and 
combatting-its  causes;  (2)  detecting  kidney  disease  in  its  early  stages,  particularly  among 
children;  and  (3)  on  arresting  its  progression,  we  stand  a  chance  of  stemming  the  flow  of  young 
people  and  adults  into  Medicare's  ESRD  program.  Otherwise,  the  numbers  of  suffering  patients 
and  the  costs  of  maintaining  them  will  go  on  rising. 

We'd  like  to  see  this  Congress  adopt  as  its  goal  reducing  the  numbers  of  Americans  who 
will  need  Medicare  in  the  future  by  helping  prevent  the  further  deterioration  of  their  kidneys. 
To  accomplish  this,  we  ask  that  you: 

*  Support  the  present  NIDDK  research  initiative  on  IgA  Nephropathy  to  the  fullest  extent 
possible,  including  ensuring  that  any  promising  treatments  that  emerge  from  the  1994  RFA 
receive  full  clinical  testing; 

+  Encourage  the  NIDDK  to  aggressively  promote  basic  research  into  the  causes  of 
primary  kidney  disease  and  clinical  research  into  treatments,  particularly  for  children  and 
adolescents; 
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*  Urge  the  NIDDK  to  promote  early  detection  of  kidney  disease  as  a  means  of  helping 
reduce  progression. 

*  Ensure  the  NIDDK's  budget  is  sufficient  to  these  objectives  of  preventing,  detecting, 
and  stopping  the  progression  of  kidney  disease. 
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Executive  Summary 

The  Society  of  Nuclear  Medicine  Technologist  Section  strongly  supports  appropriations 
necessary  to  provide  innovative  allied  health  education  within  an  evolving  health  care  delivery  system. 
The  Society  of  Nuclear  Medicine  is  a  scientific  organization  of  over  10,000  members,  including 
approximately  6,800  members  of  the  Technologist  Section. 

The  Technologist  Section  is  gravely  concerned  about  the  declining  pool  of  applicants, 
practitioners  and  faculty  in  nuclear  medicine.  We  believe  that  reform  of  the  health  care  workforce, 
including  allied  health  professionals,  is  integral  to  health  system  reform. 

Therefore,  in  order  to  address  the  allied  health  workforce  crisis,  we  recommend  the  following 
funding  for  fiscal  year  1995: 

Allied  Health  Professions  Advanced  Training  {Section  766} 
Recommended  Fiscal  Year  1995  Funding:  $5  million 

Allied  Health  Special  Projects  {Section  767} 
Recommended  Fiscal  Year  1995  Funding:  $5  million 
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The  Society  of  Nuclear  Medicine  Technologist  Section  strongly  supports  appropriations 
necessary  to  provide  innovative  allied  health  education  within  an  evolving  health  care  delivery  system. 
The  Society  of  Nuclear  Medicine  is  a  scientific  organization  of  over  10,000  members,  including 
approximately  6,800  members  of  the  Technologist  Section. 

Nuclear  medicine  is  the  medical  specialty  that  uses  small  amounts  of  radioactive  materials  for 
diagnostic  and  therapeutic  procedures.  The  nuclear  medicine  technologist  (NMT),  under  the 
supervision  of  a  physician,  directs  or  participates  in  the  daily  operation  of  the  nuclear  medicine 
department.  The  responsibilities  of  the  NMT  are  varied  and  include:  preparing  and  administering 
radiopharmaceuticals;  positioning  patients  for  imaging  procedures;  interacting  with  patients;  operating 
nuclear  medicine  equipment;  maintaining  radiation  safety;  analyzing  biologic  specimens;  computer 
data  analysis  and  performing  quality  control  measurements. 

The  Society  of  Nuclear  Medicine  Technologist  Section  will  actively  support  and  participate 
in  the  health  care  reform  process.  The  primary  objectives  of  the  national  reform  process  should  be 
to  provide  universal  access,  to  preserve  the  quality  of  care,  to  effect  cost  containment,  to  reform 
educational  requirements,  and  to  support  change  to  malpractice  issues.  Consistent  with  the  goals  of 
quality  and  access,  consideration  must  be  given  to  the  implications  of  the  decreased  number  of  nuclear 
medicine  technologists. 

Nuclear  medicine  studies  are  cost  effective  diagnostic  tests  and  are  anticipated  to  be  utilized 
even  more  in  the  future.  Furthermore,  as  the  patient  population  ages,  more  nuclear  medicine 
procedures  will  be  performed  to  detect  cancer,  neurological  disorders  and  cardiac  diseases. 
Significant  implications  in  the  clinical  applications  of  radioisotope  imaging  have  evolved  in  the  last 
decade  as  a  result  of  new  indications  for  established  radiopharmaceutical  procedures,  the  refinement 
of  imaging  modalities  and  the  approval  of  new  radiopharmaceuticals.  NMTs  will  require  additional 
training  in  order  to  perform  the  more  complex  procedures.  The  current  shortage  of  NMTs 
aggravates  this  problem,  and  if  allowed  to  persist,  will  severely  curtail  the  provision  of  critical  medical 
services. 

The  Society  of  Nuclear  Medicine  Technologist  Section  has  been  active  in  implementing 
recruitment  strategies  that  promote  and  market  nuclear  medicine  technology  as  a  career  through 
public  relations  activities  and  the  development  of  scholarship  funds.  However,  federal  assistance  is 
necessary  to  aid  individual  educational  programs  in  implementing  their  own  recruitment  efforts.  In 
addition,  federal  assistance  is  needed  to  help  nuclear  medicine  schools  recruit  and  retain  qualified 
faculty.  The  Technologist  Section  is  offering  assistance  in  this  area  by  sponsoring  workshops  each 
year  for  educators,  focusing  on  topics  such  as  clinical  evaluation,  curriculum  development,  and  faculty 
development  and  retention. 

The  Technologist  Section  is  gravely  concerned  about  the  declining  pool  of  applicants, 
practitioners  and  faculty  in  nuclear  medicine.  We  believe  that  reform  of  the  health  care  workforce, 
including  allied  health  professionals,  is  integral  to  health  system  reform.  Therefore,  in  order  to 
address  the  allied  health  workforce  crisis,  we  recommend  the  following  funding  for  fiscal  year  1995: 
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Allied  Health  Professions  Advanced  Training  {Section  766} 
Recommended  Fiscal  Year  1995  Funding:  $5  million 

Section  766  authorizes  the  awarding  of  grants  to  schools,  universities,  and  other  educational  entities 
for  establishing  and  expanding  postbaccalaureate  programs  for  the  advanced  training  of  allied  health 
professionals,  as  well  as  for  providing  traineeships  and  fellowships  for  students  who  agree  to  teach 
in  an  allied  health  profession. 

Allied  Health  Special  Projects  {Section  767} 
Recommended  Fiscal  Year  1995  Funding:  $5  million 

Allied  Health  Special  Projects  are  awarded  to  assist  in  meeting  the  costs  associated  with  expanding 
or  establishing  programs  that  will  increase  the  number  of  individuals  trained  in  allied  health 
professions. 

The  Administration's  proposed  budget  for  fiscal  year  1995  proposes  to  consolidate  over  25 
categorical  health  professions  programs  into  five  consolidated  grant  programs:  primary  care;  minority 
and  disadvantaged  assistance;  consolidated  loans,  other  priority  nursing  and  health  professions 
research  and  data.  We  recognize  that,  in  the  context  of  a  progressive  approach  to  health  care  reform, 
new  opportunities  exist  in  the  design  and  implementation  of  Title  VII  grants  and  programs.  However, 
the  outcome  of  health  system  reform  is  uncertain  and  we  urge  Congress  not  to  disrupt  programs  that 
will  need  to  be  expanded  in  order  to  create  a  new  health  care  workforce. 

The  Society  of  Nuclear  Medicine  Technologist  Section  believe  there  should  be  equity  in  the 
federal  government's  support  for  the  training  of  all  health  care  professionals:  the  allied  health 
workforce  as  well  as  physicians  and  nurses  We  urge  your  support  for  a  comprehensive  federal 
initiative  to  support  allied  health  education  and  research.  An  immediate  response  must  be 
forthcoming  to  remedy  the  current  manpower  dilemma  and  deter  a  potentially  more  serious  shortage 
under  a  restructured  health  delivery  system. 
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The  talented  students  who  complete  graduate  programs  will  form  a  key  component 
of  the  Clinton  Administration's  proposals  for  technological  development  and  educational 
enrichment.   Doctoral  recipients  become  the  scientists,  teachers,  and  scholars  responsible 
for  the  discovery  and  dissemination  of  new  knowledge  and  the  preservation  and 
interpretation  of  our  intellectual  and  cultural  heritage.   Doctoral  recipients  are  the 
intellectual  core  of  our  colleges  and  universities,  but  they  play  a  critical  role  in  other  key 
sectors  of  society  as  well.  Almost  50  percent  of  1 992  PhD  recipients  had  employment 
commitments  outside  the  academic  sector,  including  19  percent  in  industry  and  10 
percent  in  government.   Physical  science  and  engineering  PhDs  are  particularly  important 
to  industry:  of  1992  PhD  recipients,  50  percent  of  physical  science  PhDs  and  58  percent 
of  engineering  PhDs  had  employment  commitments  in  industry. 

Master's  degree  recipients  may  go  on  to  pursue  doctoral  degrees;  but  more  often  they 
are  educated  to  begin  state-of-the-art  careers  in  industry,  assisting  our  nation's 
performance  in  global  competition.  Master's  students  also  enter  our  public  service  sector 
to  pursue  careers  which  enrich  the  quality  of  life  in  our  communities. 

The  nation's  graduate  programs  are  widely  regarded  as  among  the  finest  in  the  world. 
Yet  disturbing  trends  raise  questions  about  the  continued  capacity  of  these  programs  to 
meet  the  needs  of  the  nation: 

•  the  proportion  of  PhDs  granted  by  our  universities  that  go  to  U.S.  students  has 
been  declining  for  over  two  decades, 

•  despite  their  rapid  increase  as  a  proportion  of  overall  workforce,  minorities  and 
women  remain  underrepresented  in  doctoral  programs  as  well  as  in  most  master's 
and  professional  programs. 

Title  IX:  Expanding  and  Diversifying  the  Nation's  Talent  Pool 

The  reauthorization  of  the  Higher  Education  Act  strengthened  the  Title  IX  graduate 
programs  in  several  ways.  The  maximum  stipends  and  the  institutional  allowances  of  the 
fellowship  programs  (Title  IX-B,C,  and  D— the  Harris,  Javits,  and  CAANN  programs)  were 
increased  to  permit  these  programs  to  continue  to  attract  exceptionally  talented  students 
into  graduate  and  professional  programs  and  to  meet  the  rising  costs  of  graduate 
education.  Maximum  stipends  were  increased  from  $10,000  to  the  level  of  National 
Science  Foundation  Fellowships—  currently  $14,400  for  FY  1995;  institutional  allowances 
were  increased  from  $6,000  to  $9,000,  witn  inflationary  increases  in  subsequent  years. 

The  increased  stipends  and  institutional  allowances  mean  that  increased  program 
funding  will  be  needed  in  FY  1995  just  to  maintain  the  same  number  of  students 
supported  in  FY  1994.  Recognizing  the  budgetary  constraints  under  which  Congress  is 
operating,  our  request  adopts  a  current  services  rationale.   The  Administration's  request 
for  these  programs  does  not  provide  sufficient  funding  to  maintain  these  programs  at 
current  services  levels,  resulting  in  reductions  in  already  modest  numbers  of  students 
supported. 
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FY  1995  FY  1995 

Administration        Higher  Education 
FY  1994  Request  Request 

Minority  Undergraduate 
Internships  (Title  IX-A)  $  5.8M  $  O.M1  $  6.0M 

Harris  Graduate  Fellowships 
(Title  IX-B)  20.4M  20.4M  25.1  M 

Javits  Fellowships  (Title  IX-C)  7.9M  7.9M  8.1  M 

National  Need  Training 
Grants  (Title  IX-D)  27. 5M  27.5M  30.3M 

IX-A  &  B:  Increasing  Participation  of  Students  from  Groups  Underrepresented  in 
Graduate  Education 

Women  and  Minority  Participation  in  Graduate  Education  (Title  IX-A)  provides 
summer  research  internships  and  additional  educational  enrichment  programs  for  talented 
minority  undergraduates,  to  interest  them  in  and  prepare  them  for  graduate  study.  This  is 
a  highly  effective  means  of  expanding  the  pool  of  students  eligible  for  graduate  work.  The 
program  was  expanded  in  the  HEA  reauthorization  to  include  women  in  fields  in  which 
they  are  underrepresented,  such  as  the  physical  sciences  and  engineering.  We  request 
that  the  program  be  funded  at  $6  million  for  FY  1995,  which  will  provide  a  current 
services  budget  and  permit  funding  grants  to  approximately  72  institutions  supporting 
nearly  1,350  students. 

The  Administration's  budget  did  not  include  funding  for  the  Women  and  Minority 
Participation  in  Graduate  Education  program.   Instead,  funding  that  would  have  gone  to 
the  program  would  be  added  to  the  TRIO  McNair  Postbaccalaureate  Achievement 
program.  Although  the  programs  have  similar  objectives,  there  are  enough  differences  to 
warrant  continuing  both  programs.   First,  the  programs  serve  overlapping  but  differing 
populations  of  students.  The  TRIO  programs  are  limited  to  students  whose  family  incomes 
are  150  percent  of  poverty  or  less  and/or  who  are  first-generation  college  students,  but 
they  serve  all  students  who  meet  those  criteria,  not  just  minority  students.  The  Title  IX 
program  is  limited  to  minority  students  and  women  but  is  not  limited  by  income  or  first 
generation  college  attendance  and  therefore  includes  minority  students  in  all  income 
brackets.  The  purpose  of  this  inclusiveness  is  to  provide  the  program  with  access  to  the 
entire  pool  of  minority  undergraduates,  which,  unfortunately,  is  disproportionately  small, 
to  increase  the  likelihood  of  attracting  students  who  will  become  tenured  faculty 
members.  Moreover,  the  Title  IX  program  emphasizes  summer  research  internships,  while 
the  McNair  program  emphasizes  in-school  academic  counseling  and  educational 
enrichment. 


1.  The  Administration  proposes  to  transfer  Title  IX-A  funds  to  the  TRIO  McNair  program,  which  would 
result  in  a  constriction  of  support  mechanisms  for  undergraduates  from  groups  underrepresented  in 
graduate  education  (see  text). 
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Patricia  Roberts  Harris  Fellowships  (Title  IX-  B)  provide  fellowship  support  for 
postbaccalaureate  study  to  students  from  groups  underrepresented  in  graduate  and 
professional  education.   In  combination  with  the  Part  A  undergraduate  internship  program 
for  minorities  and  women,  the  Harris  program  provides  the  Department  with  an  extremely 
effective  approach  to  increasing  the  enrollment  of  students  who  are  underrepresented  in 
graduate  education. 

We  request  $25.1  million,  an  increase  of  $4.7  million  over  the  Administration's 
request,  which  will  provide  a  current  services  budget  that  will  support  an  estimated  1,068 
fellows  in  FY  1995. 

IX-C&D:  Increasing  U.S.  Doctorate  Recipients  for  Careers  in  Teaching  and  Research 

The  Jacob  K.  Javits  Fellows  Program  (Title  IX-C)  remains  the  only  federally  funded 
program  that  has  the  express  purpose  of  supporting  graduate  study  in  the  arts  and  the 
humanities,  and  is  one  of  the  few  programs  providing  a  small  amount  oi  support  in  the 
social  sciences.   Strong  support  for  the  Javits  program  is  therefore  critical  to  providing  at 
least  some  balance  in  federal  support  across  disciplines.  We  request  that  the  Committee 
provide  $8.1  million  for  the  Javits  program,  which  will  provide  sufficient  funds  to  support 
approximately  407  new  and  continuing  fellowships  in  FY  1 995. 

Graduate  Assistance  in  Areas  of  National  Need  (Title  IX-D)  is  designed  to  increase 
the  number  of  talented  college  graduates  who  pursue  careers  in  teaching  and  research  in 
critical  fields  such  as  science,  engineering,  and  foreign  language  and  area  studies.  This 
program  is  having  a  significant  impact  on  increasing  the  number  of  U.S.  citizens  earning 
PhDs  in  fields  such  as  mathematics  which  have  declining  U.S.  enrollments. 

We  request  that  the  Committee  provide  4.30.3  million,  an  increase  of  $2.8  million 
over  the  Administration's  request.  This  amount  is  a  current  services  funding  level  that  will 
provide  sufficient  funds  for  an  estimated  1 ,285  new  and  continuing  students. 

Title  VI:  Strengthening  the  Nation's  Capacity  in  International  Education 

The  Title  VI  International  Studies  and  Fulbright-Hays  programs  administered  by  the 
Department  of  Education  provide  the  advanced  talent  and  knowledge  needed  by  colleges 
and  universities,  by  government,  by  industry,  and  by  our  citizens  to  operate  effectively  in 
an  increasingly  interconnected  global  environment.  The  Department's  National  Resource 
Centers  (NRCs)  are  the  country's  major  resource  for  advanced  instruction  in  foreign 
languages  and  for  the  training  of  area  studies  specialists  who  are  the  nation's  experts  on 
other  countries  of  the  world.   Foreign  Language  and  Area  Studies  (FLAS)  fellowships 
support  the  graduate  study  of  language  and  area  studies  specialists.  Title  VI  undergraduate 
programs  play  important  roles  both  in  assisting  colleges  and  universities  to  better  prepare 
their  students  to  operate  in  a  global  environment,  and  in  encouraging  those  with  the 
requisite  interest  and  ability  to  pursue  advanced  study  in  foreign  languages  and  area 
studies.  The  Department's  international  programs  also  include  dissertation  and  faculty 
research  overseas  as  well  as  language  training  through  group  projects  abroad;  linkages 
between  colleges  and  universities  and  businesses  with  overseas  activities;  International 
Business  Centers  providing  graduate  training  both  in  languages  and  area  studies  and  in 
international  business;  and  national  language  resource  centers,  which  support  research  on 
language  learning  and  the  development  of  language  pedagogy,  and  which  provide  special 
education  programs  for  K-12  teachers,  journalists,  and  government  policymakers. 
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The  Administration  requests  level  funding  for  this  program,  a  request  which  includes 
eliminating  critical  funding  for  foreign  periodicals  and  no  funding  for  important  authorized 
programs.  We  request  an  FY  1995  appropriation  for  the  Department's  Title  VI  and 
Fulbright-Hays  Programs  of  $65M,  a  10  percent  increase  over  the  FY  1994  appropriation 
to  be  applied  as  follows: 

1 )  an  increase  of  $4.5M  for  Title  VI  domestic  programs  which  would  include: 

•  start-up  funding  of  at  least  $1M  for  Section  605,  the  intensive  summer 
foreign  language  institutes 

•  a  restoration  of  Section  607,  the  acquisition  of  foreign  periodicals  and  other 
research  materials  to  its  FY  1993  level  of  $982,000  with  an  additional 
increase  of  $327,000  in  new  funding, 

2)  a  $500  thousand  increase  for  the  Fulbright-Hays  1 02(b)(6)  program 

3)  an  increase  of  $1M  for  the  Institute  for  International  Public  Policy 

Title  II:  Strengthening  Information  Systems  for  Teaching  and  Research 

Title  ll-A,  ll-B,  and  ll-C  assist  libraries  to  expand  their  collections  of  scholarly  works, 
facilitate  access  to  unique  collections  through  enhanced  library  resource  sharing,  develop 
new  techniques  for  expanding  information  services,  and  train  the  librarians  who  must 
manage  these  rapidly  growing  and  changing  information  systems.  The  increased 
information  demands  placed  on  students  and  scholars  require  efficient,  effective  access  to 
information  that  is  growing  not  only  in  volume  but  in  form:   libraries  must  manage 
information  stored  and  transmitted  in  electronic  formats,  magnetic  and  optical  disks,  and 
other  new  forms  beyond  the  traditional  printed  page.  This  expanding  store  of  information 
is  used  not  only  by  students  and  scholars  on  campuses  but  by  growing  numbers  of 
researchers,  administrators,  and  individual  citizens  beyond  those  campuses  whose  access 
has  been  made  possible  by  technological  advances  in  information  services  and 
communication.  Yet  the  costs  of  collecting  and  managing  this  information  are  rising  while 
the  resources  to  support  those  activities  are  diminishing. 

We  are  dismayed  and  puzzled  that  the  Administration  chose  to  eliminate  funding  for 
all  Title  II  programs.  One  of  the  Administration's  key  objectives  is  the  development  of  the 
National  Information  Infrastructure,  a  set  of  national  information  networks  that  will 
electronically  connect  colleges  and  universities,  elementary  and  secondary  schools, 
businesses,  hospitals,  and  other  key  sectors  of  society.  As  the  repositories  of  vast  stores  of 
information,  libraries  will  form  the  critical  hubs  of  these  information  networks.   During 
reauthorization  of  the  Higher  Education  Act,  the  Title  II  programs  were  modified  to 
enhance  their  capacity  to  support  library  connections  to  such  networks. 

We  request  that  Congress  provide  current  services  funding  for  the  Title  II  library 
programs. 
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The  Testimony  of  Ms.  Sharon  Mon&ky  on  behalf  of  the 

Scleroderma  Research  Foundation 

May  5. 1994 


Mr.  Chairman  and  members  of  the  House  Subcommittee  on  Labor,  Health  and 
Human  Services,  Education  and  Related  Agencies  Appropriations,  1  thank  you  for 
the  opportunity  to  present  testimony  regarding  the  FY  1995  appropriations  regarding 
the  National  Institute  of  Arthritis,  Musculoskeletal,  and  Skin  Diseases  (NIAMS). 

My  name  is  Sharon  Lynn  Monsky,  Chairman  of  the  Board  of  Directors  of  the 
Scleroderma  Research  Foundation,  a  non-profit  which  tnnds  biomedical  research  to 
find  a  cure  for  scleroderma.  I  am  a  businesswoman,  a  wife,  and  mother  of  three 
children  under  the  age  ot  ten.  1  am  also  a  victim  of  scleroderma  -  a  diseasp  which 
has  disfigured  my  appearance,  severely  limited  my  physical  abilities,  and  wilh  each 
passing  hour,  is  slowly  killing  me. 

I  wish  to  register  my  support  for  NIAMS  and  to  encourage  its  growth  as  a  major 
institute  of  the  National  Institutes  of  Health.  NIAMS  promotes  and  supports 
biomedical  research  on  arthritic  diseases,  skin  diseases,  musculoskeletal  and  sports 
related  disorders.   It  encompasses  many  unrelated  human  afflictions,  and  since  its 
inception  has  steadily  had  to  broaden  its  scope  and  address  more  and  more  diseases. 
In  order  for  NIAMS  to  fulfill  its  commitment  to  the  increased  demand  upon  its 
resources  and  the  increased  biomedical  and  scientific  opportunities  at  hand,  I  ask 
you  to  seriously  consider  a  $47  million  budget  increase  over  the  next  two  years  for 
this  institute,  to  keep  its  growth  on  a  par  with  the  other  major  NII1  institutes.  One 
of  the  many  chronic  and  fatal  diseases  the  NIAMS  addresses  is  systemic  sclerosis 
(scleroderma).  Scleroderma  patients  have  benefited  from  the  work  of  NIAMS,  and 
are  concerned  about  the  hope  for  their  future  without  support  of  a  search  for  a  cure 
for  this  terrible  illness. 

In  1982, 1  was  diagnosed  with  scleroderma  in  the  middle  of  a  fast-track  career  in 
international  business  consulting.  I  was  told  I  had  the  most  serious  form  ot  the 
disease,  and  probably  had  less  than  3  years  left  to  live.  Twelve  years  later,  I  havp 
beaten  those  odds  in  large  part  because  my  will  won't  surrender  hope  that  this 
disease  can  be  beaten  ~  not  just  for  me,  but  for  the  hundreds  of  thousands  of 
women,  men,  and  children  who  suffer  from  this  mysterious,  forgotten  disease. 

Scleroderma,  affects  approximately  a  half  a  million  Americans      almost  85%  of 
whom  arc  women,  primarily  of  chlldbearing  years.  There  is  no  known  cause  or 
cure,  and  no  FDA-approved  therapeutic  exists  for  any  major  symptom  of  this 
painful,  ugly,  and  often  deadly  disease. 


1655 


Literally,  scleroderma  means  "hard  skin,  "  but  It  is  not  actually  a  skin  disease.     T(  is  a 
chronic,  degenerative  autoimmune  disorder,  which  leads  to  the  overproduction  of 
collagen  in  trip  body's  connective  tissue.   The  overabundance  of  collagen  quite 
literally  hardens  the  connective  tissue  and  damages  the  organs  involved. 
Scleroderma  affects  many  patients  quite  differently.  In  approximately  hall  the  cases, 
the  skin  is  the  only  organ  involved,  sometime*  limited  only  to  the  extremities  sudi 
as  the  face  and  hands.  In  the  other  half,  patients  6uch  ae  I  arc  diagnosed  with 
syslemk  vdwoBia,  In  which  internal  organs  are  Implicated  as  well.    Because  of  the 
extreme  sensitivity  of  tissues  which  comprise  organs  such  as  the  heart,  kidney  and 
lunge,  almost  70%  of  patients  with  systemic  sclerosis  don't  live  beyond  seven  years 
of  thoir  initial  diagnosis.    Even  in  its  most  limited  form,  scleroderma  is  otten 
extremely  disfiguring  and  debilitatlve.   When  skin  around  the  mouth  hardens,  oral 
aperture  is  reduced  -  significantly  affecting  speech,  breathing,  and  swallowing.  In 
the  many  cases  of  hand  involvement,  dexterity  is  limited,  and  grasping  made  nearly 
impossible.  Simple  acts  such  as  dressing  oneself  or  holding  a  child's  hand  become 
arduous  and  painful. 

In  1987,  the  Scleroderma  Research  Foundation  was  founded  to  load  private  sector 
efforts  to  raise  awaicness  and  funds  for  scleroderma  research.   Rather  than 
becoming  another  advocacy  group,  the  Foundation  embarked  on  its  own  to  blaze 
the  trail  which  will  lead  to  a  cure.  Our  initial  activities  were  meant  only  to  raise 
money  to  support  scleroderma  Investigation.   However,  upon  gathering  the  best 
scientific  experts  in  the  field  to  advise  us  on  how  to  invest  our  funds,  we  discovered 
what  many  in  the  field  of  medical  health  research  have  long  known:   In  a  climate  of 
Institutional  competition,  career  pressures,  publishing  demands  and  poor  peer 
communication  among  researchers,  progress  is  often  slow  or  unrecognized,  and  the 
most  important  information  regarding  failures  is  rarely  brought  to  light. 

To  address  these  issues,  the  Foundation  put  together  a  team  or  lop  scientific  and 
biomedical  advisors  to  design  a  new  approach,  rooted  In  what  we  call  "Cure 
Advocacy"  -  literally,  working  backwards  from  what  is  necessary  to  find  a  aire  tor 
scleroderma.   Surprisingly,  this  approach  has  been  called  novel  and  even 
revolutionary  by  the  scientific  community.   We  have  brought  scleroderma  experts 
and  top  scientists  from  all  basic  scientific  fields  relating  to  scleroderma  together  to 
analyze  where  we  stand  in  the  science  of  scleroderma  and  to  identify  the  most 
critical  areas  that  need  to  be  addressed.  In  bringing  cutting  edge  science  to  the 
problem  of  scleroderma,  we  have  sought  to  create  an  environment  where  truly 
interdisciplinary,  cross-institutional  teams  work  together,  sharing  resources  and  on- 
going study  information  with  one  common  goal...  to  find  a  cure  tor  scleroderma. 

To  date,  we  have  succeeded  beyond  our  wildest  expectations.  The  first  test  of  this 
new  approach  was  the  November  1992  opening  of  the  nation's  first  collaborative 
scleroderma  rcoeoxeh  center,  located  hi  9au  Francisco.   The  Bay  Area  Scleroderma 
Research  Center  is  a  "center  without  walls"  —  bringing  together  outstanding 
laboratory  and  clinical  researchers  from  Stanford,  University  of  California,  San 
Francisco  and  Cienentech,  Inc.   These  hand-6electcd  research  teams  communicate 
with  each  other  regularly,  and  «*re  aided  in  their  work  by  a  Scientific  Advisory 
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Committee  of  top  scientists  such  as  Dr.  Bruce  Alberts,  President  of  the  National 
Academy  of  Sciences  Dr.  William  Rutter,  founder/CEO  of  Chiron  Corporation,  the 
directors  of  genetics  and  dermatology  at  Stanford,  and  the  directors  of  hormone 
research  and  dermatology  at  UCSF,  who  guide  and  facilitate  the  research  on  a  pro 
bono  basis. 

We  are  pleased  to  announce  the  formation  of  a  second  national  collaborative 
scleroderma  research  center,  to  be  opened  this  summer  in  the  Washington,  D.C 
area,  with  participation  from  Johns  Hopkins  University,  the  National  Institutes  of 
Health,  and  the  Baltimore  biolech  corridor.  The  clinical  expertise  and  depth  of 
science  that  will  collaborate  in  the  formation  of  the  East  Coast  center  is  especially 
exciting,  not  to  mention  the  inclusion  of  secured  Intramural  support  from  TJethesda. 
Everyone  involved  in  our  efforts  strongly  believes  that  this  approach  will  bear  fruil 
for  scleroderma  and  will  be  a  model  for  all  disease  research  in  the  future. 

As  the  scientific  community  learns  of  the  Foundation's  work  and  the  projects  we 
are  funding,  we  are  often  asked,  "Where  is  the  government  in  all  of  this?   Where  is 
NIAMS?  NIAMS  should  be  adopting  and  fostering  this  type  of  approach."   I  agree, 
as  does  the  Foundation's  Scientific  Advisory  Committee.   The  role  the  Foundation 
has  taken,  also  fitting  for  NIAMS  and  our  great  National  Institutes  of  Health,  is  that 
of  directing  and  managing  the  science  on  behalf  of  the  patient.  We  are  no  longer 
just  encouraging  new  and  exciting  young  researchers  into  the  field  with  special 
grants,  and  we  are  no  longer  just  funding  the  very  best  science  in  the  field.  Instead, 
we  are  now  driving  the  science  in  the  direction  of  a  cure. 

But  wc  can't  do  it  alone.  And  it  truly  is  not  acceptable  that  NIAMS  finds  itself  in  the 
position  of  having  one  of  the  smallest  budgets  and  lowest  funding  levels  of  any  of 
the  major  NIH  institutes.  I  have  been  asked  to  make  a  presentation  in  June  of  1994 
lo  the  NIAMS  Advisory  Council  regarding  the  great  progress  that  our  research 
approach  has  yielded.   I  would  like  to  recommend  that  NIAMS  join  the 
Scleroderma  Research  Foundation  as  a  true  partner  in  these  multi-institutional, 
cross-disciplinary  efforts  to  find  a  cure.  But  without  funding  at  least  at  parity  levels 
with  other  NIH  Institutes,  there  is  no  way  that  NIAMS  will  be  able  to  respond  to 
such  wonderful  opportunities  for  high-yield  potential  research  gains. 

I  also  would  request  thai  Congress  act  directly  to  join  us  in  this  partnership.  A  goal 
of  $5  million  annually  for  scleroderma  research  would  be  a  drop  in  the  bucket  of 
total  health  research  spending,  but  would  more  than  double  current  available  funds 
for  scleroderma,  and  would  support  unbelievable  advances  in  the  current  state  of 
knowledge  in  the  field.  The  advances  we  have  made  already  have  led  to  the 
identification  of  several  key  areas  of  investigation  that  would  further  focus  the  path 
to  a  cure,  if  only  that  research  could  receive  the  support  it  deserves. 

Through  your  direction  and  support,  NIAMS  needs  to  be  in  a  position  of 
prioritizing,  directing  and  managing  research  --  not  Just  funding  a  very  small 
percentage  of  the  best  proposals  presented  to  them.  I  ask  you  to  encourage  NIAMS 
to  take  a  proactive  stand  against  disease,  and  by  your  funding  allocation,  allow  it  to 
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pursue  Integrated,  inullldlsdplinary,  collaborative  studies.   NIAM9  will  then  bo  in  a 
position  to  apply  the  knowledge  gained  to  so  many  other  diseases  -  lupus,  mixed 
connective  disease,  rheumatoid  arthritis,  osteoarthritis,  etc.    This  approach  will 
open  new  doors  and  prove  an  effective  approach  to  future  disease  research.    Wo  will 
be  on  the  fast  track  to  cures  that  will  save  lives,  as  well  as  slashing  the  terrible 
burden  that  health  core  costs  put  on  government  and  society. 

Pleas*  demonstrate  support  for  NIAMS  through  appropriations  at  least  on  a  par 
With  NII1  funding  levels,  encourage  its  future  growth  and,  most  importantly,  its 
leadership  In  disease  research.   When  private  industry,  government,  and  academi 
work  together,  I  know  we  can  make  miracles  happen. 

Thank  you. 


emia 
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Statement  of  the  American  Optometrlc  Association  In  support  of  the 
Citizens'  Budget  Proposal  for  the  National  Eye  Institute  before  the  Senate 
Appropriations  Committee,  Labor-HHS-Educatlon  Subcommittee,  on  March  3,  1994, 
by  Anthony  J.  Adams,  O.D.,  Ph.D.,  Dean,  University  of  California-Berkeley, 
School  of  Optometry,  Berkeley,  California  94720. 


Mr.  Chairman  and  Members  of  the  Committee:  I  am  Dr.  Anthony  Adams  and  I  am 
Dean  of  the  University  of  California-Berkeley  School  of  Optometry  and 
Immediate  past  chair  of  the  National  Academy  of  Sciences  National  Research 
Council  Committee  on  Vision  and  the  American  Academy  of  Optometry's  Research 
Committee.  I  am  here  representing  over  30,000  doctors  of  optometry  of  the 
American  Optometrlc  Association.  It  1s  my  privilege  to  speak  1n  support  of 
the  Citizen's  Budget  Proposal  for  the  National  Eye  Institute  for  Fiscal  Year 
1995. 

Advances  In  the  field  of  eye  care  have  Involved  Individual  doctors  of 
optometry  and  optometrlc  Institutions  1n  various  research  efforts.  We  have 
worked  to  develop  more  effective  methods  of  examination,  diagnosis  and 
treatment  of  conditions  of  the  vision  system  1n  many  different  areas.  Areas 
of  research  1n  which  optometrists  are  contributing  Include  (but  are  not 
limited  to):  cornea,  retina,  Infant  vision,  low  vision  and  rehabilitation, 
myopia,  strabismus,  amblyopia,  contact  lenses,  and  vision  changes  In  diabetes. 

The  American  Optometrlc  Association  supports  the  goal  of  NEI  conducting 
research  for  new  treatment  and  cures  for  eye  diseases,  visual  disorders,  and 
the  preservation  of  sight.  Since  NEI  was  founded  1n  1968,  optometrists  have 
been  active  participants  In  projects  managed  by  the  Institute,  the  results  of 
which  have  Improved  the  quality  of  life  for  American  citizens.  We  applaud  the 
research  achievements  of  NEI  over  the  past  25  years  and  strongly  endorse 
approval  of  $412,790,000  for  the  1995  NEI  budget  as  recommended  by  the 
National  Advisory  Eye  Council  (NAEC).  The  Alliance  for  Eye  and  Vision 
Research,  of  which  the  American  Optometrlc  Association  1s  a  member,  also 
supports  the  budget  referred  to  as  the  Citizen's  Budget,  which  1s  recommended 
by  NAEC. 

Vision  and  eye  health  problems  are  the  second  most  prevalent,  chronic,  health 
care  problems  In  the  U.S.  population,  affecting  more  than  120  million  people. 
Visual  disorders  reduce  the  educablHty  of  the  child,  hasten  the  loss  of 
Independence  1n  the  elderly  and  contribute  to  the  social  Isolation  of  the 
Individual.  Visual  disorders  and  disabilities  Impose  an  estimated  $22.3 
billion  1n  direct  costs  and  an  additional  $16.1  billion  1n  indirect  costs  on 
our  society  each  year.  Finding  a  cure  for  vision  disorders  and  eye  diseases 
Is  essential  to  preserve  performance  and  prevent  damage  and  consequent 
handicaps.  The  two  age  groups  at  highest  risk  for  vision  problems  are 
children  and  the  elderly. 

Fear  of  blindness  1s  second  only  to  fear  of  cancer  among  our  nation's 
elderly.  The  elderly  are  at  risk  because  of  physiological  changes  which  come 
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with  age.  Vision  and  eye  health  problems  Increase  significantly  1n  frequency 
and  severity  with  age  and  are  more  prevalent  1n  those  over  60.  Vision 
problems  among  the  elderly  are  often  a  key  reason  for  the  abandonment  of 
Independent  living  and  frequently  require  rehabilitative  services.  Adequate 
rehabilitation  can  reduce  the  costs  to  Individuals  and  society  for  lost  wages 
and  welfare  payments  due  to  early  and/or  medical  retirements  associated  with 
eye  diseases,  as  well  as  the  psychological  and  social  Impact  on  the  partially 
sighted,  their  families,  and  society.  While  NEI  research  projects  have  made 
great  strides  1n  preventing  visual  losses  caused  by  certain  eye  diseases,  more 
emphasis  should  be  placed  1n  visual  rehabilitation  of  remaining  eye  sight. 
Optometrlc  research  supported  by  NEI  has  made  advances  1n  developing  effective 
optical  aids  to  maximize  remaining  vision;  however,  there  1s  much  research 
that  still  needs  to  be  done.  Future  research  1s  needed  to  design  more 
efficient  low  vision  aids  and  to  assess  quality  of  life  Issues. 

Eye  diseases  such  as  age-related  macular  degeneration,  glaucoma,  diabetic  eye 
disease  and  cataracts  can  cause  serious  personal  loss  and  significant  societal 
costs.  These  diseases  will  have  an  Increasing  Impact  1n  the  future  as  the 
number  of  older  people  1n  the  population  Increases.  The  NEI  has  conducted  and 
supported  research  which  has  resulted  1n  the  early  diagnosis  and  prompt 
treatment  of  eye  diseases.  A  recent  study  by  the  Georgetown  University 
Medical  Center  has  concluded  that  about  100,000  of  the  new  cases  of  blindness 
each  year  are  curable  or  preventable  through  timely  detection  and  treatment, 
leading  to  an  estimated  annual  savings  to  the  federal  budget  of  over  $1 
billion. 

Although  NEI  supported  research  demonstrated  that  laser  treatment  could 
prevent  blindness  1n  95%  of  patients  with  diabetic  retinopathy,  a  recent 
survey  showed  that  only  about  50%  of  diabetes  patients  are  receiving  annual 
dilated  eye  exams.  Optometry  fully  supports  the  current  NEI  National  Eye 
Health  Education  Program  (NEHEP)  In  an  effort  to  educate  those  at  high  risk 
for  glaucoma  and  diabetic  eye  disease.  As  a  NEHEP  partner  we  are  pleased  to 
be  a  part  of  this  education  program  to  raise  the  public's  awareness  of  the 
Importance  of  early  detection  1n  preventing  loss  of  sight  from  eye  diseases. 
We  support  the  continuation  of  the  funding  by  Congress  of  this  public 
educational  program. 

The  American  Optometrlc  Association  recognizes  the  Importance  of  research  1n 
eye  diseases  which  have  a  greater  prevalence  1n  the  elderly,  but  also 
encourages  substantial  funding  to  continue  research  progress  1n  the  area  of 
vision  function,  especially  1n  children. 

Children  are  at  high  risk  because  of  the  Impact  of  uncorrected  vision 
handicaps  on  their  educational  and  developmental  progress,  Including  visual 
and  perceptual  skills  for  language  and  learning.  Since  most  vision  problems 
occur  without  pain,  they  may  be  completely  unknown  to  parents,  teachers  or 
even  the  child.  The  behavioral  changes  caused  by  undetected  vision  problems 
1n  children  are  often  erroneously  attributed  to  other  unrelated  causes,  such 
as  attention  deficit  disorder.  Vision  problems  may  Interfere  with  a  child's 
ability  to  learn.  There  appears  to  be  a  relatively  high  prevalence  of 
binocular  dysfunction  among  children  with  reading  difficulties.  Although  a 
number  of  studies  have  suggested  a  significant  relationship  between  visual 
functioning  and  reading,  a  randomized,  prospective,  multi-center  clinical 
trial  1s  needed  to  evaluate  treatment  therapies. 
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The  NEI  has  funded  a  clinical  trial  planning  grant  for  strabismus 
(crossed-eyes)  treatment  by  vision  therapy  without  surgical  Intervention.  The 
NEI  budget  should  permit  funding  of  grants  at  high  level  In  the  areas  of 
strabismus,  amblyopia  ("lazy"  eyes),  and  refractive  errors.  Since  more  than 
50%  of  U.S.  citizens  wear  glasses,  research  In  the  cause  and  prevention  of 
refractive  error  and  visual  function  should  be  a  priority. 

The  value  of  clinical  trials  to  the  public  cannot  be  overestimated.  NEI  has  a 
remarkable  record  of  scientific  breakthroughs  attributed  to  clinical  trial 
research  beginning  with  the  Diabetic  Retinopathy  Study  1n  the  1970s.  By 
Identifying  the  appropriate  treatment  for  diabetic  retinopathy  which  prevents 
the  loss  of  vision,  enough  public  dollars  are  saved  each  year  to  pay  many 
times  over  the  cost  of  treatment  as  well  as  the  cost  of  conducting  the  trial. 
NEI  clinical  trials  Involve  many  Institutions,  hundreds  of  health 
professionals  and  thousands  of  patients.  A  significant  Increase  1n  the  NEI 
budget  would  permit  the  funding  of  more  clinical  trials  which  could  lead  to  a 
breakthrough  In  alternative  therapies. 

We  believe  that  the  continued  support  for  basic  research,  particularly  through 
the  R01  mechanism,  1s  crucial  for  the  knowledge  base  of  both  optometry  and 
ophthalmology.  Any  significant  diversion  of  funds  away  from  R01  basic 
research  ultimately  threatens  the  growth  of  scientific  knowledge  for  the 
clinical  practice  of  eye  care  and  limits  the  development  of  new  treatments  and 
preventive  measures  for  vision  function  anomalies  and  blinding  eye  diseases. 
We  acknowledge  the  emphasis  that  the  National  Eye  Institute  has  had  In  R01 
grants  In  the  past,  but  this  has  been  seriously  affected  by  the  decreased 
ability  to  fund  outstanding  basic  and  clinical  scientists.  Therefore,  we 
support  an  Increase  1n  the  percentage  of  funded  R01  grants. 

The  American  Optometrlc  Association  supports  NEI's  research  of  the  eye 
complications  from  acquired  Immune  deficiency  syndrome  (AIDS).  The 
preliminary  results  from  NEI  researchers  demonstrating  the  effectiveness  of 
drug  therapy  against  CMV  retinitis  In  people  with  AIDS  Is  very  encouraging  In 
the  fight  against  this  public  health  problem.  It  Is  Important  that  research 
dollars  continue  to  support  research  activities  to  prevent,  treat  and  cure 
AIDS. 

Those  of  us  1n  the  research  community  are  grateful  for  the  commitment  that 
Congress  has  demonstrated  over  the  past  25  years  to  the  NEI  and  Its  mission. 
The  Investment  made  In  eye/vision  research  as  a  result  of  that  commitment  has 
paid  great  dividends  to  the  American  people  through  major  breakthroughs  1n  eye 
care  and  vision.  Yet,  there  Is  still  much  more  to  be  done  to  preserve  and 
enhance  the  precious  gift  of  sight. 

To  build  on  NEI's  successes  and  meet  the  many  challenges  still  ahead,  I 
respectfully  urge  you  to  support  the  Citizens  Budget  Proposal  of  $412,790,000 
for  this  Important  Institute.  Thank  you  again  for  the  opportunity  to  present 
this  testimony. 
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The  American  Dental  Hygienists'  Association  ("ADHA")  is  pleased  to  submit  its 
recommendations  regarding  FY  1995  appropriations  for  the  Department  of  Health  and 
Human  Services  ("HHS")  and,  in  particular,  the  National  Institute  of  Dental  Research 
("NIDR").   ADHA  is  the  largest  national  organization  representing  the  professional  interests 
of  the  more  than  100,000  registered  dental  hygienists  ("RDH"s)  across  the  country. 

Dental  hygienists  are  preventive  oral  health  professionals,  licensed  in  dental  hygiene, 
who  provide  primary  educational,  clinical  and  therapeutic  services  supporting  total  health 
through  the  promotion  of  optimal  oral  health.    As  contributing  professionals  in  the  delivery 
of  oral  health  care  services,  dental  hygienists  are  involved  in  patient  care  including,  but  not 
limited  to,  prophylaxis,  assessment  of  x-rays,  soft  tissue  health,  periodontal  services,  soft 
tissue  curettage,  root  planing  and  local  anesthesia.    Dental  hygienists  also  plan  and  evaluate 
dental  hygiene  treatment,  provide  patient  education,  take  medical/dental  histories  and 
formulate  health  promotion  activities.    As  leading  prevention-oriented  health  care 
professionals,  dental  hygienists  play  a  vital  and  cost-effective  role  in  the  delivery  of  oral 
health  services. 

ADHA  is  pleased  that  health  care  reform  is  one  of  Congress'  highest  domestic 
priorities.    ADHA  is  committed  to  participating  in  the  reform  of  America's  health  care 
industry  to  ensure  universal  access  to  quality  cost-effective  health  care,  including,  at  a 
minimum,  preventive  oral  health  services. 


THE  NATION'S  ORAL  HEALTH 

Oral  health  is  fundamental  to  total  health.    As  former  Surgeon  General  C.  Everett 
Koop  noted,  "if  you  don't  have  oral  health,  you're  not  healthy."   Despite  recent  advances  in 
preventing  oral  disease  and  maintaining  oral  health,  oral  diseases  are  among  the  most 
common  chronic  health  problems  in  the  United  States.    The  American  Fund  for  Dental 
Health  reports  that  20  million  workdays  and  9  million  school  days  are  lost  annually  because 
of  oral  health  problems.   The  Institute  of  Medicine  estimates  that  50%  of  Americans  do  not 
receive  regular  oral  health  care.    Further,  according  to  the  National  Dental  Research 
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Advisory  Council,  while  37  million  Americans  lack  medical  insurance,  150  million 
Americans  lack  dental  insurance,  and  millions  more  are  underinsured  for  health  care, 
including  oral  health  care. 

The  NIDR  September,  1990  report,  Broadening  the  Scope.  Long-Range  Research 
Plan  for  the  Nineties,  observes  that  "dental  caries  [tooth  decay]  remains  highly  prevalent,  and 
...  is  still  responsible  for  the  loss  of  more  teeth,  at  all  ages,  than  any  dental  disease." 
Gingivitis  and  periodontitis  (gum  and  bone  disorders)  are  the  second  leading  cause  of  tooth 
loss.   If  untreated,  gum  disease  eventually  deteriorates  the  jaw  bone  causing  loss  of  teeth, 
pain,  bleeding,  loss  of  function,  diminished  appearance,  and  possible  systemic  infections. 
Dental  caries,  gingivitis  and  periodontitis  can  be  prevented  through  regular  preventive  care. 
NIDR's  long  range  plan  reports  that  up  to  30  million  Americans  are  at  high  risk  for  severe 
periodontal  disease  and  resultant  tooth  loss.    Further,  NIDR  reports  that  periodontitis  has 
been  reported  at  various  times  to  affect  more  than  75  million  American  adults.    Dental 
hygienists  are  vitally  concerned  with  people,  their  well  being  and  quality  of  life.    Dental 
hygienists  work  as  primary  care  providers  to  prevent  oral  disease  through  assessment, 
preventive  education,  therapy  and  necessary  referral. 

Access  to  oral  health  care  has  proven  beneficial.   According  to  the  NIDR  report,  one- 
half  of  American  children  5  to  17  years  old  are  now  cavity  free.   However,  about  20  percent 
of  our  school  children  account  for  at  least  60  percent  of  the  decay  found.   Further,  while 
many  5-year  olds  are  cavity  free,  84  percent  of  17-year  olds  were  found  in  an  NIDR  survey 
to  have  cavities.   We  must  reach  out  and  improve  the  oral  health  of  these  children  as  well  as 
the  oral  health  of  those  with  medical  and  handicapping  conditions  who  are  more  prone  to  oral 
health  complications. 


COST-SAVINGS  ASSOCIATED  WITH  PREVENTIVE  ORAL  HEALTH  CARE 

Investing  in  America's  oral  health  care  will  translate  directly  into  fiscal  savings.   It  is 
a  known  fact  that  preventive  care  can  reduce  the  need  for  expensive  critical  care.    Studies 
show  that  each  $1  spent  on  preventive  oral  health  care  yields  $8-$50  in  savings.   In  July, 
1992,  NIDR  reported  that  Americans  saved  nearly  $100  billion  in  dental  bills  during  the 
1980s  because  of  improvements  in  oral  health.   Further  investment  now  in  preventive  care 
will  reduce  the  need  for  expensive  critical  care  in  the  future. 

NATIONAL  INSTITUTE  OF  DENTAL  RESEARCH 

Founded  in  1948,  NIDR  is  one  of  the  thirteen  major  biomedical  research  institutions 
within  the  National  Institutes  of  Health  ("NIH").   NIDR  has  helped  to  revolutionize  our 
knowledge  and  provision  of  oral  health  care.    In  identifying  the  causes  of  preventable  dental 
diseases  and  appropriate  strategies  to  combat  these  maladies,  NIDR  has  led  the  way. 
Through  NIDR  sponsored  research,  we  have: 

•         developed  a  new  approach  to  the  treatment  of  tooth  decay  which  emphasizes 
dental  caries  as  a  bacterial  disease  -  as  NIDR  Director  Harald  Loe  remarked 
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"can  be  eliminated  in  its  incipient  stages  by  eradicating  the  bacteria  and 
adopting  sound  dietary  and  self-care  habits;" 

made  progress  toward  a  vaccine  against  dental  caries  and  other  oral  infections; 

developed  a  mercury-free  dental  filling; 

improved  adhesive  sealants  to  protect  teeth  from  the  ravages  of  dental  caries; 

discovered  biomarkers  associated  with  tumor  growth  and  tumor  suppression 
associated  with  oral  cancer;  and 

demonstrated  the  importance  of  education  and  promotion  activities  in  assuring 
good  oral  health. 

NIDR's  work  in  dental  research  has  resulted  in  better  oral  health  for  the  nation  and 
has  helped  curb  the  increase  in  oral  health  care  costs.    Despite  studies  illustrating  the  cost- 
effectiveness  of  dental  research  dollars,  funding  for  NIDR  has  not  kept  pace  with  the 
research  need.    A  budget  for  fiscal  year  1995  which  will  allow  NIDR  to  continue  its  mission 
is  $202  million.   This  increased  funding  level  will  support  the  enhancement  of  NIDR's  many 
important  projects  and  will  help  hold  the  line  on  increases  in  oral  health  care. 

ADHA  urges  the  Subcommittee  to  support  certain  of  NIDR's  research  priorities 
including  the  six  Regional  Research  Centers  for  Minority  Oral  Health.   This  research  is 
especially  important  because  the  oral  health  of  minorities  typically  lags  disproportionately 
behind  that  of  other  Americans.    NIDR  research  is  also  breaking  new  ground  in  seeking 
better  treatments  for  certain  systemic  oral  diseases  including  Sjogren's  syndrome.    This 
disease,  which  affects  nine  times  as  many  women  as  men,  is  evidenced  by  a  devastating 
condition  which  causes  salivary  and  tear  glands  to  be  destroyed.    ADHA  also  wishes  to 
highlight  the  National  Oral  Health  Information  Clearinghouse  launched  in  January  of  this 
year  by  NIDR.   The  Clearinghouse  assists  patients,  providers  and  others  by  maintaining  a 
reference  database  of  all  oral  health  related  publications  and  producing  educational  materials. 

TITLE  VII  OF  THE  PUBLIC  HEALTH  SERVICE  ACT 

ADHA  joins  the  Association  of  Schools  of  Allied  Health  Professions  in  calling  for 
appropriations  of  $5  million  for  allied  health  advanced-level  traineeships  and  $5  million  for 
allied  health  project  grants  and  contracts.    We  are  concerned  about  the  proposed 
consolidation  in  the  President's  budget  of  these  and  other  health  professions  programs.    With 
national  health  care  reform  on  the  horizon  and  the  acknowledged  need  for  cost-effective 
primary  care  providers,  now  is  not  the  time  to  diminish  funding  and  recognition  of  these 
important  programs. 
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DISADVANTAGED  MINORITY  HEALTH  IMPROVEMENT  ACT 

ADHA  supports  full  funding  of  the  Disadvantaged  Minority  Health  Improvement  Act 
and,  in  particular,  funding  for  grants  to  health  professions  schools  to  assist  in  providing 
scholarships  to  individuals  from  disadvantaged  backgrounds.   This  program  was  created  to 
address  serious  problems  in  the  delivery  of  health  care  to  disadvantaged  minorities.    Full 
funding  is  critical  to  efforts  to  recruit  more  minorities  into  dental  hygiene  and  other  allied 
health  professions. 


CENTERS  FOR  DISEASE  CONTROL 

The  Division  of  Oral  Health  within  the  National  Center  for  Prevention  Services 
funded  through  the  Centers  for  Disease  Control  ("CDC")  is  a  key  support  mechanism  for 
state  dental  health  programs.    As  a  national  leader  in  dental  disease  control  and  prevention, 
the  Division  of  Oral  Health  provides  consultation,  training,  promotional  and  educational 
support,  disease  surveillance,  and  other  technical  services  to  state  and  local  governments  and 
other  professional,  educational  and  citizen  organizations.    ADHA  requests  that  the  CDC 
appropriation  include  funds  adequate  to  allow  the  Director  of  CDC  to  allocate  $6  million  for 
the  Division  of  Oral  Health.   This  funding  level  would  allow  the  Division  of  Oral  Health  to 
enhance  its  mission  of  education  and  health  promotion. 


CONCLUSION 

ADHA  thanks  the  Subcommittee  for  its  commitment  to  improving  the  nation's  oral 
health.   We  in  dental  hygiene  are  committed  to  working  with  the  Congress  toward  the 
development  of  a  health  care  reform  proposal  which  will  maximize  Americans'  access  to 
quality  cost-effective  health  care,  including,  at  a  minimum,  preventive  oral  health  care. 
ADHA  encourages  the  Subcommittee  to  continue  its  support  of  preventive  health  programs  as 
the  most  responsible  method  for  long-range  reductions  in  national  health  care  expenditures. 
We  appreciate  the  opportunity  to  submit  our  views. 
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Mr.  Chairman  and  Members  of  the  Committee.  Thank  you  for  permitting  me  to  submit 
testimony  before  your  subcommittee  today  on  the  very  important  topic  of  traumatic  brain  injury 
and  appropriations  for  the  programs  dedicated  to  the  prevention  and  treatment  of  brain  injury. 

My  name  is  Dr.  George  Zitnay,  and  I  am  the  President  and  CEO  of  the  National  Head  In- 
jury Foundation.  NHIF  is  a  national,  non-profit  advocacy  organization  dedicated  to  the  concerns 
and  composed  of  individuals  with  traumatic  brain  injury,  their  families,  and  the  providers  who 
serve  them.  What  began  as  a  small  group  in  a  mother's  kitchen  in  1980  has  blossomed  into  a  na- 
tional organization  with  45  state  affiliates,  10,000  members,  and  over  400  support  groups.  NHIF 
is  dedicated  to  improving  the  quality  of  life  of  persons  with  TBI  as  well  as  promoting  prevention 
of  brain  injuries. 

Mr.  Chairman,  every  year  two  million  Americans  sustain  a  head  injury.  Of  those,  500,000 
are  injured  seriously  enough  to  be  hospitalized  or  die  prior  to  hospitalization.  Between  70,000 
and  90,000  will  have  serious  physical  or  mental  disabilities  for  the  remainder  of  their  lives.  Brain 
injury  is  associated  with  more  deaths  by  trauma  than  injury  to  any  other  specific  body  organ. 

Traumatic  Brain  Injury  Act  of  1993 

There  is  a  bill  that  goes  a  long  way  to  addressing  critical  aspects  of  brain  injury  that  has 
recently  passed  the  Senate  and  will  soon  be  acted  upon  in  the  House.  This  bill  is  S.  725,  the 
Traumatic  Brain  Injury  Act.  While  this  bill  has  not  yet  been  enacted  into  law,  we  are  convinced 
that  this  legislation  will  be  adopted  shortly.  As  I  mentioned,  the  bill  was  adopted  by  the  Senate,  by 
unanimous  consent,  at  the  end  of  April.  The  House  Committee  on  Energy  and  Commerce  has 
already  reported  a  version  of  the  bill  out  of  Committee  as  an  amendment  to  the  Minority  Health 
bill,  (H.R.  3869).  The  Senate  version  authorizes  "such  sums  as  necessary"  to  finance  the  initia- 
tives contained  in  the  bill.  The  House  version  has  specific  dollar  authorizations.  This  difference  is 
the  only  issue  to  be  resolved  in  order  to  secure  passage  of  this  bill  I  would  like  to  tell  you  a  little 
about  the  TBI  Act  and  what  I  believe  is  necessary  to  adequately  fund  the  bill. 

As  you  may  know,  Mr.  Chairman,  the  frequency  and  cost  of  TBI  in  the  United  States  is  on 
the  rise.  This  represents  a  challenging  public  health  problem  for  the  provision  of  adequate  health 
and  social  services  to  people  who  have  sustained  a  traumatic  brain  injury.  The  goals  of  this  legis- 
lation are  to  expand  efforts  to  identify  methods  to  prevent  traumatic  brain  injury;  to  expand  bio- 
medical research  efforts  to  prevent  or  minimize  the  extent,  severity,  and  progression  of  dysfunc- 
tion as  a  result  of  traumatic  brain  injury;  and  to  improve  the  delivery  and  quality  of  services 
through  statewide  demonstration  programs  that  coordinate  services,  advocate  for  and  protect 
people  with  traumatic  brain  injury. 

With  adequate  funding,  the  TBI  Act  will  direct  the  Centers  for  Disease  Control  and  Pre- 
vention to  develop  a  reporting  system  to  gather  data  on  the  number  of  individuals  who  have  sus- 
tained a  traumatic  brain  injury  and  the  cost  of  the  services  they  receive.  The  CDC  will  also  estab- 
lish prevention  projects  through  public  and  private  entities  designed  to  reduce  the  incidence  of 
traumatic  brain  injury. 


1669 


The  National  Institutes  of  Health  will  be  funded  to  conduct  basic  and  applied  TBI  research 
that  will  contribute  to  the  creation  of  prevention  strategies.  The  National  Center  for  Medical  Re- 
habilitation Research  at  the  NIH  will  convene  a  consensus  conference  in  order  to  determine  the 
state  of  TBI  research  and  plan  for  future  efforts. 

The  TBI  Act  will  also  establish  a  consumer  advisory  group  on  the  state  level.  This  advi- 
sory board  will  be  comprised  of  representatives  from  state  agencies;  public  and  nonprofit  private 
health  related  organizations;  disability  advisory  or  planning  groups;  members  of  state  groups  rep- 
resenting people  with  TBI;  and  any  prevention  programs  within  the  state.  Most  importantly,  this 
advisory  group  must  be  comprised  of  a  substantial  number  of  individuals  with  TBI  or  their  family 
members.  These  advisory  councils  will  be  charged  with  monitoring  the  findings  and  concerns  of 
federal,  state  and  local  agencies  and  groups,  as  well  as  increasing  public  awareness  and  input  into 
local  and  state  policies  concerning  TBI. 

The  two  programs  that  have  specific  authorizations  for  appropriations  are  the  State  Dem- 
onstration Projects  and  a  Study  and  Consensus  Conference.  The  Demonstration  Projects  are  vital 
as  a  front-line  tool  in  prevention  of  TBI  and  coordination  of  services  for  those  who  do  sustain  a 
traumatic  brain  injury.  For  this  program,  we  are  requesting  an  appropriation  of  $8  million  This 
amount  will  give  several  states  the  opportunity  to  truly  demonstrate  the  efficacy  of  state-wide  co- 
ordination of  TBI  prevention  and  services 

The  other  section  requiring  new  appropriations  concerns  a  study  and  consensus  confer- 
ence. There  is  much  to  be  learned  about  traumatic  brain  injury.  We  must  have  a  study  and  con- 
ference conducted  by  the  premier  research  institution  in  the  world,  the  National  Institutes  of 
Health,  in  order  to:  determine  the  incidence  and  prevalence  of  traumatic  brain  injury;  create  a 
uniform  reporting  system  under  which  states  report  incidents  of  TBI,  identify  common  therapeu- 
tic interventions  used  for  the  rehabilitation  of  people  with  TBI;  and  the  development  of  practice 
guidelines  for  the  rehabilitation  of  people  with  traumatic  brain  injury  For  these  critical  studies 
and  the  conference  we  request  an  appropriation  of  $2  million. 

When  the  Traumatic  Brain  Injury  Act  was  first  introduced  two  years  ago,  the  authoriza- 
tion for  appropriations  to  fund  the  initiatives  contained  in  the  legislation  stood  at  $41  million. 
Today,  with  passage  of  this  bill  being  imminent,  we  ask  for  a  total  of  $10  million  to  begin  to  lay 
the  foundation  for  these  important  initiatives. 

National  Centers  for  Medical  Rehabilitation  Research 

I  currently  serve  as  the  Immediate  Past  Chairman  of  the  Advisory  Board  for  the  National 
Center  for  Medical  Rehabilitation  Research  at  the  National  Institutes  of  Health. 

The  NCMRR  Advisory  Board  met  on  April  7  and  8  to  discuss  its  annual  report  to  Con- 
gress. This  report  is  in  final  preparation  and  I  will  personally  see  to  it  that  you  receive  a  copy  as 
soon  as  they  are  available. 
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The  NCMRR  conducts  and  supports  a  wide  range  of  research  on  all  aspects  of  medical 
rehabilitation  and  disability.  NCMRR  research  focuses  on  cross-cutting  topics  such  as  mobility, 
assistive  devices  for  people  with  disabilities,  behavioral  responses  to  disability,  measurements  and 
assessment  of  rehabilitation  outcomes,  and  training  of  rehabilitation  researchers. 

One  of  the  key  recommendations  that  the  Advisory  Board  will  be  making  and  that  the 
Center's  staff  has  been  formulating,  involves  the  creation  of  Centers  of  Excellence  Research 
centers  for  crosscutting  areas  of  rehabilitation  research  make  a  great  deal  of  sense  for  several  rea- 
sons. First,  rehabilitation  is  most  successful  through  an  interdisciplinary  "team"  approach  Sec- 
ond, the  NCMRR' s  mission  is  to  conduct  research  that  spans  the  spectrum  of  disability  status, 
from  pathophysiology  —  which  often  causes  the  initial  disabling  impairment  —  all  the  way  through 
societal  limitations  —  which  often  limit  a  person's  ability  to  function  in  society  with  a  disability. 
Centers  of  Excellence  are  ideally  suited  for  this  type  of  research.  Third,  medical  rehabilitation  and 
disability  research  presents  extremely  complex  problems  that  require  collaboration  from  many 
different  disciplines,  and  will  likely  have  implications  that  cut  across  specific  disabilities. 

Under  the  proposal  being  developed  by  NCMRR  staff,  in  consultation  with  the  NCMRR 
Advisory  Board,  the  first  wave  of  these  centers  (approximately  six)  would  be  established  in  FY 
1995.  As  contemplated,  these  Centers  of  Excellence  would  compliment,  not  duplicate,  the  exist- 
ing rehabilitation  research  centers  funded  through  the  Department  of  Education,  under  the  Na- 
tional Institution  on  Disability  and  Rehabilitation  Research.  The  NIDRR  centers  focus  on  disabil- 
ity-specific research.  In  other  words,  NTDRR  funds  several  centers  research  spinal  cord  injury, 
head  injury,  and  a  small  number  of  other  disability  areas. 

The  centers  contemplated  by  the  NCMRR,  as  stated  above,  focus  on  entirely  different  is- 
sues and  approach  medical  rehabilitation  and  disability  problems  in  a  wholly  different  manner. 
These  centers  would  identify  and  conduct  basic  and  applied  research  that  would  benefit  the  func- 
tional abilities  of  large  segments  of  the  disability  population.  As  contemplated,  each  center  would 
conduct  research  on  measurement,  outcomes,  and  would  train  rehabilitation  researchers. 

In  this  era  of  health  care  reform,  the  measurement  and  outcomes  information  derived  from 
these  centers  could  be  invaluable  in  improving  the  effectiveness  of  rehabilitation  techniques, 
methodologies,  and  devices,  which  could  dramatically  enhance  the  quality  of  health  care  to  per- 
sons with  disabilities. 

The  NCMRR  currently  operates  on  a  budget  of  approximately  $16  million  for  FY  1994. 
Since  the  NCMRR  is  only  going  into  its  fourth  year  as  an  entity,  it  requires  a  significant  increase 
in  appropriations  in  order  to  increase  its  research  capacity  and  fulfill  its  mission.  With  the  estab- 
lishment of  these  rehabilitation  research  Centers  of  Excellence,  the  NCMRR  needs  even  greater 
resources  in  FY  1995  in  order  to  accomplish  its  vital  research  agenda. 

We  ask  for  an  FY  1995  appropriations  for  the  NCMRR  of  $30  million. 

Thank  you  for  permitting  me  to  submit  testimony  to  your  Committee. 
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Introduction 

Mr.  Chairman,  let  me  begin  by  thanking  you  and  all  of  the  Members  of  your 
Subcommittee  for  providing  me  the  opportunity  to  submit  this  statement  for  the  record. 

I  would  like  to  take  a  moment  to  introduce  you  to  La  Salle  University.   Founded  in 
1863,  La  Salle  University  is  located  near  downtown  Philadelphia,  in  a  community 
characterized  by  racial,  ethnic,  and  socioeconomic  diversity.   The  mission  of  La  Salle  is 
twofold:  in  addition  to  our  primary  objective  of  providing  the  highest  quality  education 
possible  to  our  students,  we  also  have  made  expanding  our  relationship  with  and  contributing 
to  our  urban  community  an  institutional  priority. 

La  Salle  University's  Community  Outreach  Activities. 

To  make  the  greatest  contribution  possible  to  the  economic  and  social  development  of  the 
community  that  surrounds  our  campus,  and  to  increase  the  interaction  between  our  students 
and  faculty  and  the  members  of  this  community,  La  Salle  has  focused  a  significant  amount  of 
resources  on  a  number  of  community  outreach  programs.    A  sample  of  these  initiatives  is 
provided  below. 

The  Urban  Studies  and  Community  Services  Center.   The  Urban  Studies  and 
Community  Services  Center  at  La  Salle  is  the  only  center  of  its  kind  in  Philadelphia  — 
and  one  of  only  a  few  in  the  nation  -  that  integrates  community  services  and  academic 
coursework  to  demonstrate  the  results  of  effective  cooperation  between  an  urban 
university  and  the  residents  of  its  neighboring  community. 

Campus  Boulevard  Consortium.   The  Campus  Boulevard  Consortium  (CBC)  is  a 
nonprofit  organization  that  was  established  to  promote  neighborhood,  commercial  and 
institutional  revitalization  in  the  "Campus  Boulevard"  community  surrounding  La  Salle, 
and  to  strengthen  relationships  among  its  member  institutions.   La  Salle's  president  has 
been  the  chairman  of  the  Consortium  since  its  founding  in  1977. 
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TV  I,aSalle  University  Small  Business  Development  Center 

The  Small  Business  Development  Center  (SBDC)  was  designed  to  provide 
comprehensive  management  assistance  and  services  to  the  small  business  community  in  the 
Philadelphia  area.   The  importance  of  small  businesses  in  job  creation  and  technological 
innovation  is  well  documented.   For  the  past  two  decades,  two-thirds  of  the  nation's  jobs  have 
been  created  within  small  firms.   La  Salle  believes  further  progress  will  depend  upon 
increased  understanding  of  the  organizational  dynamics  of  new  ventures,  new  models  of 
entrepreneurship  education,  and  better  techniques  for  reconciling  the  capital  needs  of  new 
firms. 

Approximately  75  percent  of  SBDC  clients  are  women  or  minorities.   A  key 
component  of  the  SBDC  is  its  "Urban  Small  Business  Outreach  Program,"  through  which  state 
and  local  community  leaders  are  brought  together  to  examine  and  evaluate  business  activity  in 
relation  to  an  entire  neighborhood  corridor.    Additionally,  the  SBDC  offers  management 
assistance  and  servicing  programs  in  the  following  areas: 

•  Guidance  for  preparation  of  business  plans  for  new  ventures  and  existing 
businesses; 

•  Accounting  and  recordkeeping; 

•  Financial  analysis  and  planning; 

•  Marketing  programs  and  counseling; 

•  Long  range  planning  for  established  firms; 

•  Management  assistance  to  identify  management  problems,  develop  corrective 
measures,  create  alternative  solutions,  and  arrange  for  implementation  and 
follow  up;  and 

•  Government  Procurement  Techniques. 

The  Relationship  between  Education  and  Economic  Success 

As  we  have  developed  and  implemented  community  outreach  and  economic  development 
programs  in  the  neighborhoods  surrounding  our  campus,  we  have  become  increasingly 
cognizant  of  the  link  between  educational  performance  and  economic  success.   Without  the 
necessary  skills  for  productive  employment,  no  amount  of  economic  opportunity  will  result  in 
higher  levels  of  employment  for  our  citizens. 

As  a  result  of  this  connection,  education  reform  efforts  —  designed  to  provide  students 
with  a  higher  level  of  employment-oriented  skills  —  have  received  increasing  attention  among 
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educators,  business  leaders,  and  policy  makers.   In  particular,  we  have  recognized  that  our 
Nation's  students  do  not  currently  possess  skills  in  mathematics  and  science  equal  to  students 
in  the  industrialized  nations  that  are  our  strongest  economic  competitors,  and  that  these  skills 
will  become  increasingly  critical  to  our  future  economic  success  as  the  focus  of  our  economy 
shifts  towards  high-technology  industries. 

The  changes  projected  in  the  business  and  industrial  structure  of  the  United  States  will 
alter  job  patterns  considerably  around  the  nation  and  in  Philadelphia.   The  jobs  that  will  be 
created  over  the  next  10  years  will  be  substantially  different  from  those  in  existence  today.   A 
number  of  positions  in  the  lower-skilled  job  categories  will  decline  significantly  or  even 
disappear,  while  positions  in  higher-skilled  professions  will  grow  rapidly.   Overall,  the  skills 
required  for  the  new  economy  will  be  far  more  advanced  than  previously,  with  most  new  jobs 
demanding  more  education  and  higher  levels  of  math,  science,  reasoning  and  language  skills. 

These  occupational  changes  will  present  a  significant  challenge  for  African  Americans  and 
Hispanics,  who  are  underrepresented  in  the  fastest  growing  professions  and  overrepresented  in 
the  shrinking  job  categories,  and  who  have  historically  performed  less  well  in  math  and 
science  educational  programs.    In  cities  like  Philadelphia,  where  minorities  comprise  a 
growing  percentage  of  the  population,  there  is  an  immediate  and  critical  need  to  overcome 
these  educational  discrepancies  to  revitalize  these  local  economies. 

The  Institute  for  the  Advancement  of  Science  and  Mathematics  Teaching 

To  prepare  our  students,  as  well  as  the  elementary  and  secondary  school  students  in  our 
community  and  beyond,  for  productive  employment  and  economic  success  in  the  21st  century, 
La  Salle  University  will  undertake  a  comprehensive  effort  to  improve  mathematics  and  science 
teaching  in  the  Delaware  Valley  Region  (Pennsylvania,  New  Jersey  and  Delaware).   The 
Institute  for  the  Advancement  of  Mathematics  and  Science  Teaching  also  will  directly  enhance 
the  economic  condition  of  our  community,  by  providing  training  programs  for  individuals 
seeking  employment  in  the  region's  growing  technology-based  industries,  including  computer 
and  information  services  firms,  electronics  manufacturers,  chemical  and  environmental 
companies  and  pharmaceutical  and  health-care  related  businesses. 

The  Institute  will  house  an  educational  Resource  Center,  the  Hypermedia  Center,  the 
Advanced  Mathematics  and  Science  Encounters  (AMASE)  Laboratory,  classrooms, 
conference  rooms  and  laboratories.    The  central  element  in  the  overall  plan  is  the  Resource 
Center,  which  will  provide  mathematics  and  science  educational  resources  to  be  used  by 
students,  faculty,  administrators,  and  other  interested  individuals,  both  on-campus  and  in  the 
community  at  large,  including  a  comprehensive  database  of  minorities  and  women  in 
associated  professions  to  serve  as  role  models  and  mentors. 

Specifically,  technical  support  will  be  provided  to  elementary  and  secondary  school 
teachers  throughout  the  region  to  enhance  the  methodologies  and  techniques  used  to  deliver 
mathematical  and  scientific  reasoning  courses.   This  objective  will  be  met  by  conducting  in- 


1674 


house  workshops  and  seminars  to  demonstrate  and  discuss  specific  lessons  and  will  be 
supplemented  by  a  comprehensive  videotape  library  to  broaden  the  dissemination  of  effective 
teaching  methods.   Further,  the  AMASE  Laboratory,  designed  to  promote  "hands-on" 
learning,  will  be  a  significant  attraction  for  elementary  and  secondary  school  teachers  around 
the  region  who  are  planning  field  trips  for  their  students. 

A  comprehensive  public  information  campaign  will  be  conducted  throughout  the  Delaware 
Valley  region,  to  increase  the  awareness  of  both  students  and  faculty  of  the  educational 
activities  and  resources  available  at  the  Institute.   In  addition,  cable  television  will  be  used  to 
increase  the  Institute's  reach  and  to  meet  the  needs  of  a  diverse  group  of  individuals  around 
the  region,  ranging  from  elementary  and  secondary  school  teachers  to  business  leaders  and 
professionals,  thereby  broadening  the  impact  of  improved  mathematics  and  science  courses. 

An  important  component  of  the  Institute  will  involve  the  business  community.   As  well  as 
providing  training  programs  for  individuals  seeking  employment  in  the  region's  growing 
technology-based  industries,  the  Institute  will  sponsor  conferences  and  workshops  focused  on 
motivating  elementary  and  secondary  students  to  excel  in  mathematics  and  sciences,  and  to 
pursue  educational  goals  that  will  lead  to  employment  opportunities  in  industries  which  require 
proficiency  in  the  application  of  scientific  techniques  and  advanced  technologies. 

Finally,  through  the  programs  and  activities  of  the  Institute,  La  Salle  intends  to  build 
upon  the  experience  and  expertise  we  have  gained  through  the  development  of  science 
workshops  for  elementary  and  secondary  school  students  in  the  community  and  the  creation  of 
partnerships  with  a  number  of  school  districts  in  the  Philadelphia  region  to  establish  what  we 
believe  will  be  a  true  model  effort  for  science  and  mathematics  education. 

The  Citv  of  Philadelphia 

The  City  of  Philadelphia  is  an  ideal  location  for  the  Advancement  of  Mathematics  and 
Science  Teaching,  a  new  approach  to  mathematics  and  science  education.   Situated  in  a 
recently  developed  high-technology  corridor,  with  a  concentration  of  health  care  and 
information  service  firms,  the  Delaware  Valley  Region  economy  has  a  growing  need  for 
individuals  who  are  well-trained  in  science,  mathematical  reasoning  and  advanced 
technologies. 

Ranked  as  a  leader  in  a  number  of  fields,  Philadelphia  is  one  of  the  first  northern 
industrial  cities  to  have  successfully  made  the  transition  from  an  economy  based  on  heavy 
manufacturing  to  one  oriented  toward  the  delivery  of  technologically-advanced  services.   The 
Greater  Philadelphia  area,  where  one  of  the  nation's  first  computers  was  built  more  than  40 
years  ago,  today  boasts  a  collection  of  approximately  750  technology-based  companies  --  the 
fifth  largest  concentration  in  the  country  —  including  biotechnology,  computer  software, 
information  service  and  electronics  firms. 

By  the  mid-1980s,  high  technology  growth  began  to  have  a  significant  impact  on  the 
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regional  economy,  evidenced  by  the  number  of  individuals  employed  in  technology-oriented 
industry.    Based  on  a  1991  survey  of  748  technology-based  companies,  more  than  336,700 
individuals  are  employed  by  these  firms.    According  to  many  industry  experts,  the  area's 
human  resources,  principally  a  high  concentration  of  computer-  and  communications-trained 
employees,  provided  the  impetus  for  the  rapid  development  of  the  advanced  technology 
industry.   Therefore,  there  is  a  constant  need  for  exceptionally  skilled  professionals  who  have 
expertise  in  mathematics,  scientific  reasoning  and  advanced  technologies  to  support  the 
economic  growth  of  these  industries.   This  growth  will,  in  turn,  create  additional  employment 
opportunities  for  individuals  throughout  the  region. 

Request  for  Federal  Support 

With  its  focus  on  adult  education,  economic  development,  small  business  assistance, 
and  career  preparation  of  teachers,  the  Institute  for  the  Advancement  of  Mathematics  and 
Science  Teaching  will  play  a  major  role  in  the  economic  development  of  the  Delaware  Valley. 
The  goals  and  mission  of  the  Institute  are  in  keeping  with  national  and  regional  goals  to 
restructure  and  strengthen  American  education  to  meet  the  unique  challenges  of  our  changing 
world  economy.   The  Institute  will  serve  as  a  national  model  that  can  be  replicated  by  other 
institutions  throughout  the  country  for  the  establishment  of  partnerships  among  educators, 
students  and  business  leaders  to  broaden  the  support  of  the  teaching  and  learning  process 
throughout  the  community.   We  are  requesting  $10  million  for  this  project  in  your  fiscal  year 
1995  Labor,  Health  and  Human  Services,  Education  Appropriations  Bill. 

Again,  thank  you  for  your  interest  and  providing  me  the  opportunity  to  present  testimony. 
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The  American  Society  of  Internal  Medicine  (ASIM)  is  pleased  to  present  the  following  testimony  for 
the  record  to  the  House  Appropriations  Labor-HHS  Subcommittee  on  the  fiscal  year  1 995  Labor- 
HHS  appropriations  bill.   ASIM  represents  26,000  practicing  internists  in  all  50  states,  the  District 
of  Columbia  and  Puerto  Rico. 

In  a  white  paper  released  last  year  titled  Rebuilding  Primary  Care:  A  Blueprint  for  the  Future,  ASIM 
examined  the  economic,  training  and  regulatory  obstacles  that  are  discouraging  primary  care 
physicians  from  practice  and  turning  away  promising  young  medical  students  from  the  field  of 
primary  care.   In  that  paper,  we  made  44  specific  recommendations  for  enhancing  the  attraction  of 
primary  care,  many  of  which  are  relevant  to  this  committee's  jurisdiction.  I  will  focus  my  remarks 
on  three  areas  where  this  committee  can  have  a  significant  impact  on  improving  the  primary  care 
medical  environment.  These  are  financing  practice-oriented  primary  care  research  through  the 
Agency  for  Health  Care  Policy  and  Research  (AHCPR),  National  Institutes  of  Health  and  other 
federal  research  arms;  supporting  primary  care  training  programs  through  the  Public  Health 
Service;  and  ensuring  that  administrative  operations  of  federal  health  care  programs  do  not  create 
regulatory  barriers  to  the  provision  of  primary  care. 

Increased  Financing  for  Primary  Care  Research 

As  recommended  by  the  Council  on  Graduate  Medical  Education,  public  policy  should  promote  a 
health  system  composed  of  a  "majority  of  generalist  physicians  trained  to  provide  quality  primary 
care  and  an  appropriate  mix  of  other  specialists  to  meet  health  care  needs."  ASIM  agrees  with 
COGME's  view  and  supports  increased  funding  for  the  National  Institutes  of  Health  and  the 
Agency  for  Health  Care  Policy  and  Research  to  fund  research  in  primary  care,  health  services 
delivery  and  patient  outcomes,  as  well  as  for  the  development  of  research  faculty  in  the  primary 
care  disciplines.   AHCPR's  primary  care  research  activities  support  a  variety  of  efforts  to  improve 
clinical  decisionmaking  and,  as  a  result,  treatment  outcomes.   It  is  anticipated  that  an  improved 
health  care  system  that  focuses  on  quality  and  measurement  of  patient  outcomes  and  physicians' 
performance  will  depend  heavily  on  data  and  studies  produced  by  AHCPR.  We  are  pleased  to 
see  that  the  administration's  budget  this  year  once  again  calls  for  a  significant  increase  in  support 
for  AHCPR,  up  12  percent  to  $173  million.  We  hope  that  this  additional  money  will  enable  the 
agency  to  adequately  fund  the  policy  research  necessary  to  support  the  new  health  care  system. 

Within  the  budget  for  NIH,  ASIM  applauds  the  continued  emphasis  given  to  development  and 
evaluation  of  new  therapies  and  potential  vaccines  to  extend  the  lives  of  patients  with  HIV  and  the 
emphasis  given  to  women's  health  research,  including  an  additional  $84  million  for  breast  cancer 
research. 

Training  Primary  Care  Physicians 

Although  regulatory  and  economic  complaints  figure  prominently  in  many  physicians'  and  medical 
students'  views  of  primary  care,  problems  in  funding  and  content  of  medical  training  also  play  a 
role.  There  are  many  reasons  why  medical  students-including  the  top  medical  students  who 
once  sought  out  a  career  in  primary  care-are  turning  away  from  this  discipline.   These  include  the 
narrow  orientation  of  most  primary  care  training  programs  focusing  mainly  on  the  critically  ill,  a 
lack  of  positive  role  models  and  institutional  support  for  primary  care  training  programs,  and  a 
lack  of  exposure  in  training  to  those  ambulatory  care  settings  most  often  found  in  primary  care 
practice. 

The  FY  1995  budget  proposes  to  consolidate  over  25  categorical  health  professions  programs  into 
five  consolidated  grant  programs:  primary  care;  minority  and  disadvantaged  assistance; 
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consolidated  loans;  other  priority  nursing;  and  health  professions  research  and  data.  The  overall 
funding  will  be  cut  by  $15  million  a  year.  ASIM  is  deeply  concerned  that  of  this  $15  million,  nearly 
$14  million  is  anticipated  to  come  out  of  the  program  devoted  to  primary  care.  The  Title  VII 
primary  care  program  represents  the  only  major  investment  of  the  federal  government  in  the 
development  of  the  primary  care  infrastructure  needed  to  support  the  future  health  care  system. 
The  proposed  reduction  seems  inconsistent  with  the  stated  goals  of  the  administration  to  provide 
incentives  under  health  care  reform  to  support  increased  training  of  primary  care  physicians. 

ASIM  has  particular  misgivings  about  the  impact  the  consolidation  and  the  proposed  funding 
reductions  may  have  on  general  internal  medicine  and  general  pediatrics  grants  under  the  primary 
care  program.  The  Title  VII  General  Internal  Medicine  and  General  Pediatrics  grant  program 
provides  funds  to  public  and  private  nonprofit  hospitals  and  schools  of  medicine  to  support 
residencies  in  general  internal  medicine  and  pediatrics  and  grants  to  support  critical  faculty 
development  programs.   Because  of  consolidation,  it  is  unclear  what  specific  impact  the  funding 
reduction  will  have  on  this  program.   Last  year  Congress  appropriated  $16,871 ,000  for  the 
General  Internal  Medicine  and  General  Pediatrics  program.  ASIM  recommends  that  this  year  the 
subcommittee  support  an  increase  for  this  important  program  to  the  full  authorization  amount  of 
$25  million. 

ASIM  also  supports  funding  increases  for  the  National  Health  Service  Corps  (NHSC)  to  provide 
additional  means  for  primary  care  physicians  who  commit  to  practicing  in  underserved  areas  to  be 
trained  without  excessive  debt.   The  NHSC  should  be  used  especially  to  encourage  and  promote 
minorities  to  train  and  remain  in  primary  care.   NHSC  is  particularly  valuable  not  only  in  providing 
physicians  with  a  means  for  training  in  primary  care  without  incurring  excessive  debt,  but  also  in 
providing  at  least  temporary  help  to  underserved  communities.  The  corps  has  not  been  very 
effective,  however,  in  getting  physicians  to  locate  their  practices  permanently  in  underserved 
areas.  Therefore,  it  will  be  necessary  to  change  certain  aspects  of  the  economic  and  regulatory 
environment  that  may  have  a  disproportionately  greater  adverse  impact  on  primary  care 
physicians  in  rural  areas. 

Addressing  the  Regulatory  Burdens  of  Federal  Health  Programs 

ASIM  urges  this  subcommittee  to  maintain  appropriate  funding  for  Medicare's  administrative 
operations.  The  administration  is  proposing  only  a  3  percent  increase  in  the  budget  for  claims 
processing  despite  a  projected  5  percent  increase  in  claims.   If  carriers  are  not  given  the  financial 
resources  to  carry  out  the  many  duties  imposed  on  them  over  the  years  by  Congress  and  HCFA, 
they  may  be  forced  to  devote  less  time  and  attention  to  ensuring  that  all  aspects  of  program 
administration  function  smoothly.  This  in  turn  will  adversely  affect  how  carriers  treat  physicians' 
Medicare  claims  and  respond  to  patient  inquiries,  causing  physicians  and  beneficiaries  to  view 
Medicare  less  favorably.  In  addition,  ASIM  suggests  that  some  of  the  funds  for  Medicare's 
administrative  operations  be  used  to  enhance  the  efficiency  of  the  carriers  and  improve  workforce 
performance. 

Other  Issues 

ASIM  is  concerned  that  the  Occupational  Safety  and  Health  Administration  has  yet  to  re-examine 
its  regulations  on  bloodborne  pathogens  as  they  apply  to  the  practice  of  medicine  in  physician 
offices  and  the  practice  of  dentistry  as  instructed  in  the  conference  report  on  the  1 993 
appropriations  for  the  Department  of  Labor.  The  bloodborne  pathogen  regulations  assume  a  level 
of  risk  in  physicians'  offices  that  is  similar  to  those  encountered  in  hospitals,  although  the  risk  is 
considerably  less  in  the  physician  office  setting.  As  a  result,  the  costs  to  physicians  of  complying 
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with  these  regulations  are  higher  than  is  appropriate  or  necessary  to  protect  the  health  of  workers 
in  physician  offices.   In  particular,  the  administrative  costs  associated  with  this  regulation  are 
especially  burdensome.  As  the  Department  has  not  yet  complied  with  the  congressional  directive 
to  reexamine  this  regulation,  ASIM  urges  the  subcommittee  to  follow  up  with  the  Department  of 
Labor  to  assure  that  they  proceed  promptly  with  this  reexamination  and  issue  revised  regulations. 

Conclusion 

In  conclusion,  ASIM  urges  this  subcommittee  to:  1)  increase  support  for  primary  care  research 
through  the  Agency  for  Health  Care  Policy  and  Research,  National  Institutes  of  Health  and  other 
federal  research  bodies;  2)  increase  investment  in  primary  care  training  by  fully  funding  Title  VII  at 
a  level  of  $25  million;  3)  expand  financing  of  the  National  Health  Service  Corps  to  enable  the 
Corps  to  serve  more  health  workforce  shortage  areas;  and  4)  ask  the  Department  of  Labor  to 
reexamine  the  bloodborne  pathogens  regulations  as  directed  by  Congress. 

Thank  you  for  the  opportunity  to  submit  comments  on  the  FY  1995  Labor-HHS  appropriations  bill. 


dllchten\repappro.394 
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Mr.  Chairman  and  Members  of  the  Committee: 

The  American  Academy  of  Neurology  is  the  largest  national  organization  representing 
neurologists  and  neuroscientists  and  has  12,000  members.    One  of  the  Academy's  primary 
goals  is  increasing  funding  for  neuroscience  research,  particularly  for  the  National  Institute 
of  Neurological  Disorders  and  Stroke  (NINDS)  within  the  National  Institutes  of  Health. 

NENDS  is  responsible  for  research  regarding  the  function  of  the  brain,  spinal  cord, 
and  peripheral  nerves  and  the  diagnosis  treatment  and  prevention  of  neurological  and 
neuromuscular  disorders.   There  are  over  600  of  such  disorders.    Permanent  neurological 
disabibty  restricting  daily  activity  affects  about  50  million  Americans  at  a  cost  to  society  of 
$400  billion  a  year.    Among  the  disorders  which  are  the  focus  of  research  sponsored  by 
NINDS  are  stroke,  the  third  leading  cause  of  death  in  the  United  States,  multiple  sclerosis, 
epilepsy,  spinal  cord  injury,  head  injury,  ALS,  Parkinson's  disease,  and  cerebral  palsy. 

The  President's  Budget  Proposal  for  1995 

In  the  budget  which  the  President  submitted  to  the  Congress  in  February,  there  is  a 
4.7%  increase  for  the  NIH  in  fiscal  year  '95  compared  to  fiscal  year  1994.    The  proposal  for 
the  NINDS  for  fiscal  year  1995  is  $653.7  million  compared  to  $630.6  million  in  1994, 
representing  a  3.7%  increase.    The  total  number  of  grants  issued  by  NINDS  under  the 
proposed  budget  for  fiscal  year  1995  will  decrease  by  approximately  114  grants  to  1690. 
The  numbers  of  center  grants,  career  awards,  and  other  research  training  grants  will  either 
stay  the  same  or  decrease  under  the  fiscal  year  1995  budget.    The  overall  number  of  grants 
for  all  NINDS  programs  will  therefore  decrease  substantially  between  fiscal  year  1994  and 
fiscal  year  1995  under  the  President's  proposal. 
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Research  Developments 

The  research  sponsored  by  NINDS  has  resulted  in  what  Dr.  Patricia  Grady,  Acting 
Director  of  the  NINDS,  said  in  her  testimony  to  the  Subcommittee  was  a  "new  era  of 
medicine"  in  which  methods  had  been  developed  with  respect  to  improved  diagnosis  and 
treatment  for  a  number  of  significant  neurological  and  neuromuscular  disorders.    As  she 
noted  in  her  testimony,  examples  include  methods  to  prevent  stroke  and  limit  its  effects, 
enzyme  replacement  therapy  to  reverse  the  course  of  an  inherited  metabolic  disease  and  the 
first  treatments  to  affect  the  course  of  multiple  sclerosis  and  spinal  cord  injury.    NINDS 
supported  trials  have  also  demonstrated  the  effectiveness  of  warfarin,  aspirin,  and  surgery  to 
prevent  stroke  in  selected  patient  groups.    A  new  study  has  been  undertaken  to  leam  whether 
estrogen  can  prevent  a  second  stroke  in  postmenopausal  women.    Recent  research  supported 
by  NINDS  has  indicated  the  therapeutic  potential  of  felbamate,  the  first  new  epilepsy 
medication  in  15  years.    In  1993,  NINDS  supported  scientists  discovered  a  defective  gene 
that  causes  a  type  of  ALS. 

Prevention  and  Management  of  Stroke 

Stroke  research  is  a  particular  priority  for  the  Academy.    Stroke  is  the  third  leading 
cause  of  death  in  this  country  and  the  major  cause  of  disability  in  adults.    Every  week  nearly 
15,000  Americans  develop  a  first  stroke  or  a  recurrent  stroke.    The  total  costs  of  stroke  are 
approximately  $25  billion  each  year.   The  Academy  urges  that  expanded  research  be 
undertaken  to  identify  and  characterize  the  risk  factors  for  stroke.    Expanded  research  is  also 
necessary  regarding  acute  care  for  stroke.    Initial  clinical  studies  regarding  clot-dissolving 
therapy  suggests  opportunities  to  intervene  in  the  management  of  stroke.    Research  is  needed 
with  regard  to  restorative  treatment  designed  to  help  individuals  overcome  the  impairment  of 
function  that  results  from  the  effects  of  stroke.    Additional  brain  imaging  research  is  needed 
to  improve  diagnosis,  evaluate  brain  function  following  stroke,  and  provide  insights  to  new 
methods  of  restoring  or  enhancing  brain  function.     The  Subcommittee  should  place  a  major 
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emphasis  on  expanded  stroke  research  on  its  report  on  the  NIH  aspects  of  the  Labor,  Health 
and  Human  Services  and  Education  and  Related  Agencies  budget. 

The  American  Academy  of  Neurology  Recommendations 

The  Academy  recommends  a  10%  increase  for  the  NINDS  budget  over  the  fiscal  year 
1994  level.    The  increase  would  provide  the  NINDS  with  a  budget  of  approximately 
$690  million.    This  budget  is  approximately  $40  million  above  the  President's  proposed 
budget.    Such  a  budget  proposal  would  enable  an  expansion  in  the  number  of  research  grants 
which  could  be  issued  by  the  NINDS  to  deal  with  the  many  areas  of  research  need  identified 
in  the  "Decade  of  the  Brain  Status  Report. "   This  budget  recommendation  would  enable  the 
needed  expansion  of  clinical  research  activity  to  further  the  development  of  treatment 
methods  based  on  the  findings  of  basic  science.    The  Academy  is  particularly  concerned  that 
there  be  adequate  increases  for  centers,  program  projects,  and  similar  research  which  often 
involves  neurologists  and  a  clinical  focus.    The  Academy  believes  that  research  in  the  area  of 
neurological  and  neuromuscular  diseases  is  perhaps  the  area  of  research  most  ripe  for 
expansion  at  this  time.   Basic  neurological  research  is  moving  with  great  speed  to  understand 
the  cellular  details  that  enable  the  human  brain  to  work  its  wondrous  ways.    New  information 
is  developing  regarding  the  mechanisms  that  impair  the  brain's  function  and  knowledge  about 
how  the  brain  can  be  damaged  and  what  therapeutic  steps  can  prevent,  reduce,  or  repair  the 
injuries. 
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STATEMENT  OF  THE  COALITION  OF  NORTHEASTERN  GOVERNORS 

REGARDING  APPROPRIATIONS  FOR 

THE  LOW-INCOME  HOME  ENERGY  ASSISTANCE  PROGRAM 

FOR  FISCAL  YEAR  1995 


The  Coalition  of  Northeastern  Governors  (CONEG)  is  pleased  to  provide 
testimony  to  the  Subcommittee  on  Labor,  Health  and  Human  Services  and  Education  as 
it  considers  FY  1995  appropriations  for  the  Low-Income  Home  Energy  Assistance 
Program  (LIHEAP).  The  CONEG  Governors  appreciate  the  support  provided  by  the 
Subcommittee  in  helping  to  meet  the  heating  needs  of  the  nation's  low-income,  disabled, 
and  elderly  residents  through  the  LIHEAP  program. 

The  CONEG  Governors  would  especially  like  to  thank  the  Subcommittee  for  its 
support  in  securing  the  release  of  the  supplemental  contingency  fund.   Without  these 
monies,  many  low-income  families  would  not  have  been  able  to  adequately  heat  their 
homes  during  this  unusually  cold  winter  season. 

The  CONEG  Governors  also  appreciate  the  actions  taken  last  year  by  the 
Subcommittee  in  approving  the  program's  forward  funding  provisions  for  FY  1995,  thus 
allowing  our  states  to  more  effectively  and  efficiently  plan  the  distribution  of  program 
funds  prior  to  the  start  of  the  winter  heating  season. 

LIHEAP  is  one  of  the  few  federal  programs  that  provides  assistance  to  the 
working  poor  and  recently  unemployed  families.   Close  to  two  million  households  in  the 
Northeast  are  currently  receiving  LIHEAP  assistance.   Of  that  amount,  about  40  percent 
of  recipient  households  have  at  least  one  member  who  is  disabled  or  elderly  and  close  to 
90  percent  have  incomes  below  $12,000. 

Low-income  families  in  the  Northeast  pay  close  to  four  times  more  of  their 
income  for  energy  than  the  average  family  and  are  therefore  less  able  to  afford  the  cost 
of  potential  increases  in  energy  prices  than  are  other  families.   For  many  poor  families,  a 
reduction  in  LIHEAP  benefits  could  make  the  difference  between  eating  or  staying  warm 
during  the  cold  winter  months. 

Funding  for  the  program  has  diminished  significantly  over  the  years,  from  its  peak 
of  $2.1  billion  in  FY  1985  to  $1,475  billion  in  FY  1994.   Even  at  peak  funding  levels,  the 
program  has  never  had  sufficient  resources  to  reach  all  of  the  households  eligible  for 
federal  assistance. 

Unfortunately,  the  ability  of  the  Northeastern  states'  to  substitute  state  funds  for 
federal  appropriations  is  severely  limited.   Our  states,  which  have  been  able  to 
supplement  the  federal  LIHEAP  program  in  the  past,  are  no  longer  able  to  do  so 
because  of  the  drain  on  their  own  treasuries  due  to  federal  mandates  and  cuts  in  other 
important  programs  absorbed  by  states.   In  addition,  oil  overcharge  funds  which  have 
been  used  by  some  states  to  supplement  LIHEAP  funding,  are  running  out  and  cannot 
be  counted  on  to  continue  supplementing  program  allocations.  They  certainly  cannot 
replace  a  state's  program  allocation. 
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The  impact  of  the  President's  Budget  for  LIHEAP  would  have  a  devastating  affect 
on  the  region's  low-income  households.   States  would  have  few  choices  but  to  significantly 
reduce  program  eligibility.  States  have  estimated  that  the  reduction  in  assistance  would 
eliminate  almost  600,000  households  from  the  program  assistance.  A  report  prepared  by 
the  CONEG  Policy  Research  Center,  Inc.  describing  possible  options  that  could  be 
considered  by  the  CONEG  states  if  the  President's  Budget  is  enacted,  as  well  as 
background  information  on  the  region's  programs,  is  included  as  part  of  this  testimony. 

We  disagree  with  several  of  the  justifications  that  the  Administration  has  proposed 
for  reducing  the  program's  appropriation.  Among  the  justifications  cited  by  the 
Administration  has  been  a  decline  in  the  average  household  burden  for  residential  energy 
for  low-income  households.   Recent  estimates  prepared  by  HHS  show  that  while  there 
has  been  a  modest  decline  in  the  overall  price  of  energy,  the  average  share  of  the  low- 
income  household  budget  for  home  energy  has  remained  very  high,  declining  from  a  peak 
rate  of  about  20  percent  in  1983  to  16  percent  in  1992.   In  contrast,  the  rate  for  all 
households  currently  averages  about  3.1  percent. 

In  the  Northeast,  the  energy  burden  on  low-income  households  is  even  higher,  the 
average  share  of  the  low-income  household  budget  for  home  energy  is  at  about  20 
percent.   It  would  not  be  surprising,  if  due  to  the  recent  harsh  weather  conditions  in  the 
Northeast,  that  the  burden  rate  for  low-income  households  during  the  current  winter 
heating  season  goes  even  higher.   Home  energy  costs  are  consistently  higher  in  the 
Northeast-Midwest  region  for  several  reasons:  the  cold  winter  conditions  and  the  higher 
energy  prices  which  reflect  the  lack  of  both  indigenous  energy  resources  and  federally 
subsidized  power. 

The  Administration  has  also  justified  its  proposed  LIHEAP  cuts  by  citing  the 
recent  increase  in  the  Earned  Income  Tax  Credit  (EITC).  The  increase  in  the  EITC 
benefit  was  designed  to  help  low-income  households  meet  all  their  living  expenses,  and 
not  as  an  offset  for  LIHEAP  assistance.   In  addition,  while  the  increase  EITC  benefit  has 
been  of  great  benefit  to  the  working  poor,  it  is  not  available  to  the  elderly,  the  non- 
working  disabled,  or  other  low-income  recipients. 

As  the  House  begins  its  consideration  of  the  FY  1995  Labor,  Health  and  Human 
Service  and  Education  Appropriations  bill,  we  urge  the  Subcommittee  to  maintain  the 
FY  1995  appropriation,  and  provide  for  an  adequate  level  of  funding  for  FY  1996  that 
will  account  for  the  continuing  uncertainty  in  energy  prices  and  the  continuing  demands 
for  program  services  as  a  result  of  the  slow  growth  in  jobs  and  wages. 

CONEG  is  pleased  to  have  had  the  opportunity  to  share  its  views  with  the 
Subcommittee  and  stands  ready  to  provide  any  additional  information  about  the 
importance  of  LIHEAP  in  meeting  the  home  heating  needs  of  the  low-income,  disabled 
and  elderly  residents  of  the  Northeast  States. 
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INTRODUCTION 

I  am  Samuel  L.  Myers,  President  of  the  National  Association  for  Equal  Opportunity  in  Higher  Education  (NAFEO). 
i  submit  this  testimony  on  behalf  of  the  1 17  historically  and  predominantly  Black  colleges  and  universities  which  are  members 
of  NAFEO.  Established  in  1969,  NAFEO's  aim  is  to  increase  the  flow  of  students  from  minority  and  economically  deprived 
families,  mostly  Black,  into  the  mainstream  of  our  society.  The  major  objectives  are  to  serve  as  a  voice  for  Black  colleges 
and  universities,  a  clearinghouse  of  information  on  Black  colleges  and  universities,  a  coordinator  in  Black  higher  education, 
.incl  as  a  presidential  resource  on  national  policy  issues. 

NAFEO  institutionsenroll  about  300,000  students  and  graduate  approximately  30,000  students  annually.  Since  1966, 
ihe-y  have  awarded  nearly  half  a  million  undergraduate,  graduate,  and  professional  degrees.  Moreover,  for  over  100  years, 
lilack  colleges  and  universities  have  been  proportionately  more  productive  than  any  other  sector  in  educating  Black  Americans 
.I  the  baccalaureate  and  post-baccalaureate  level.  Given  the  mandates  of  the  21st  Century,  particularly  a  highly  trained 
workforce  that  will  be  majority  minority,  the  productivity  of  these  institutions  is  inextricably  linked  to  the  productivity, 
competitiveness,  and  security  of  the  Nation. 

This  testimony  focuses  on  specific  programs  under  the  National  Institutes  of  Health  and  the  Department  of  Education 
which  address  both  the  undersupply  of  Blacks  in  areas  critical  to  the  Nation's  health  and  quality  of  life,  and  the  programmatic, 
personnel,  and  facility  needs  of  Black  institutions.  None  of  the  programs  included  have  been  funded  at  levels  which  would 
ensure  that  the  program  goals  are  met,  and,  in  most  instances,  the  President's  FY  95  Budget  recommendations  are  also 
inadequate.  Recognizing  budget  restraints,  the  funding  levels  recommended  by  NAFEO,  therefore,  would  provide  modest 
increases  in  order  to  more  fully  realize  the  goals  of  the  programs. 

I.     THE  NATIONAL  INSTITUTES  OF  HEALTH 

Through  its  extramural  programs  and  granting  activities,  the  National  Institutes  of  Health  (NIH)  has  used  funds 
allocated  to  make  significant  advances  in  the  treatment  and  control  of  major  diseases  that  affect  mankind.  In  addition  to  the 
support  of  a  first-class  biomedical  science  research  effort,  the  NIH  provides  funds  for  the  training  of  the  next  generation  of 
this  nation's  biomedical  scientists. 

In  1970,  presidents  of  NAFEO  institutions  recognized  the  need  to  address  the  changing  nature  of  America's 
urkfiirce.  They  met  with  President  Nixon  who  gave  his  support  to  establish  what  is  now  called  the  Minority 
Biomedical  Research  Support  Program  (MBRS).  The  MBRS  Program,  thus,  was  created  by  the  Appropriations 
Committee  in  response  to  issues  brought  forth  by  the  presidents  of  the  historically  Black  colleges  and  universities. 
However,  the  administration  of  that  program  at  the  NIH  has  resulted  in  a  decrease  from  86%  of  the  funds  going  to 
IIHCl Is  to  42%.  NAFEO  asks  that  the  original  intent  of  Congress  be  upheld  with  respect  to  the  participation  of 
iiistorically  Black  colleges  and  universities.  Moreover,  the  decreased  funding  of  the  Minority  Access  to  Research 
Careers  Program  (MARC)  at  HBCUs  also  needs  to  be  rectified. 

(A)   The  Minority  Access  to  Research  Careers  Program  (MARC) 

(under  the  National  Institute  of  General  Medical  Sciences/NIGMS) 

FY  95  Budget  Request:  $15,714,000 

FY  94  Appropriation  Level:  $14,966,000 

NAFEO  Recommendation:  $17,714,000 

Program  Goal:  The  MARC  Program  provides  support  for  HBCU/MI  undergraduate  students  and  faculty  who  wish 
to  pursue  research  careers  in  the  biomedical  sciences. 

The  current  MARC  budget  supports  some  67  active  MARC-HURT  programs  and  a  large  number  of  minority  pre- 
Joctoral  and  post-doctoral  trainees.  The  Program  supports  599  junior/senior  undergraduate  students  and  89 
1 1  eshman/sophomore  students.  However,  there  are  about  50  approved  undergraduate  slots  that  are  unfilled  due  to  fund 
limitations. 

National  Association  For  Equal  Opportunity  In  Higher  Education 

NAFEO  •  Black  Higher  Education  Center  •  Lovejoy  Building  •  400  12th  Street,  N.E. 
Washington,  DC  20002  •  Telephone  (202)  543-9111  •  Fax  No  (202)  543-9113 


1688 


NAFEO  recommends  that  an  additional  $2  million  be  added  to  the  FY  95  budget  for  the  MARC  Program  to 
increase  funding  for  the  freshman/sophomore  MARC-HURT  programs. 

(B)  The  Minority  Biomedical  Research  Science  Program  (MBRS) 
(under  the  National  Institute  of  General  Medical 

Sciences/NIGMS) 

FY  95  Budget  Request:  $36,535,000 

FY  94  Appropriation  Level:  $34,800,000 

NAFEO  Recommendation:  $40,535,000 

Program  Goal:  The  MBRS  Program  was  initiated  to  assist  biomedical  science  faculty  in  minority  institutions  to 
Jevelop  competitive  research  programs,  increase  the  research  and  research  training  capabilities  of  these  institutions,  and  involve 
their  minority  students  in  research. 

The  present  funding  of  the  MBRS  Program  supports  the  research  efforts  of  600  faculty  at  98  institutions.  There  are 
450  graduate  students  and  more  than  1 100  undergraduate  students  that  serve  as  research  assistants  to  these  faculty.  Through 
ihe  MBRS  Program,  these  students  have  an  opportunity  to  participate  in  competitive  biomedical  research  activities  and  make 
,ignificanl  contributions  to  the  biomedical  knowledge  base.  However,  program  funding  has  increased  by  only  $3  million 
between  1988-89  and  1992-93,  thereby  limiting  program  expansion  and  impact. 

Because  of  the  keen  competition  for  program  funds,  many  small  colleges,  particularly  small  HBCUs,  have  not 
been  able  to  successfully  compete  for  program  funds.  To  address  the  lack  of  success  of  the  small  colleges  for  MBRS 
I  .Hiding,  the  Program  Office  developed  an  activity  that  would  address  the  research  needs  of  faculty  at  small  colleges 
I  i.e. »  S-14),  but  the  FY  94  funding  was  insufficient  to  fund  these  institutions  through  the  S-14  program  activity.  Thus, 
NAFEO  requests  an  additional  $4  million  for  the  MBRS  Program  with  specific  instructions  that  it  be  allocated  to  the 
S-14  Program  activity. 

Additionally,  NAFEO  encourages  the  Subcommittee  to  include  language  in  the  appropriations  bill  to  address 
iln  Issue  of  infrastructure  development  that  was  in  the  Appropriations  Committee's  original  language  that  lead  to  the 
creation  of  the  MBRS  Program.  The  institutions  need  assistance  in  developing  appropriate  infrastructures,  including 
facility  renovation  and  core  research  equipment,  that  would  allow  the  most  effective  use  of  research  funding  provided 
hj  the  MBRS  Program. 

(C)  The  Research  Center  in  Minority  Institutions  Program  (RCMI) 
(under  the  National  Center  for  Research  Resources/NCRR) 

FY  95  Budget  Request:  $25,364,000 

FY  94  Appropriation  Level:  $24,139,000 

NAFEO  Recommendation:  $25,364,000  + $1 1.7  million* 

Program  Goal:  The  RCMI  Program  was  created  to  assist  minority  institutions  with  emerging  research  programs 
■I  excellence  to  make  the  transition  and  effectuate  a  competitive  research  environment. 

The  RCMI  Program  provides  funds  for  19  universities  and  medical  schools,  including  11  HBCUs.  Funds  are  used 
u>  improve  the  institutions'  infrastructure  for  research,  the  research  equipment  holdings,  and  to  improve  and/or  develop  the 
person  power  resource  basis.  Also,  funding  has  allowed  faculty  at  these  institutions  to  have  access  to  "mainstream"  funding 
opportunities  and  resources  that  ordinarily  would  not  be  available. 

•A  review  of  the  RCMI  appropriations  reveals  that  funding  has  been  almost  level  for  the  past  three  years: 
FY  92  -  $23,472,000;  FY  93  -  $23,362,000;  and  FY  94  -  $24,139,000.  In  fact,  the  FY  95  Budget  request  of  $25,364,000 
unuld  represent  only  an  8%  increase  over  four  years.  In  addition,  NAFEO  would  like  to  fully  support  the  request  for 
in  additional  $11.7  million  made  on  February  11,  1994,  in  the  testimony  before  the  Labor-HHS-Education 
Appropriations  Subcommittee  by  Dr.  Fred  Jones,  Vice  President  for  Academic  Affairs,  Meharry  Medical  College  (a 
NAFEO  member),  and  President  for  the  Association  of  Research  Centers  in  Minority  Institutions  Program  Directors. 
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Dr.  Jones  presented  a  well-documented  case  for  increasing  the  RCMI  budget  by  $11.7  million  beyond  the  FY  95 
liudget  request  for  the  following  program  activities: 

(1)  Clinical  Research  Infrastructure  Development  $6.0  M 

(2)  Faculty  Development  Component  of  the  Regional  1.2  M 

Research  Centers  for  Minority  Oral  Health 

(3)  Science  Facilities  Renovation  and  Construction                                     4.5  M 
Supplements  at  RCMI  Supported  Institutions  

•TOTAL  $11.7  M 

(D)   The  Office  of  Research  on  Minority  Health  (ORMH)» 

FY  95  Budget  Request:  $76,602,000 

FY  94  Appropriation  Level:  $64,611,000 

NAFEO  Recommendation:  $88,500,000 

Program  Goal:  The  Office  of  Research  on  Minority  Health  (ORMH)  was  created  about  four  years  ago  with  the 
mission  to  address  the  gaps  in  the  NIH  programs  related  to  minority  health  and  training.  The  ORMH  Program  budget  covers 
its  operations  and  minority  health  initiatives.  The  minority  health  initiative  program  dollars  are  used  to  both  create  programs 
and  strengthen  proven  programs.  Although  supported  by  ORMH,  new  initiatives  are  carried  out  by  the  various  institutes  and 
organizations  within  the  NIH.  Initiatives  seeded  by  ORMH  are  expected  to  be  absorbed  by  other  NIH  programs  so  funds  can 
be  freed  up  for  additional  ORMH  initiatives. 

The  ORMH  convened  a  national  meeting  in  Chicago,  Illinois,  March  27-29,  1994,  to  obtain  an  evaluation  of  its  three 
years  of  operation  from  biomedical  professionals  and  other  interested  parties.  1  (Samuel  L.  Myers)  attended  the  meeting  and 
was  very  much  impressed  by  the  ORMH  portfolio  which  contained  about  seventy  programs  as  pilot  efforts  with  various 
organizations  and  institutes  at  the  NIH.  Particularly  exemplary  were  the  BRIDGES  and  International  Programs.  However, 
in  light  of  the  fact  that  some  of  the  proven  programs  must  be  sustained  by  ORMH  until  absorbed  by  other  offices  within  the 
NIH,  I  am  concerned  along  with  others  that  ORMH  have  sufficient  dollars  to  initiate  new  programs  and  to  continue  the 
outstanding  programs  already  initiated. 

NAFEO,  therefore,  recommends  an  increase  in  the  ORMH  budget  to  $88.5  million  to  enable  ORMH  to  (a)  continue 
funding  programs  directed  toward  research  on  minority  health,  BRIDGES  and  International  Programs;  and  (b)  increase  efforts 
that  would  address  minority  health  needs  and  training,  including  strengthening  the  science  education  pipeline.  Clearly,  a  strong 
science  education  pipeline  to  generate  a  pool  of  students  for  biomedical  training  is  essential  as  we  look  to  the  Year  2000  when 
the  American  workforce  will  be  majority  minority.  If  America  is  going  to  be  competitive  in  the  global  economy,  first  in 
science  and  space,  as  well  as  solve  health  problems,  it  must  take  measures  now  to  strengthen  the  pre-college,  college,  and 
graduate  education  in  science  and  other  disciplines  affecting  the  quality  of  life.  We  strongly  support  the  placement  of  the 
Science  Education  Initiative  at  the  NIH  under  ORMH. 

II.  THE  DEPARTMENT  OF  EDUCATION,  POSTSECONDARY  EDUCATION  DIVISION 

TITLE  II:   ACADEMIC  LIBRARIES  AND  INFORMATION  SERVICES 

PART  D:  Strengthening  Library  and  Information  Science  Programs  and 
Libraries  in  Historically  Black  Colleges  and  Universities  and 
Other  Minority-Serving  Institutions 

FY  95  Budget  Request:  0 

FY  94  Appropriation  Level:  0 

NAFEO  Recommendation:  $5,000,000 

(Note:    Part  D  cannot  be  funded  unless  funding  for  Parts  A,  B,  and  C 
equals  or  exceeds  the  FY  92  appropriated  level  for  such  parts,  respectively.) 
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Program  Goals:  Part  D  was  created  in  the  1992  Higher  Education  Amendments  to:  (a)  strengthen  library  and 
information  science  programs  and  library  resources  and  HBCUs/MIs;  and  (b)  assist  HBCUs/MIs  with  nationally  approved 
programs  in  library  and  information  science  education  and  training  of  students  in  library  and  information  sciences. 

Rapid  technological  developments  and  shifting  economic  and  social  conditions  make  timely  access  to  accurate 
information  progressively  more  expensive  and  more  vital.  No  where  is  this  more  critical  than  in  the  Nation's  growing  minority 
communities,  especially  the  Black  community  where  the  lack  of  Black  librarians  and  the  inadequacy  of  library  and  information 
services  lead  to  increasingly  unequal  education  and  employment  opportunities.  In  a  1991  report,  the  American  Library 
Association,  Office  of  Library  Personnel  Resources,  indicates  that,  although  Blacks  make  up  12%  of  the  U.S.  population,  they 
comprise  only  6.28  %  of  working  librarians.  According  to  the  same  report.  Blacks  received  only  2. 7  %  of  the  master's  degrees 
awarded  in  Library  Sciences  in  1989-90.  This  picture  is  even  more  dismal  in  view  of  a  1993  Statistical  Report  of  the 
Association  of  Library  and  Information  Science  Education  which  indicates  that  Blacks  and  other  underrepresented  minorities 
make  up  only  8.4%  of  the  student  enrollment  in  library  sciences. 

An  appropriation  of  $5,000,000  is  particularly  needed  to  assist  HBCUs,  because  these  institutions  have 
consistently  continued  to  educate  the  largest  number  of  Black  librarians.  However,  many  of  the  HBCUs  are  not 
participating  effectively  in  state,  regional,  and  national  electronic  networks  because  of  inadequate  funding  for  equipment 
and  training  in  planning  and  use  of  equipment  and  computer  software  that  make  this  mode  of  resource  sharing  possible. 
Furthermore,  without  immediate  assistance,  HBCUs  will  be  unable  to  realize  the  positive  impact  of  the  information 
superhighway,  and  the  rich  resources  of  these  institutions  would  be  inaccessible  to  the  Nation.  Providing  equitable 
access  to  information  resources  in  modern  libraries  and  information  centers,  and  quality  education  in  library  and 
information  science  for  Black  and  other  minority  students  is  an  investment  in  this  nation's  future.  Funding  of  Part  D 
and  continued  funding  of  other  Title  II  programs  would  make  it  possible  to  put  the  information  resources  and  networks 
in  place  for  the  national  information  infrastructure  that  would  support  the  current  and  future  national  education  goals. 

Parts  A  (College  Library  Technology  and  Cooperation  Grants),  Library  Education,  Research,  and 
Development),  and  Part  C  (Improving  Access  to  Research  Library  Resources)  are  currently  funded  at  $17.5  million. 
The  President's  FY  95  Budget  would  eliminate  funding  for  the  library  programs  under  the  Higher  Education  Act.  We 
request  that  these  programs  he  funded  minimally  at  the  FY  94  level  plus  inflation.  In  addition,  we  concur  with  the 
position  of  the  American  Library  Association  as  stated  in  the  CEF  Education  Budget  Alert,  p.  117:  "...  Programs 
targeted  to  assist  libraries'  use  of  electronic  technologies  and  networks  to  develop,  access,  and  share  library  and 
information  resources  enable  the  treasures  in  library  collections  to  be  accessed  on  the  information  superhighway. 
Libraries  can  hardly  fulfill  the  Administration's  dream  for  the  National  Information  Infrastructure  without  funding 
for  the  very  programs  which  put  information  resources  on  the  network. " 

III.         THE  DEPARTMENT  OF  EDUCATION,  POSTSECONDARY  EDUCATION  DIVISION: 

ADDITIONAL    PROGRAMS  SUPPORTING  BLACK  COLLEGES  AND  UNIVERSITIES  (HBCUs) 
AND  ADDRESSING  THE  UNDERSUPPLY  OF  MINORITY  PROFESSIONALS 

A.   TITLE  III,  PART  B,  STRENGTHENING  UNDERGRADUATE  HBCUs 

FY  95  Budget  Request:  $106,295,000 

FY  94  Appropriation:  $100,860,000 

NAFEO  Recommendation:  $110,000,000 

Program  Goals:  Part  B,  initiated  under  the  86  Higher  Education  Amendments,  is  a  formula  driven  grant  program 
to  provide  funds  for  HBCUs  for  improvement  of  their  programs,  faculty,  facilities,  and  management.  The  minimum  grant  was 
raised  to  $500,000  in  the  1992  Amendments. 

The  increase  recommended  by  NAFEO  would  restore  some  of  the  funding  to  institutions  that  received  less 
lunding  as  a  result  of  the  increase  in  the  minimum  grant  and  would  also  provide  small  increases  for  those  institutions 
that  are  receiving  only  the  minimum  grant. 
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B.  TITLE  III,  PART  B,  SECTION  326,  STRENGTHENING  GRADUATE  AND  PROFESSIONAL  HBCUs 

FY  95  Budget  Request:  $15,859,000 

FY  94  Appropriation:  $15,859,000 

NAFEO  Recommendation:  $23,000,000 

Program  Goals:  Part  B,  Section  326,  also  initiated  under  the  86  Higher  Education  Amendments  with  five 
institutions,  funds  graduate/professional  HBCUs  to  improve  their  programs,  faculty,  and  facilities.  Eleven  institutions  were 
added  during  the  92  Amendments,  and  a  hold  harmless  of  $12  million  was  granted  the  original  five  institutions. 

The  NAFEO  recommended  level  would  provide  for  the  $12  million  hold  harmless  for  the  original  five 
graduate/professional  institutions  and  would  allow  for  a  possible  grant  of  $1  million  for  each  of  the  eleven  new 
graduate/prulexsional  institutions  which  are  also  increasing  the  supply  of  minority  medical,  scientific,  and  legal 
professionals. 

C.  TITLE  III,  PART  C,  ENDOWMENT  CHALLENGE  GRANT  PROGRAM 

FY  95  Budget  Request:  $7,500,000 

FY  94  Appropriation:  $7,500,000 

NAFEO  Recommendation:  $10,000,000 

Program  Goal:  Part  C  is  a  matching  grant  program  to  increase  the  endowments  of  Title  HI  eligible  institutions 
and  enhance  their  financial  stability.  A  25%  set  aside  for  HBCUs  was  established  in  the  1992  Higher  Education  Act 
Amendments.  Maximum  grants  are  restricted  to  $500,000  unless  the  funding  level  exceeds  $15  million;  grants  of  $1  million 
are  not  permitted  unless  the  level  is  between  $15  and  $25  million.  However,  funding  for  this  program  has  declined 
significantly  over  the  past  few  years. 

The  NAFEO  recommended  level  would  reverse  this  trend;  would  provide  for  a  $2.5  million  pool  that  could  fund 
possibly  five  maximum  grants  or  a  significant  number  of  small  grants  for  HBCUs;  and  would  make  possible  a  larger 
number  of  large  and  small  grants  for  other  Title  III  institutions. 

D.  TITLE  VI,  PART  C,  INSTITUTE  FOR  INTERNATIONAL  PUBLIC  POLICY 

FY  95  Budget  Request:  $1,000,000 

FY  94  Appropriation:  $1,000,000 

NAFEO  Recommendation:  $3,000,000 

Program  Goal:  Part  C  creates  a  new  Institute  for  International  Public  Policy  which  would  conduct  a  program 
to  increase  the  numbers  of  African  Americans  and  other  underrepresented  minorities  in  the  foreign  service. 

The  funding  level  recommended  by  NAFEO  would  allow  for  implementation  of  all  levels  of  the  program, 
including  the  Senior  Year  Abroad,  rather  than  a  gradual  phase-in  and  limited  participation. 

E.  TITLE  VII,  PART  B,  HBCU  CAPITAL  FINANCING  PROGRAM 

FY  95  Budget  Request:  $350,000  (Administrative  Costs) 

FY  94  Appropriation:  $200,000       " 

NAFEO  Recommendation:  $350,000 

Program  Goal:  Part  B  is  a  bond  guarantee  program  which  will  provide  funds  for  low  interest  loans  to  finance 
capital  improvements  at  HBCUs.  The  Education  Department  is  authorized  to  insure  bonds  issued  by  a  bonding  authority  which 
would  provide  the  loan  money.   NAFEO  supports  the  Administration's  request  for  administrative  costs. 

National  Association  For  Equal  Opportunity  In  Higher  Education 

NAFEO  •  Black  Higher  Education  Center  •  Lovejoy  Building  •  400  12th  Street,  N.E. 
Washington,  DC.  20002 •  Telephone  (202)  543-91 1 1  •  Fax  No.  (202)  543-91 13 
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F.   TITLE  IX,  PART  E,  FACULTY  DEVELOPMENT  FELLOWSHIPS 

FY  95  Budget  Request:  $3,500,000 

FY  95  Appropriation:  $3,500,000 

NAFEO  Recommendation:  $6,000,000 

Program  Goal:  The  Faculty  Development  Program  was  established  to  encourage  minorities  to  enter  the  higher 
education  professorate.  Grants  are  awarded  to  institutions  of  higher  education  or  consortia  of  these  institutions  and  associated 
nonprofit  organizations  with  a  demonstrated  record  of  enhancing  the  access  of  underrepresented  groups.  Courses  of  study  are 
emphasized  which  lead  to  a  doctorate  in  areas  where  minorities  are  underrepresented. 

The  increase  in  funding  recommended  by  NAFEO  would  allow  for  an  expanded  number  of  participants  which 
could  help  replenish  the  professorate  retiring  or  leaving  as  well  as  provide  greater  opportunities  for  minorities  to  pursue 
doctoral  studies. 

Thank  you  for  your  consideration  of  the  foregoing  requests.  My  staff  and  I  will  gladly  furnish  any  additional 
information  needed  and  will  work  with  you  and  your  staff  as  needed. 


National  Association  For  Equal  Opportunity  In  Higher  Education 

NAFEO  •  Black  Higher  Education  Center  •  Lovejoy  Building  •  400  12th  Street.  N.E. 
Washington,  DC  20002  •  Telephone  (202)  543-9111  •  Fax  No  (202)  543-9113 
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May  1,  1994 


Subcommittee  on  Labor,  Health  and 
Human  Services,  Education  and  Related  Agencies 
Room  2358  Rayburn  House  Office  Building 
Washington,  DC   20515 


Dear  Mr.  Chairman  and  Subcommittee  Members: 

My  name  is  Frances  Batz,  and  I  suffer  from  the  disease 
Scleroderma.   I  am  currently  President  of  the  Central  New 
Jersey  Chapter  of  the  United  Scleroderma  Foundation.   I  am 
honored  to  represent  all  Scleroderma  patients  through  this 
testimony. 

Scleroderma,  too  little  known  about,  but  referred  to  as, 
"the  disease  that  turns  people  to  stone";  It  can  be  an  ugly, 
debilitating  illness,  it  affects  you  physically  internally, 
externally,  and  emotionally. 

Let  me  tell  you  about  myself.   I  have  been  physically  ill 

for  thirty-two  years  with  no  definite  answers  to  what  I  had, 
then  finally  in  1982,  I  was  diagnosed  with  Scleroderma. 

I  am  fifty-one  years  old  and  married  to  John,  a  wonderful 
man  since  1966.   We  have  two  children,  Michael,  26  yrs.  old, 
married  with  three  children;   and  Michelle,  25  yrs.  old, 
married  with  a  recently  born  daughter. 

A  few  years  ago,  I  had  to  go  on  disability  because  work  of 
any  type  became  more  and  more  difficult.   As  I  reflect  back, 

as  a  teenager,  I  always  had  problems  with  my  stomach,  but 
the  first  sign  of  any  real  symptoms  of  Scleroderma  started 
when  I  was  away  at  College  in  upstate  New  York  in  1962;   The 
winter  months  are  very  harsh  there,  and  part  of  the 
cirriculum  was  skiing.   My  hands  were  affected  tremendously, 
they  were  so  cold  and  painful,  the  school  nurse  assumed  I 
had  frost  bite.   I  was  working  toward  a  career  as  a 
Dietician,  but  an  infection  in  my  ring  finger  took  over,  the 
nail  had  to  be  removed,  but  it  never  healed  and  gangrene  set 
in.   This  sent  me  going  from  on  Doctor  to  another  for  some 
answere  as  to  why  this  went  so  far  although  I  was  properly 
treated  for  frost  bite.   I  finally  was  told  I  had  Raynaud's 
Disease.   I  was  put  in  the  hospital  for  one  month  to  get  the 
infection  under  control. 
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I  began  seeing  a  Vascular  Specialist  who  treated  me  for 
about  20  yrs.   During  that  time,  my  symptoms  varied  from 
extreme  fatigue  to  constant  finger  ulcerations;   The  pain  at 
times  was  unbearable,  but  what  was  so  important  about  those 
years  was  that  I  was  not  properly  diagnosed,  so  during  this 
time,  I  was  being  told  that  I  was  imagining  alot  of  my 
symptoms  and  I  should  see  a  Psychiatrist.   I  couldn't  turn 
to  friends  aned  family  because  they  found  it  difficult  to 
understand  the  problems  I  was  having.   How  could  they 
understand  if  I  could  not? 

In  1982,  my  symptoms  became  worse  and  gangrene  set  in  once 
again,  this  time  in  my  right  index  finger  which  resulted  in 
the  amputation  of  the  entire  finger.   I  also  had  to  have  two 
bi-lateral  sympathectomies  to  see  if  it  would  improve  my 
circulation,  it  did  help,  but  it  was  too  late  for  my  finger. 

I  now  found  a  Doctor  who  put  a  name  to  all  of  my  symptoms, 
Systemic  Scleroderma. 

Over  the  last  ten  years  or  so,  my  appearance  has  changed 
dramatically  as  far  as  the  tightening  of  the  skin,  which 
makes  it  difficult  to  smile,  my  hands  are  claw-like  which 
makes  it  difficult  to  write  or  pick  up  objects.   Now  over 
the  past  couple  of  years,  along  with  intestinal  problems,  I 
have  learned  that  Scleroderma  has  affected  my  liver. 

All  in  all,  there  are  days  when  I  feel  generally  fairly 

well,  but  I  attribute  this  to  keeping  as  physically  and 
mentally  active  as  possible.   I  decided  years  ago,  that  I 
would  not  allow  this  to  get  the  best  of  me,  and  I  will  not 
give  in  or  give  up! 

Since  being  involved  with  The  United  Scleroderma  Foundation, 
I  have  found  it  to  be  an  excellent  way  for  me  to  cope, 
especially  on  days  that  I  do  not  feel  so  well;   Being 
President  of  my  Chapter,  I  am  very  involved  with  phone  calls 

and  letters  from  patients  and  family  or  friends  of  patients 
with  Scleroderma,  and  knowing  I  can  be  of  some  help  to  them, 
because  of  my  experiences  with  the  disease  is  a  great  help 
to  me. 

Through  meetings,  conferences  and  all  other  means  of 
correspondence,  I  have  found  that  my  problems  are  not  always 
as  bad  as  other  Scleroderma  patients;   There  is  always 
someone  worse  off  than  I,  that  is  why  we  have  to  keep 
Scleroderma  out  in  the  public  and  educate  people  about  it 
and  letting  our  friends  and  family  know  how  important  it  is 
to  our  future  outlook  on  life  to  have  their  love  and 
support. 
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In  writing  this,  it  came  to  mind  how  ironic  it  is  that  as  a 
young  girl,  I  was  a  model  and  considered  very  pretty. 
If  having  Scleroderma  has  taught  me  anything  positive,  it  is 
that  outer  beauty  is  a  facade,  it  is  the  inner  beauty  that 
is  our  mainstay! 

We  urge  you  to  approve  an  increase  to  $250  million  for 
NIAMS.   This  figure  represents  an  additional  $47  million  so 
that  NIAMS  will  achieve  parity  with  the  other  Institutes  of 
NIH.   This  reguest  is  reasonable  and  fair  as  the  increase  is 
slightly  over  11%  (including  inflation)  and  can  be  phased  in 
over  a  two  year  period. 

In  closing,  I  would  like  to  thank  you,  Mr.  Chairman,  and  the 
Subcommittee  for  your  thoughtful  consideration. 

Sincerely, 

Mrs.  Frances  Batz 

82  West  Street 

Warwick,  New  York   10990 

(914)986-7557 


77-364  O— 94 54 
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Thank  you,  Mr.  Chairman  and  Members  of  the  Subcommittee,  for  the  opportunity  to 
submit  testimony  on  behalf  of  Our  Lady  of  Lourdes  Medical  Center  and  our  plans  to  develop 
an  ambulatory  care  facility  that  will  be  a  state-of-the-art  health  care  and  education  complex 
and  serve  as  a  model  for  urban  health  care  delivery. 

Our  Lady  of  Lourdes  Medical  Center  is  a  375-bed  hospital  in  Camden,  New  Jersey 
that  provides  both  primary  and  tertiary  care  services  including  Level  IH  perinatology, 
cardiology,  dialysis,  organ  transplants  and  rehabilitation,  to  the  residents  of  Camden  County 
and  the  surrounding  region.   With  1,800  employees,  Our  Lady  of  Lourdes  is  the  fourth 
largest  private  sector  employer  in  Camden  County.   Close  to  90%  of  the  Medical  Center's 
patients  come  from  Camden  County  and  the  two  surrounding  counties  of  Burlington  and 
Gloucester.  Lourdes,  with  a  history  of  service  and  commitment  to  addressing  the  critical 
needs  in  the  Camden  area,  is  a  national  health  care  leader  in  community  benefits  programs 
and  community  development  activities. 

The  Franciscan  Sisters  of  Allegany,  New  York  opened  the  doors  to  Our  Lady  of 
Lourdes  Hospital  in  Camden,  New  Jersey  on  July  1,  1950.   Since  the  1950's,  Lourdes  has 
had  a  strong  tradition  of  providing  excellent  primary  and  secondary  care  to  people  in  the  City 
of  Camden  and  the  surrounding  communities.   In  the  1960's,  Lourdes  found  its  mission 
being  challenged  by  the  severe  erosion  of  the  economic  base  in  the  City  of  Camden.   The 
Franciscan  Sisters  could  have  left  Camden,  but  instead  they  reaffirmed  their  commitment  to 
the  community  by  undertaking  major  renovation  and  expansion  programs  at  the  existing 
Camden  facility,  beginning  in  the  1970s.    In  order  to  remain  financially  viable,  the  hospital 
further  developed  tertiary  care  services,  particularly  cardiac  care.    Thus,  the  hospital  evolved 
into  what  it  is  today  —  a  dominant  provider  of  primary  care  for  residents  of  Camden  as  a 
well  as  a  premier  provider  of  specialty  care  for  all  the  residents  of  southern  New  Jersey. 

Camden  is  the  seventh  largest  city  in  New  Jersey  and  the  largest  in  Camden  County. 
The  City  of  Camden's  current  population  is  87,492.   Camden  is  56.4%  African- American, 
31.1%  Hispanic,  18.9%  Caucasian,  and  1.3%  Asian.    Camden  has  the  lowest  per  capita 
income  of  any  New  Jersey  municipality.   Its  median  income  is  $800  below  the  federal 
poverty  definition  of  $8,076.    Almost  two-thirds  of  Camden's  population  is  receiving  some 
form  of  financial  assistance  and  nearly  one-half  of  all  families  are  headed  by  females. 
Virtually  40  percent  of  Camden  households  have  no  employed  family  members.    At  22 
percent,  Camden's  unemployment  rate  is  more  than  twice  the  state  rate. 

Camden  is  like  other  northeastern  American  cities  which  have  suffered  from  the 
economic  collapse  of  industries  and  businesses  in  the  past  30  years.   Camden  is,  however, 
unique  in  that  nearly  half  of  its  population  is  under  the  age  of  25.   This  reality  is  attributed 
primarily  to  the  City's  extremely  high  birthrate.    In  fact,  61  percent  of  Camden's  children 
live  below  the  poverty  line.   Infant  mortality  is  often  regarded  as  the  single  most  telling 
indicator  of  an  area's  quality  of  life.   If  this  is  so,  then  Camden  is  certainly  a  city  in  crisis. 
Teenage  pregnancies,  limited  prenatal  care,  premature  births,  poverty  and  drug  use  all 
contribute  to  Camden's  high  infant  mortality  rate,  which  at  19.8  percent  is  more  than  double 
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the  state  rate  of  8.7.   Of  those  babies  that  survive,  one  in  every  four  is  born  drug  addicted  or 
drug  exposed. 

Camden's  educational  statistics  also  reflect  the  deprivation  and  turbulence  in  which  so 
many  of  Camden's  children  live.   Nearly  69  percent  of  Camden  teens  drop  out  of  high 
school.   With  little  hope  of  improving  their  lives,  many  turn  to  drug  dealing  and  prostitution 
to  earn  a  living.   Drug  and  alcohol  abuse  among  Camden  teenagers  is  estimated  at  42 
percent.   Ninety  percent  of  all  drug  arrests  in  Camden  City  are  made  in  school  zones. 

As  would  be  expected  in  a  city  plagued  with  so  many  economic  and  social  problems, 
Camden  health  indicators  are  equally  dismal.   The  State  of  New  Jersey  rated  Camden  as  the 
highest  medically  underserved  area  in  New  Jersey.   This  rating  was  determined  by  planning 
statistics  which  have  consistently  shown  the  City  of  Camden  to  have  such  indicators  as  high 
infant  mortality  rates,  high  percent  of  teen  births,  inadequate  prenatal  care,  preventable 
hospitalizations,  and  high  years  of  potential  life  lost.   Only  32  percent  of  preschoolers  are 
fully  immunized.   Syphilis  and  gonorrhea  rates  in  Camden  are  more  than  6  times  the  state 
average.   Though  not  at  crisis  levels,  the  incidence  of  HIV  is  increasing  in  the  area. 
Camden  residents  also  experience  higher  than  average  rates  of  hypertension  and  diabetes. 

Camden  has  few  primary  health  care  services  to  address  these  problems.   Other  than 
those  doctors  associated  with  hospitals,  Camden  has  a  paucity  of  committed  physicians  who 
practice  in  the  City.   In  fact,  Camden  does  not  have  a  single  privately  practicing  pediatrician. 
In  addition,  Camden  City  is  70  percent  above  county  and  state  rates  in  the  number  of 
ambulatory  care  sensitive  admissions  —  admissions  which  with  proper  primary  care  would 
have  been  preventable. 

A  primary  health  care  system  at  Our  Lady  of  Lourdes  is  capable  of  addressing  the 
concerns  and  needs  of  the  Camden  community.   The  community  aspect  of  a  primary  health 
care  system  at  Lourdes  lends  itself  to  the  practice  of  prevention  services.   In  effect,  primary 
and  preventive  care  services  combine  to  provide  cost-effective  and  valuable  services  to  an 
entire  community.   Primary  care  provides  medical  assistance  to  individuals  and  communities 
through  comprehensive,  continuous  services;  preventive  services  complement  this  process  by 
providing  tailored  care  relative  to  age,  gender,  and  various  other  risk  factors.   Additionally, 
preventive  services  can  be  readily  modified  as  medical  information  advances,  therefore 
providing  primary  care  the  most  effective  measures  available  to  maintain  the  health  of  the 
community.   By  encouraging  the  individual  to  assume  greater  responsibility  for  his  or  her 
own  health,  and  by  encouraging  routine  contact  with  a  health  care  provider,  the  net  result  is 
a  healthier  individual  who  does  not  require  hospitalization,  thereby  reducing  health  care 
costs. 

In  New  Jersey,  there  are  approximately  19,480  active  physicians  and,  of  this  number, 
only  4,561  are  primary  care  physicians.   Most  alarming  is  that  Camden  has  only  11 
practicing  primary  care  physicians  out  of  this  state  total.   Primary  and  preventive  care  offer  a 
solution  to  this  problem.   This  country  can  no  longer  afford  to  ignore  the  improvement  and 
investment  --  both  short-  and  long-term  —  that  these  services  can  generate  in  cities  like 
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Camden.   Life  expectancy  and  health  are  related  to,  and  can  be  improved  by,  following  basic 
health  habits  that  can  only  be  achieved  through  a  broad,  community-based  primary  health 
care  system. 

To  address  these  primary  care  needs  in  Camden,  Our  Lady  of  Lourdes  Medical 
Center,  in  partnership  with  the  University  of  Medicine  and  Dentistry  of  New  Jersey  and  the 
Camden  Board  of  Education,  is  developing  a  Camden  Clinical  Campus  to  be  built  on  Our 
Lady  of  Lourdes  property.   The  proposed  site  of  the  Ambulatory  Care  Center  is  eight  acres 
along  Haddon  Avenue  across  from  the  existing  Medical  Center.   Together,  the  project 
partners  propose  to  develop  this  site  for  new  health  care,  education,  and  ancillary  facilities 
that  will  serve  the  Camden  community.   A  total  of  464,452  gross  square  feet  will  be  needed 
for  the  Ambulatory  Care  facility,  a  linking  corridor,  plus  a  1,000  -  1,500  space  parking 
facility.   Limited  parking  availability  at  the  Medical  Center  will  pose  increasing  difficulties 
for  an  expanding  patient  base,  especially  with  the  rise  in  outpatient  services.   The  project 
will  also  include  a  Community  Mental  Health  Center  and  Medical  Arts  High  School.   The 
estimated  total  project  cost  is  $125  million. 

The  Ambulatory  Care  Center  will  include  the  following  services: 


Ambulatory  Surgery/Procedure  suites 

Primary  Care/Outpatient  Clinics 

Outpatient  Testing  Services 

Preventive/Outreach  Services 

Child  Care  Services 

Wellness  Center 

Administrative/Medical  Services 

Senior  Services  Residency  Programs 

Medical  Arts  High  School 


Home  Health  Services 
Rehabilitation  Services 
Dialysis  Services 
Child  Development  Services 
Women's  Health  Center 
Adolescent  Programs 
Family  Practice  &  Geriatric 


The  proposed  project  pulls  together  these  major  outpatient  services  in  one  location  and 
permits  full  integration  and  expansion  of  ambulatory  services  which  are  sorely  needed  by  the 
residents  of  the  City  of  Camden  as  well  as  the  surrounding  environs.   The  current  facility 
lacks  appropriate  space  to  handle  the  growing  needs  of  the  Camden  community  for 
ambulatory  services.    Existing  services  that  will  be  integrated  into  the  new  facility  are 
currently  scattered  across  the  Medical  Center  campus  in  buildings  designed  for  very  different 
uses  or  in  other  locations  throughout  the  county.   The  existing  facilities  are  25  to  35  years 
old,  functionally  inadequate,  undersized  and  substandard  for  their  current  uses. 
Consequently,  the  ability  to  provide  the  various  outpatient  services  in  an  integrated  manner 
within  the  existing  space  on  the  site  is  severely  compromised. 

The  collective  expertise  of  these  entities  and  the  integration  of  their  programs,  staffs 
and  resources  in  one  location  will  benefit  the  citizens  of  Camden  County  and  surrounding 
areas  in  many  ways.    Among  the  greatest  benefits  to  result  from  the  Clinical  Campus  are: 
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Job  Creation 

During  the  four-year  construction  phase,  this  300,000  square  foot,  multi-facility  complex  will 
create  at  least  300  new  jobs,  with  total  wages  over  the  construction  period  estimated  at  $22 
million  and  area  spending  attributable  to  the  campus  projected  at  nearly  $90  million.   When 
completed,  the  complex  will  provide  an  estimated  775  permanent  jobs,  with  annual  wages  of 
$18  million  and  annual  spending  of  over  $44  million. 

Career  Training  in  Health  Professions  for  Camden  residents 

Medical  and  technological  advances,  which  continue  to  improve  the  quality  of  life  and  extend 

life  expectancies,  demand  superbly  trained,  highly  educated  health  care  professionals.   While 

nationally  the  physician  supply  is  adequate,  there  are  critical  shortages  in  many  allied  health 

fields  -  shortages  that  are  projected  to  become  even  more  severe  over  the  next  decade.   This 

project  will  help  educate  and  train  Camden  residents  to  fill  these  positions  in  health  care 

professions. 

Medical  Arts  High  School 

The  Camden  Board  of  Education  is  establishing  a  Medical  Arts  High  School  that  will  open 
its  doors  in  September,  1994  in  temporary  facilities  provided  by  Our  Lady  of  Lourdes  in  the 
School  of  Nursing.    A  permanent  site  for  the  Medical  Arts  High  School  is  part  of  the 
proposed  Urban  Clinical  Campus.   The  Medical  Arts  High  School  will  be  a  magnet  school 
with  a  curriculum  designed  to  prepare  Camden  students  for  careers  in  health.   The  Medical 
Arts  High  School  will  offer  special  opportunities  to  students  interested  in  medicine  and  health 
care  professions  by  combining  fundamental  training  in  basic  sciences  and  human  services  for 
preparation  of  health  care  professionals. 

Improved  health  care  for  the  Camden  area 

The  health  and  socioeconomic  conditions  under  which  many  Camden  residents  live  (i.e., 
infant  mortality,  teen  pregnancies,  percentage  of  children  living  in  poverty,  unemployment, 
etc.)  are  deplorable.   These  issues  will  be  addressed  by  expanding  current  outpatient  medical 
services  by  bringing  new,  needed  programs  to  the  city.   Many  of  these  programs  will  stress 
prevention  and  serve  to  help  keep  people  out  of  the  hospital,  thus  helping  to  reduce  New 
Jersey's  health  care  costs. 

Furthermore,  Our  Lady  of  Lourdes  Medical  Center  has  been  a  leader  in  providing 
quality  primary  and  tertiary  health  care  services  to  benefit  the  Camden  and  the  Southern  New 
Jersey  community.   Lourdes  is  committed  to  serving  the  sick  with  compassion  and 
understanding,  respecting  the  dignity  of  the  individual  patient,  regardless  of  race,  creed, 
color,  handicap  or  financial  status.   Throughout  its  history  the  Medical  Center  has  served  a 
dual  mission  of  primary  care  to  Camden  City  and  tertiary  care  to  southern  New  Jersey.    Our 
Lady  of  Lourdes  provides  a  significant  amount  of  charity  care  to  its  service  area  residents. 
In  fact,  the  amount  of  charity  care  provided  in  1992  was  nearly  double  that  which  was 
provided  in  1991.   In  1991  the  Medical  Center  provided  $926,188  in  charity  care.   This  rose 
to  $1,707,427  in  1992.  In  addition  to  charity  care,  the  Medical  Center  serves  a  large 
Medicaid  population.   In  1991  the  amount  of  Medicaid  services  provided  was  $17,358,422 
and  in  1992  the  amount  was  $20,622,415. 
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Uniting  the  medical  and  community  service  strengths  of  Our  Lady  of  Lourdes 
Medical  Center,  the  University  of  Medicine  and  Dentistry  of  New  Jersey  and  the  Camden 
Board  of  Education  on  the  same  clinical  campus  provides  several  unprecedented  and  valuable 
opportunities  for  the  City  of  Camden.    Implementation  of  this  project  will: 

•  motivate  and  prepare  inner-city  youth  for  important,  well-paying  health  care  careers 
that  are  in  demand  locally  and  nationally; 

•  create  hundreds  of  new  jobs,  prepare  Camden  residents  to  take  these  jobs,  and  infuse 
tens  of  millions  of  new  dollars  each  year  into  the  area's  economy; 

•  develop  a  network  of  comprehensive,  accessible,  cost-effective  primary  care  and 
preventive  services  that  improves  the  health  status  of  area  residents  and  reduces 
overall  health  care  costs. 

At  the  completion  of  this  project,  Our  Lady  of  Lourdes  will  again  have  further 
affirmed  its  commitment  to  the  residents  of  the  City  of  Camden  and  the  surrounding  region. 
The  outpatient  services  included  within  the  Urban  Clinical  Campus  are  ones  which  clearly 
address  primary  health  care  needs  as  well  as  specialty  services.    We  at  Our  Lady  of  Lourdes 
Medical  Center  recognize  that  this  proposed  project  allows  us  to  develop  the  capacity  to 
expand  our  outpatient  services  along  with  our  regional  and  community  based  inpatient 
services.   This  dual  track  strategy  is  necessary  for  us  to  succeed  in  improving  the  health  and 
socio-economic  status  of  the  Camden  community. 

Therefore,  Our  Lady  of  Lourdes  is  requesting  that  the  federal  government,  in 
partnership  with  the  State  of  New  Jersey,  County  and  City  of  Camden,  and  the  Camden 
community,  join  in  this  effort  to  provide  Camden  with  the  primary  care  health  services 
needed  for  a  healthier,  more  productive  future.   Camden  is  working  to  once  again  become  a 
self-sufficient  city  where  businesses  will  locate  and  will  provide  economic  stimulus  for  the 
continued  growth  of  the  community. 

Our  Lady  of  Lourdes  Medical  Center  has  an  innovative  solution  to  health  care  reform 
and  economic  development  in  needy  urban  areas  like  Camden.    We  are  also  aware  of  this 
Subcommittee's  work  in  fostering  worthwhile  community  health  care  initiatives  that  improve 
the  delivery  of  crucial  primary  care  services  in  urban  areas  and  promote  innovative  models  to 
health  professions  education  and  training.   Therefore,  we  are  requesting  that  you  include  $3 
million  in  the  FY  1995  Labor,  Health  and  Human  Services,  Education  Appropriations  bill  for 
Our  Lady  of  Lourdes'  model  ambulatory  care  facility  which  is  part  of  the  economic 
revitalization  effort  for  the  City  of  Camden,  New  Jersey. 

Thank  you,  Mr.  Chairman,  for  your  consideration  of  our  request. 
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Introduction 

The  mission  of  the  American  Foundation  for  the  Blind  is  to  enable  persons  who  are  blind  or  visually 
impaired  to  achieve  equality  of  access  and  opportunity  that  will  ensure  freedom  of  choice  in  their  lives.  AFB 
accomplishes  this  mission  by  taking  a  national  leadership  role  in  the  development  and  implementation  of 
public  policy  and  legislation,  informational  and  educational  programs,  diversified  products,  and  quality 
services. 

We  appreciate  the  opportunity  to  submit  our  appropriations  recommendations  for  FY  1995  to  the 
Subcommittee  on  Labor,  Health  and  Human  Services,  Education  and  Related  Agencies.  This  document  is 
presented  in  tabular  summary  form  to  facilitate  its  readability.  Additional  information  to  substantiate  the 
rationale  for  each  funding  recommendation  will  be  furnished  to  the  Subcommittee  upon  request.  Please  note 
that  the  recommendations  contained  herein  do  not  reflect  adjustments  for  inflation.  Therefore,  if  our 
recommended  amount  for  each  program  or  activity  cannot  be  appropriated,  we  urge  the  Subcommittee  to 
increase  the  appropriation  by  at  least  a  factor  for  inflation. 

Individuals  with  Disabilities  Education  Act 
Special  Education  Personnel  Development  (Part  D) 

FY  1993  FY  1994  FY  1995  President's  AFB  FY  1995 

Appropriation  Appropriation  Authorization  FY  1995  Request         Recommendation 

90.22  91.34  pending  89.59  123.76 

HBCUs   pending  HBCUs        25.62 

(in  millions) 

We  are  seriously  concerned  about  the  shortage  of  teachers  who  are  trained  to  deal  with  the  unique 
needs  of  blind  and  visually-impaired  children.  Congress  needs  to  fund  these  programs  at  the  recommended 
level  to  insure  an  adequate  supply  of  qualified  personnel  who  can  instruct  blind  children  in  such  skills  as 
orientation  and  mobility  and  the  use  of  braille.  Also,  an  appropriation  to  the  full  authorization  level  for  grants 
to  Historically  Black  Colleges  and  Universities  can  significantly  assist  in  achieving  critically  needed 
improvement  in  training  persons  to  serve  those  needs  in  their  communities. 

Individuals  with  Disabilities  Education  Act 
Centers  and  Services  for  Deaf-Blind  Children  (Sec.  622) 

FY  1993  FY  1994  FY  1995  President's  AFB  FY  1995 

Appropriation  Appropriation  Authorization  FY  1995  Request       Recommendation 

12.83  12.83  pending  12.83  14.55 

{in  millions) 

This  recommendation  would  allow  a  modest  increase  for  the  Office  of  Special  Education  Programs  to  fund 
authorized  projects.  The  currently  identified  population  of  8,000  children  is  four  times  as  large  as  the 
population  identified  ten  years  ago.  In  addition,  inclusion  of  such  a  low-incidence  population  in  regular 
classrooms  means  that  Section  622  coordinators  must  provide  technical  assistance  in  very  wide  geographic 
areas.  For  example,  in  the  New  England  region  in  1982,  215  children  who  are  deaf-blind  were  served  in  29 
classrooms.  The  1992  current  population  identified  and  receiving  services  are  served  in  218  different  programs 
or  sites.  There  is  an  increasing  number  of  special  educators  and  general  educators  who  need  basic  training 
in  instruction  of  the  children  who  are  deaf-blind. 
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Individuals  with  Disabilities  Education  Act 
Media  and  Captioned  Films  (Sec.  653) 


FY  1993  FY  1994  FY  1995  President's  AFB  FY  1995 

Appropriations  Appropriations  Authorization  FY  1995  Request  Recommendation 

17.89  18.64  pending  17.64  24.2 

(in  millions) 


We  are  particularly  interested  in  two  programs  authorized  by  Section  653. 

Our  recommendation  contemplates  continued  level  funding  for  video  description  services  at 
$1,500,000  for  FY  1995.  Video  description  provides  blind  persons  with  narration  of  visual  elements  of 
television,  cinema,  and  the  performing  arts.  Such  information  is  valuable  to  blind  or  visually  impaired  persons 
not  only  because  of  its  cultural  and  artistic  significance,  but  also  as  an  important  method  of  learning  the 
meaning  of  body  language  and  other  nonverbal  communication. 

Also  in  this  account,  we  recommend  inclusion  of  a  $500,000  increase  over  FY  1994  funding  for 
Recording  for  the  Blind  (RFB).  RFB  is  the  only  national  source  of  recorded  educational  textbooks  for  blind 
or  visually  impaired  students  at  all  levels.  Increased  funding  will  allow  RFB  to  assist  in  compliance  with  the 
spirit  and  philosophy  of  the  Americans  with  Disabilities  Act  and  will  allow  production  of  more  vocational 
education  and  adult  education  books.  It  will  also  allow  new  programs  like  electronic  text,  expanding  the  more 
highly  technical  science  program,  and  help  in  the  production  of  employment-related  material. 

State  Operated  Programs  (P.L.  89-313) 
Recodified  as  Chapter  1-Financial  Assistance  to  Meet  Special  Educational  Needs  of 
Disadvantaged  Children  of  The  Education  Consolidation  and  Improvement  Act  of  1981 

FY  1993  FY  1994  FY  1995  President's  AFB  FY  1995 

Appropriation  Appropriation  Authorization  FY  1995  Request        Recommendation 

12639  116.88  formula  116.88  116.88 

(m  millions) 

AFB  believes  that  state-operated  and  state-supported  schools  for  blind  children  are  an  important  part 
of  the  continuum  of  placement  options  for  blind  or  visually-impaired  children.  P.L.  89-313  funding  is  also 
used  to  provide  technology  (such  as  talking  computer  equipment)  to  children  who  transition  from  state- 
supported  schools  to  the  regular  public  school  classroom.  Funding  for  this  program  has  been  folded  into 
IDEA  [Grants  to  States  ($82.88  million)  and  Grants  to  Infants  and  Families  ($34.0  million)  for  a  total  of 
$116.88  million].  This  consolidation  without  "hold  harmless"  provisions  to  maintain  current  funding  levels  for 
state-supported  or  -operated  programs  would  seriously  jeopardize  services  to  children  and  youth  especially 
those  served  by  programs  such  as  schools  for  the  blind. 
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Rehabilitation  Services 
Independent  Living  Services  for  Older  Blind  Individuals  -  Title  VII,  Chapter  2 

FY  1993  FY  1994  FY  1995  President's  AFB  FY  1995 

Appropriation  Appropriation  Authorization  FY  1995  Request        Recommendation 

6.94  8.13  such  sums  8.13  26.0 

(in  millions) 

We  recommend  that  the  Congress  appropriate  not  less  than  $26  million  in  FY  1995  to  fully  fund  the 
formula  grant  program  for  Independent  Living  Services  for  Older  Persons  Who  Are  Blind.  An  appropriation 
of  $13  million  will  serve  to  trigger  the  program  to  a  formula  grant  for  all  states  and  territories. 

The  demographics  of  aging  and  vision  loss  are  staggering.  According  to  the  1990  census,  there  were 
2,578,000  severely  visually  impaired  persons  age  65  and  over.  Between  1960  and  1990  this  population  more 
than  doubled.  The  fastest  growing  group  in  this  population  is  the  85-plus  category  and  as  many  as  one  in  four 
of  this  group  is  severely  visually  impaired.  The  1990  census  figures  show  that  the  rate  of  nursing  home 
placement  for  individuals  over  age  85  is  23  percent.  If  the  rate  of  projected  expansion  of  the  age  85-plus 
group  and  the  rates  of  institutionalization  continue,  the  number  of  nursing  home  residents  could  increase  by 
50  percent  by  the  year  2000. 

With  the  public  cost  of  a  nursing  home  placement  now  averaging  about  $30,000  per  year,  it  is  clear 
that  more  appropriate  and  less  expensive  alternatives  must  be  found.  Many  of  these  institutional  placements 
could  be  avoided  if  older  individuals  with  severe  vision  impairment  received  the  kinds  of  specialized  training 
in  adaptive  daily  living  skills  which  can  be  provided  under  Title  II,  Chapter  2  programs.  These  services  can 
be  provided  at  an  annual  cost  of  about  $1,000-$1,500  per  person. 

Rehabilitation  Services 
Rehabilitation  Training  (Sec.  302) 

FY  1993  FY  1994  FY  1995  President's  AFB  FY  1995 

Appropriation  Appropriation  Authorization  FY  1995  Request        Recommendation 

39.63  39.63  such  sums  39.63  50.0 

(in  millions) 

Long-term  grants  under  the  Rehabilitation  Act  provide  the  only  source  of  federal  training  funds  for 
college-based  programs  to  train  orientation  and  mobility  instructors  and  rehabilitation  teachers  for  the  blind. 
These  grants  are  an  important  component  in  support  for  training  rehabilitation  counselors.  The 
Rehabilitation  Services  Administration  recently  completed  its  National  Training  Needs  Analysis  and  Summary 
for  1990  which  identified  rehabilitation  of  the  blind  as  a  critically  high  priority,  due  to  a  substantial  number 
of  eligible  VR  clients  who  have  gone  unserved.  There  is  a  critical  shortage  of  trained  orientation  and  mobility 
specialists  and  rehabilitation  teachers. 
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Rehabilitation  Services 
Braille  Training  Projects  (Section  803,  Part  B) 


FY  1993  FY  1994  FY  1995  President's  AFB  FY  1995 

Appropriation  Appropriation  Authorization  FY  1995  Request         Recommendation 

n/a  n/a  such  sums  10.0 

(jn  millions) 


Every  American  has  the  right  to  an  elementary  education.  That  education  includes  instruction  in  reading  and 
writing  regardless  of  the  medium.  The  findings  of  Congress  in  establishing  the  1992  amendments  to  the 
Rehabilitation  Act  include  the  statement  that  "increased  employment  of  individuals  with  disabilities  can  be 
achieved  through  the  provision  of  individualized  training  ....  and  the  provision  of  reasonable 
accommodation."  The  Braille  Training  projects  can  assist  in  the  achievement  of  these  goals  by  supporting  the 
development  of  materials  and  in-service  training,  and  pre-service  training  in  the  use  of  braille  to  youths  and 
adults  who  are  blind.  This  is  to  be  achieved  through  funding  for  Section  803(b)  to  provide  support  for  states 
and  public  or  nonprofit  agencies  and  organizations,  including  institutions  of  higher  learning.  These  funds  will 
pay  all  or  part  of  the  costs  of  training  vocational  rehabilitation  or  education  personnel  in  the  use  of  braille. 
The  $10  million  appropriation  request  for  this  function  is  based  on  prior  experience  for  basic  funding  support 
for  literacy  programs. 

Helen  Keller  National  Center 

FY  1993  FY  1994  FY  1995  President's  AFB  FY  1995 

Appropriations  Appropriations  Authorization  FY  1995  Request  Recommendation 

6.6  6.74  such  sums  6.94  7.74 

(in  millions) 

The  Center  is  being  called  upon  to  service  an  increased  number  of  individuals  who,  in  addition  to 
being  deaf-blind,  have  other  disabling  conditions,  including  mental  retardation.  These  individuals  require 
intensive,  one-to-one  training  for  as  much  as  sixteen  hours  each  day,  seven  days  a  week.  There  is  also  a 
greater  demand  on  the  Helen  Keller  National  Center's  resources  to  provide  training  to  staffs  of  the  group 
homes  and  rehabilitation  programs  attempting  to  serve  people  who  are  deaf-blind,  multidisabled.  An  increase 
in  the  federal  appropriation  would  enable  the  Center  to  expand  its  community  based  employment  and  living 
programs  within  its  headquarters  rehabilitation  program  and  its  support  to  the  affiliated  network  through  the 
funding  of  new  affiliates  and  the  provision  of  training  to  the  expanding  number  of  group  homes  and 
community  rehabilitation  programs.  In  addition,  this  increase  would  provide  for  establishment  and 
management  of  a  national  register  of  persons  who  are  deaf-blind 
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American  Printing  House  for  the  Blind 


FY  1993  FY  1994  FY  1995  Presidents  AFB  FY  1995 

Appropriations  Appropriations  Authorization  FY  1995  Request        Recommendation 

63  6.46  such  sums  6.68  9.57 

(in  millions) 

We  recommend  an  increase  of  at  least  $2.25  million  for  the  American  Printing  House  for  the  Blind 
(APH)  over  last  year's  funding  level  inasmuch  as  the  number  of  students  to  be  served  continues  to  grow  even 
though  the  appropriation  has  remained  fairly  constant  over  the  past  ten  years.  In  addition  to  braille  and 
talking  book  production,  APH  develops,  and  is  the  only  supplier  of,  unique  educational  products  (such  as 
mathematical  aids,  tactile  globes,  etc.)  which  are  available  to  schools  on  a  quota  formula  basis.  Such 
equipment  is  vital  to  the  education  of  blind  children.  Increased  funding  will  allow  development  of  videotaped 
presentations  for  outreach  and  field  activities  and  the  creation  of  a  National  Comprehensive  Listing  System. 

National  Eye  Institute 

FY  1993  FY  1994  FY  1995  President's  AFB  FY  1995 

Appropriation  Appropriation  Authorization  FY  1995  Request        Recommendation 

276.1  290.6  '  300.89  412.79 

(in  millions) 

The  National  Eye  Institute  (NEI)  is  the  only  federal  organization  whose  primary  mission  is  visual 
health,  and  the  Institute  supports  basic  and  applied  research  as  well  as  research  on  visual  impairment  and 
its  rehabilitation.  In  addition,  NEI  is  taking  an  active  role  in  the  need  for  eye  health  promotion  and  eye 
disease  prevention  through  a  national  public  education  program  called  the  National  Eye  Health  Education 
Program  (NEHEP).  Increased  funding  for  the  NEI  would  sustain  the  momentum  gained  and  prevent  decline 
of  the  nation's  vision  research  efforts. 

Funding  for  NEI  is  authorized  under  the  enabling  legislation  for  the  National  Institutes  of  Health. 
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Mr.  Chairman  and  Members  of  the  Committee.    I  am  Christine  Lubinski,  Chair 
of  the  National  Organizations  Responding  to  AIDS.    NORA  is  a  coalition 
convened  by  AIDS  Action  Council  of  150  health,  labor,  religious,  professional, 
and  advocacy  groups  actively  battling  the  AIDS  epidemic.    AIDS  Action  Council 
represents  over  1000  community-based  AIDS  service  providers  from  across  the 
country.   The  NORA  and  AIDS  Action  Council  budget  requests  are  identical. 

We  are  submitting  this  statement  in  response  to  the  White  House's  April  22, 
1994  submission  of  amendments  to  the  FY  1995  appropriations  requests  for  the 
Department  of  Health  and  Human  Services.   These  amendments,  if  adopted  by 
the  Committee,  would  have  grave  consequences  for  the  nation's  ability  to 
adequately  respond  to  the  AIDS  epidemic  over  the  course  of  the  next  fiscal  year. 

As  you  are  no  doubt  aware,  the  President's  budget  amendments  call  for  funding 
reductions  in  the  budgets  of  the  Centers  for  Disease  Control  (CDC),  the  Health 
Resources  Services  Administration  (HRSA),  the  Substance  Abuse  and  Mental 
Health  Administration  (SAMHSA),  the  Agency  for  Health  Care  Policy  Research 
(AHCPR)  and  the  Office  of  the  Assistant  Secretary  for  Health  (OASH).  While 
many  of  the  details  of  the  impact  of  these  reductions  on  specific  programs  are 
still  unclear,  we  do  understand  that  substance  abuse  prevention  and  treatment  and 
tuberculosis  programming  will  be  adversely  affected. 

Most  alarming  to  the  HIV  community  is  the  budgetary  impact  on  CDC  HIV 
prevention  programs  --  a  full  $9.1  million  reduction  from  FY  94  funding  levels. 
A  marked  retreat  from  federal  support  for  HIV  prevention  programs,  which  are 
already  grossly  underfunded,  is  unacceptable.   Absent  a  preventive  vaccine,  our 
only  hope  of  halting  further  HIV  transmission  is  through  a  comprehensive, 
targeted  approach  to  AIDS  prevention  throughout  the  nation.   This  can  become  a 
model  of  effective  health  promotion  in  a  number  of  critical  areas  of  public 
health.    A  community  planning  process  for  the  development  of  targeted  local 
HIV  prevention  programs  has  been  instituted  by  CDC  and  is  already  underway  in 
every  state  in  the  nation.    Funding  increases  are  urgently  needed  to  facilitate  the 
development  and  implementation  of  these  programs  if  we  are  to  prevent 
needlessly  lost  lives. 
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The  President's  proposed  budget  figures  illustrate  the  serious  inconsistencies  in 
this  Administration's  response  to  the  AIDS  epidemic.   On  the  one  hand,  HIV 
research  initiatives  and  the  Ryan  White  Care  Act  have  been  slated  for  much 
needed  modest  increases.  Federal  HIV  prevention  programs,  on  the  other  hand, 
were  flat-funded  in  the  President's  original  budget  request  and  are  now  subject  to 
a  significant  cut  in  the  budget  amendments.   This  is  not  a  rational  approach  to  an 
epidemic  that  continues  to  rage  out  of  control  in  communities  across  the  country. 
We  respectfully  request  that  the  committee  demonstrate  a  commitment  to  a 
comprehensive  approach  to  this  public  health  crisis  by  allocating  $95  million  in 
increased  funding  for  HIV  prevention. 

Although  we  view  increased  funding  for  HIV  prevention  programs  at  the  CDC  as 
particularly  urgent  in  light  of  the  President's  budget  requests,  we  remain 
commited  to  substantial  increases  in  funding  for  the  Ryan  White  Care  Act  and  to 
AIDS  research  at  the  National  Institutes  of  Health. 

The  President's  proposed  increase  of  $78  million  in  AIDS  research  is  barely 
adequate  to  continue,  let  alone  expand,  the  critical  research  underway  to  develop 
more  effective  treatments,  and  ultimately  a  cure  for  this  terrible  disease.   The 
NTH  professional  judgement  budget  calls  for  a  $550  million  increase  for  AIDS 
research.    In  addition,  it  is  imperative  that  the  Committee  honor  the  President's 
request  for  a  consolidated  appropriation  for  AIDS  research  to  ensure  that  every 
federal  dollar  allocated  for  this  purpose  is  strategically  and  effectively  utilized  to 
respond  to  scientific  opportunities. 

For  those  who  have  already  become  HIV  infected,  we  must  ensure  that  they 
receive  access  to  care  and  services.    To  that  end,  we  propose  $226  million  in 
increases  for  health  service  programs  in  the  Ryan  White  CARE  Act  rather  than 
the  $93  million  increase  in  the  Presidents  budget.   In  some  states,  federal  Ryan 
White  dollars  represent  the  only  funding  source  for  services  for  people  living 
with  HIV  and  AIDS. 

We  are  well  aware  of  the  competing  demands  made  on  the  federal  budget, 
especially  in  the  context  of  the  revised  budget  request  and  lowered  spending 
caps.   We  implore  you,  nevertheless,  to  demonstrate  an  ongoing  commitment  to  a 
comprehensive  response  to  the  AIDS  epidemic  by  appropriating  adequate  funds 
to  HIV  research,  prevention  and  care  and  to  supporting  a  consolidated 
appropriation  for  AIDS  research.   The  quality  of  life  for  hundreds  of  thousands 
of  Americans  and  their  families,  both  today  and  in  future  years,  is  at  stake. 
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STATEMENT  SUBMITTED  BY  THE 

EDISON  ELECTRIC  INSTITUTE 

TO  THE 

SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES, 

EDUCATION  AND  RELATED  AGENCIES 

COMMITTEE  ON  APPROPRIATIONS 

U.S  HOUSE  OF  REPRESENTATIVES 

ON  FISCAL  YEAR  1995  APPROPRIATIONS 

FOR  THE 

LOW-INCOME  HOME  ENERGY  ASSISTANCE  PROGRAM 


This  statement  is  submitted  on  behalf  of  the  Edison  Electric  Institute 
(EEI)  in  support  of  the  current  advance  appropriation  of  $1,475  billion 
for  the  Low-Income  Home  Energy  Assistance  Program  (LIHEAP) .  EEI  is  the 
association  of  the  nation's  investor-owned  electric  utilities.  EEI's 
member  companies  generate  approximately  78  percent  of  all  electricity 
produced  in  the  United  States  and  provide  electric  service  to  76  percent 
of  the  nation's  ultimate  consumers. 

We  would  like  to  thank  the  Chairman  and  other  Members  of  this 
Subcommittee  for  their  leadership  and  strong  support  for  LIHEAP  funding. 

EEI  strongly  supports  the  current  advance  appropriation  of  $1,475 
billion  for  the  first  nine  months  of  fiscal  year  1995  approved  by 
Congress  last  year  (P.L.  103-112)  .  We  believe  this  is  the  minimum 
funding  level  needed  to  maintain  an  adequate  federal  energy  assistance 
program. 

LIHEAP  is  the  only  federally  funded  program  which  directly  provides 
benefits  to  help  millions  of  low-income  households  meet  their  basic 
energy  needs.  A  significant  reduction  in  LIHEAP  funding  of  the 
magnitude  proposed  by  the  Administration  in  its  fiscal  year  1995  budget 
would  reduce  the  program  to  a  stop-gap  crisis  assistance  program.  States 
would  be  faced  with  the  choice  of  either  dropping  roughly  2 . 6  million 
households  from  the  program  or  slashing  the  average  benefit  to  just  over 
$100  to  each  recipient. 

The  acute  need  for  LIHEAP  funding  was  starkly  demonstrated  this  past 
winter  when  Congress  authorized  and  the  president,  declaring  an  energy 
emergency,  ordered  the  Department  of  Health  and  Human  Services  to 
distribute  $300  million  in  LIHEAP  emergency  funds  to  states  impacted  by 
this  winter's  severe  cold  weather.  This  funding,  which  was  included  in 
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the  fiscal  year  1994  emergency  supplemental  appropriations  bill  (H.R. 
3759) ,  was  desperately  needed  by  the  states  to  help  supplement  the 
$1,437  billion  already  appropriated  for  LIHEAP  for  fiscal  year  1994. 
The  inadequacy  of  $1,437  billion  to  help  meet  low-income  Americans' 
energy  needs  this  winter — and  the  support  of  Congress  and  the 
Administration  to  provide  additional  funds — speaks  eloquently  to  the 
impact  that  a  50  percent  reduction  in  LIHEAP  funding  would  have  on  this 
nation's  poorest  citizens. 

The  need  for  LIHEAP  has  not  declined  over  the  years.  As  a  percentage  of 
income,  low-income  households  continue  to  pay  three  to  four  times  what 
all  households  combined  pay  for  residential  energy  costs  (11.8  percent 
versus  3.2  percent,  respectively).  LIHEAP  funds  help  to  meet  part  of 
those  costs,  although  the  average  annual  LIHEAP  benefit  is  only 
approximately  $215  out  of  an  average  annual  household  home  energy  bill 
of  $994. 

Over  70  percent  of  households  who  receive  LIHEAP  funding  have  annual 
incomes  of  less  than  $8,000.  Many  LIHEAP  recipients  are  elderly 
citizens  or  households  with  children — the  most  vulnerable  of  Americans. 
A  recent  three-year  study  by  Boston  City  Hospital  of  medically  indigent 
children  examined  in  the  emergency  room  found  a  30  percent  increase  in 
underweight  children  after  the  coldest  months  of  the  winter.  Many  of 
the  federal  programs  designed  to  assist  low-income  Americans  simply  will 
not  be  as  effective  if  these  Americans  are  being  forced  to  make  choices 
among  life's  necessities.  LIHEAP  funds  help  low-income  families  meet 
their  basic  energy  needs. 

Only  about  24  percent  of  eligible  households  currently  receive  LIHEAP 
funding.  To  help  meet  the  remaining  need,  the  majority  of  EEI's  member 
companies  have  established  programs  to  assist  low-income  families  in 
paying  their  energy  bills.  In  addition  to  special  payment  plans,  many 
utilities  help  their  low-income  customers  obtain  assistance  from  a 
variety  of  private  and  public  sources. 

Utility  companies  provide  48  percent  of  the  funds  for  the  country's  fuel 
funds,  which  operate  in  44  states  and  the  District  of  Columbia.  Private 
fuel  funds,  which  are  typically  funded  by  individual  consumer 
contributions  matched  with  utility  dollars,  have  increased  steadily  over 
the  years.  In  1991,  fuel  funds  provided  over  $46  million  to  more  than 
396,000  households. 

Fuel  funds  have  provided  much  needed  assistance  to  low-income  customers 
and  demonstrated  the  interest  of  individual  Americans  to  support  low- 
income  families'  energy  needs,  but  it  has  also  shown  us  that  customer 
contribution  funds  cannot  be  expected  to  be  a  substitute  for  the  federal 
LIHEAP  commitment. 

Over  the  years,  utilities,  in  collaboration  with  community  partners, 
regulatory  commissions  and  state  governments,  have  been  involved  with 
different  pilot  and  full-scale  programs  working  to  address  our 
customers'  energy  assistance  needs.  The  diverse  programs  have  given  us 
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experience  with  a  variety  of  approaches,  including  combinations  of 
LIHEAP  grants,  budget  and  financial  counseling,  numerous  payment  plans, 
referrals  for  other  kinds  of  assistance,  energy  conservation  training, 
weatherization  measures  and  different  ranges  of  rebates  and  additional 
energy  assistance  payments.  These  programs  included  many  public  and 
private  partnerships  for  funding  and  administration. 

Experience  with  these  programs  has  heightened  our  awareness  of  our  low- 
income  customers'  energy  assistance  needs  and  the  types  of  approaches 
which  can  most  successfully  meet  their  needs.  Sadly,  all  too  many  of 
our  low-income  customers  simply  do  not  have  enough  money  to  maintain 
adeguate  living  standards.  Time  and  again  we  have  seen  programs  fail 
because  they  could  not  deal  with  this  fundamental  problem.  In 
successful  programs,  LIHEAP  has  been  the  cornerstone  for  meeting 
customers'  energy  needs. 

EEI's  member  companies  are  committed  to  a  public-private  partnership  on 
behalf  of  their  low-income  customers.  We  will  continue  to  work  with 
state  and  local  governments,  regulators,  consumer  advocate  groups  and 
social  service  organizations.  However,  these  efforts  cannot  replace 
federal  assistance  to  low-income  Americans.  LIHEAP  funding  is  essential 
in  meeting  low-income  Americans'  energy  needs. 

We  urge  the  Subcommittee  to  maintain  the  current  advance  appropriation 
for  LIHEAP  of  $1,475  billion  for  fiscal  year  1995  and  to  appropriate  no 
less  than  the  current  services  level  in  advance  appropriations  for 
fiscal  year  1996  in  the  fiscal  year  1995  Labor,  Health  and  Human 
Services,  Education  and  Related  Agencies  appropriations  bill. 

Thank  you  again  for  this  opportunity  to  provide  written  remarks  in 
support  of  the  LIHEAP  program. 
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Testimony 

By 

David  P.  Beck,  Ph.D.,  President 

Coriell  Institute  For  Medical  Research 

To  The 

Labor,  Health  and  Human  Services,  and  Education  Subcommittee 

House  Committee  on  Appropriations 

May  6,  1994 

Mr.  Chairman,  I  am  President  of  the  Coriell  Institute  for  Medical  Research,  an  internationally 
recognized  non-profit,  basic  biomedical  research  institute.  Thank  you  for  providing  the  opportunity  to 
submit  testimony  concerning  an  important  initiative  the  Coriell  Institute  is  undertaking  to  ensure  the 
steady  progress  of  medical  research  in  the  United  States. 

The  Coriell  Institute  was  founded  in  1953  by  Lewis  L.  Coriell,  M.D.,  Ph.D.  Together  with  Dr. 
Coriell,  Institute  scientists  developed  pioneering  techniques  for  growing  human  cells  in  culture  and 
fostered  their  use  in  scientific  research.   The  Institute  was  a  major  player  in  the  development  of  the  Salk 
vaccine  which  was  instrumental  in  eliminating  the  polio  virus.   Today,  the  Institute  is  dedicated  to 
investigating  cancer,  cardiovascular  disease,  infectious  diseases,  AIDS,  genetic  disorders,  and 
environmental  hazards.  The  Coriell  Institute's  Dorrance  Center  is  home  to  the  largest  human  cell 
repositories  in  the  world.  Scientists  in  the  United  States  and  abroad  are  able  to  carry  out  research  on  a 
wide  range  of  diseases  largely  because  of  the  existence  of  the  Coriell  institute's  cell  collection. 

My  testimony  concerns  the  need  to  establish  a  National  Human  Cell  Repository  Center  which 
would  catalogue,  store,  and  distribute  the  cell  cultures  and  DNA  required  by  scientists  throughout  the 
United  States  to  keep  up  with  the  rapid  pace  of  research  in  genetically-based  diseases.   I  will  also 
address  why  the  Coriell  Institute  for  Medical  Research  should  be  the  site  for  such  a  center. 

News  articles  now  appear  almost  daily  announcing  breakthroughs  in  research  on  diseases.   For 
example,  in  early  December  1993,  reports  appeared  stating  that  the  defective  gene  which  causes  colon 
cancer  had  been  identified.  The  significance  of  that  discovery  is  that  scientists  will  soon  develop  a 
blood  test  which  will  indicate  if  a  person  is  carrying  the  defective  gene  that  causes  colon  cancer.   For 
those  people  who  have  a  family  history  of  the  disease,  the  availability  of  such  a  test  provides  an 
important  tool  in  efforts  to  prevent  colon  cancer  and  to  obtain  early  treatment  if  the  cancer  develops. 
Simply  put,  that  knowledge  will  help  save  lives.  It  will  also  save  money  since  early  diagnosis  and 
treatment  usually  obviates  the  need  for  the  more  costly  care  that  is  required  during  the  advanced  stages 
of  a  disease. 

We  are  in  the  midst  of  one  of  the  most  exciting  and  rapidly  moving  eras  in  modern  science, 
certainly  in  biomedical  science,  and  the  potential  for  further  advances  is  extraordinary.  As  just 
described,  new  diagnostic  techniques  based  on  our  ability  to  recognize  the  genes  of  invading 
microorganisms  or  to  detect  defective  genes,  such  as  might  occur  in  cancer,  are  the  focus  of  much 
research  and  commercial  interest.  New  molecular  antibiotics,  which  can  find  and  destroy  the  genes  of 
an  infecting  organism,  are  being  designed  and  tested.  The  most  effective  therapeutic  techniques 
possible,  helping  cancer  patients  to  fight  the  disease  genetically,  are  also  being  developed.   Even  chronic 
genetic  diseases  heretofore  treated  only  by  symptomatic  palliatives  are  now  the  subjects  of  clinical  trials 
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of  genetic  therapies  to  "fix"  the  defective  genes.   Soon  genetic  treatments  may  make  it  possible  to 
eliminate  entirely  such  devastating  diseases  as  cystic  fibrosis  or  even  diabetes. 

In  short,  the  heart  of  this  biomedical  revolution  and  the  key  to  unlocking  the  mysteries  of 
disease  is  advanced  research  using  the  human  cell.   Research  which  utilizes  that  smallest  of  organisms, 
the  single  cell,  holds  the  answer  to  all  of  the  perplexing  conditions  that  afflict  one's  health.    Name  the 
disease  -  cancer,  cystic  fibrosis,  AIDS,  Alzheimer's,  Down's  Syndrome,  diabetes,  schizophrenia, 
Huntington's  Disease  -  and  the  key  to  its  etiology  can  be  found  in  the  cell.   For  that  reason  medical 
research  scientists  rely  heavily  on  the  use  of  cell  cultures  and  cell  products,  such  as  DNA,  in  their       .    . 
efforts  to  find  the  cause  of  diseases  and  develop  treatments  and  cures. 

A  national  center  that  provides  cells  and  genetic  material  to  researchers  around  the  country  and 
abroad  would  enhance  the  quality  of  medical  research.   The  federal  government,  in  keeping  with  its 
longstanding  support  of  medical  research,  should  help  establish  such  a  center.   Coriell  Institute  is 
currently  the  largest  human  cell  repository  in  the  world,  but  cannot  keep  up  with  the  demands  of  the 
NIH  and  medical  community  without  the  ability  increase  storage  and  laboratory  space.     For  example, 
since  the  1970's  the  Coriell  Institute  has  served  the  international  scientific  community  by  maintaining 
cell  repositories  for  the  National  Institute  of  General  Medical  Sciences  (NIGMS)  and  the  National 
Institute  on  Aging  (NIA).   In  1990  the  National  Institute  of  Mental  Health  (NIMH)  awarded  the  Coriell 
Institute  a  five-year  contract  to  establish  a  new  cell  repository  for  Alzheimer's  disease,  manic 
depression,  and  schizophrenia.  The  addition  of  the  NIMH  cell  repository  will  double  the  Coriell 
Institute's  current  10,000  cell  line  and  DNA  shipments  within  three  years. 

The  volume  of  cells  needed  for  research  will  grow  as  the  scientific  community  continues  to 
extend  molecular  genetic  technology  into  new  areas  of  investigation,  such  as  mental  illness.   Of  the 
4,000  diseases  that  exist,  only  1 ,000  are  currently  catalogued.   In  order  to  catalogue  the  remaining 
3,000  diseases,  space  must  be  available  for  those  disease  cells.   That  is  an  ambitious  effort  and  one  that 
must  proceed  because  although  a  large  portion  of  the  4,000  known  diseases  are  not  "major"  diseases, 
studies  involving  the  more  "minor"  diseases  are  equally  important  to  providing  links  in  genetic  research. 
To  meet  this  critical  need,  a  dedicated,  human  cell  repository  center  is  essential. 

Congress  has  recognized  the  need  for  an  expansion  of  cell  repository  resources  in  the  National 
Institutes  of  Health  Reauthorization  bill,  which  became  law  in  1993.     As  you  know,  this  bill  established 
an  extramural  grants  program  for  construction  of  biomedical  and  behavioral  research  facilities.   In  the 
report  language  accompanying  the  bill,  Congress  states  that  "...the  growing  deficit  in  satisfactory 
research  space  significantly  threatens  progress  in  biomedical  research."   The  report  goes  on  to  say, 
"...the  current  deficit  is  serious  and  needs  urgent  attention  lest  it  reach  crisis  proportions.  The 
committee  believes  that  it  is  reasonable  and  appropriate  the  Federal  Government  share  in  the  cost  of 
health  research  facility  construction  and  maintenance."   I  strongly  believe  that  the  establishment  of  a 
National  Human  Cell  Repository  Center  would  be  one  significant  element  in  addressing  the  concerns 
expressed  in  the  NIH  reauthorization  report. 

In  addition  to  adequate  space,  the  operation  of  a  national  repository  for  human  cell  cultures 
requires  dedicated  and  skilled  individuals  with  many  different  abilities,  as  well  as  the  proper  facilities 
and  equipment.  The  human  resources  expertise  is  the  most  important  factor  for  successfully  meeting 
this  need,  but  it  cannot  flourish  without  the  appropriate  facilities  and  equipment.  Human  capabilities 
include  individuals  with  expertise  in  cell  culturing,  biochemical  genetics,  molecular  biology,  cell 
biology,  and  data  processing.  These  individuals  are  responsible  for  establishing,  expanding,  storing, 
and  distributing  cell  cultures  as  well  as  characterizing  the  cultures  to  assure  freedom  from 
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contamination,  the  identification  of  conditions  for  maximal  growth  and  storage,  the  characterization  of 
chromosomal  abnormalities,  the  identification  of  species  or  origin,  and  the  performance  of  other  quality 
control  tests.   DNA  preparation  from  selected  cell  cultures  and  the  characterization  of  the  DNA  to 
assure  purity  and  usefulness  for  a  particular  purpose  are  also  their  responsibility.  These  individuals 
must  also  document  all  activities,  catalogue  the  collection  and  promote  its  availability  in  the  scientific 
community.   Such  capabilities  currently  exist  only  at  the  Coriell  Institute  in  Camden,  New  Jersey. 

The  list  of  equipment  needed  for  the  successful  operation  of  a  repository  is  lengthy  but  the  list 
can  be  summarized  into  three  categories.   Equipment  is  needed  for  1)  cell  culture  growth, 
characterization,  storage,  and  distribution;  2)  DNA  preparation,  characterization,  storage,  and 
distribution;  and  3)  documenting  all  of  the  preceding  activities.   New  equipment  and  equipment 
maintenance  become  more  expensive  each  year.   As  new  technology  is  developed,  the  need  for 
expensive  state  of  the  art  equipment  is  also  increasing. 

The  facilities  required  for  the  successful  operation  of  a  repository  must  be  designed  properly  for 
the  specialized  work  being  performed,  and  they  have  to  be  sufficiently  spacious  to  accommodate  the 
current  work  and  future  expansion.   Establishing  from  scratch  a  center  with  the  aforementioned 
requirements  would  take  an  inordinate  amount  of  time  not  to  mention  money.    It  is  possible,  however, 
to  build  a  National  Human  Cell  Repository  Center  in  a  timely  manner  that  can  meet  present  and  future 
medical  research  needs  if  we  look  to  a  resource  that  already  exists  and  that  is  positioned  to  take  on  the 
research  challenges  of  the  next  millennium.   Such  a  resource  is  the  Coriell  Institute  for  Medical 
Research. 

The  federal  government  has  a  long  history  of  providing  funding  for  health  research,  and  the 
recent  NTH  Reauthorization  bill  provides  a  very  strong  indication  that  this  commitment  will  continue. 
The  Administration  has  weighed  in  as  well,  including  in  the  Health  Security  Act  a  call  for  increased 
federal  funding  of  medical  research.   By  making  the  investment  in  a  national  cell  repository,  the  federal 
government  can  ensure  the  availability  of  cells  for  disease  research  by  scientists  throughout  the  country 
and  the  world.   The  total  cost  of  the  facility  is  just  over  $12  million.   We  are  requesting  a  federal 
partnership  share  of  $10  million.   Coriell  Institute  will  contribute  over  $2  million,  which  is  nearly  one 
half  of  our  current  total  operating  budget.   Our  request  for  Federal  funding  addresses  a  truly  national 
need  and  represents  an  excellent  investment  for  the  federal  government,  as  the  benefit  to  the  country  in 
the  form  of  increased  research  efforts  and  medical  breakthroughs,  will  be  tremendous.   Considering  the 
cost  to  the  country  of  disease  and  the  potential  for  missed  research  opportunities,  we  cannot  afford  not 
to  establish  a  national  cell  repository. 

Coriell  Institute  was  founded  with  the  specific  objective  of  providing  staff,  facilities,  and 
equipment  for  the  optimal  use  of  cell  culture  techniques  for  the  study  of  unsolved  human  diseases, 
including  cancer  and  developmental,  genetic,  and  degenerative  diseases.   The  Institute  has  a  long 
standing  commitment  to  excellence  in  cell  culture  facilities,  equipment  and  performance. 

Mr.  Chairman,  the  research  needs  of  this  country  demand  a  National  Human  Cell  Repository 
Center  that  can  provide  cells  and  genetic  material  of  the  quality  and  quantity  necessary  for  productive 
research.   The  groundbreaking  work  and  standard  of  excellence  for  which  Coriell  Institute  is  known 
position  it  as  the  logical  choice  to  fulfill  this  national  need. 


Thank  you  for  your  consideration  of  this  request. 
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TESTIMONY  OF 

MR.  KEITH  BRISCOE,  PRESIDENT 

BUENA  VISTA  COLLEGE 

STORM  LAKE,  IOWA 

FOR  SUBMISSION  TO  THE  RECORD  OF  THE 
LABOR,  HEALTH  AND  HUMAN  SERVICES,  EDUCATION  AND  RELATED  AGENCIES 

APPROPRIATIONS  SUBCOMMITTEE 

U.S.  HOUSE  OF  REPRESENTATIVES 

WASHINGTON,  DC 


Mr.  Chairman  and  distinguished  members  of  the  Subcommittee,  I  am  pleased  to  have  the 
opportunity  to  submit  written  testimony  for  the  Record  of  the  Labor,  Health  and  Human  Services, 
Education,  and  Related  Agencies  Appropriations  Subcommittee  on  behalf  of  Buena  Vista  College 
in  Storm  Lake,  Iowa. 

I  am  Keith  Briscoe,  President  of  Buena  Vista  College.    During  my  testimony,  I  would  like 
to  focus  on  the  critical  need  for  close  collaboration  between  government  and  higher  education  as 
we  as  a  nation  move  towards  the  construction  of  an  advanced  National  Information  Infrastructure 
(Nil).   As  the  "Agenda  for  Action"  published  by  the  Information  Infrastructure  Task  Force 
emphatically  states:   AH  Americans  have  a  stake  in  the  development  of  the  Information 
Superhighway,  and  all  Americans  deserve  access  to  information  resources  available  at  affordable 
prices.   I  personally  believe  that  nowhere  is  the  need  greater  for  accessing  new  information 
technology  resources  than  in  rural  America. 

Information  is  one  of  the  nation's  most  critical  economic  resources,  for  service  industries 
as  well  as  manufacturing,  for  economic  as  well  as  national  security.   And  the  knowledge  economy 
continues  to  grow.   By  some  estimates,  two-thirds  of  U.S.  workers  are  in  information-related  jobs, 
and  the  rest  are  in  industries  that  rely  heavily  on  information.    Consequently,  a  new  set  of  ground 
rules  has  been  created  born  of  the  advent  of  the  Information  Age.   Today,  the  value  of  the 
products  and  services  we  exchange  is  increasingly  a  function  of  their  information  content  and  the 
knowledge  used  to  create  them  rather  than  the  raw  materials  used  to  produce  them. 

Because  of  this  shift,  the  ability  to  easily  access  and  share  information  and  stimulate  the 
creation  of  new  ideas  is  essential  to  maintaining  a  strong  economy,  developing  world  class 
industries  and  enhancing  the  quality  of  life  for  every  citizen.    Unquestionably,  the  promotion  of 
information  technology  now  underway  will  initiate  the  commencement  of  an  information  revolution 
that  will  dramatically  transform  the  manner  in  which  people  live,  work,  and  interact  with  one 
another. 

Information  technology  will  enable  people  to  live  almost  anywhere  without  sacrificing 
opportunities  for  useful,  challenging  and  fulfilling  employment.    Future  workers  will  telecommute 
to  their  offices  through  an  electronic  highway.    Further,  the  best  schools,  teachers,  and  academic 
courses  will  be  available  to  all  students,  without  regard  to  geography,  distance,  resources,  or 
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disability.   The  vast  resources  of  art,  literature,  and  science  will  be  available  everywhere,  not  just 
in  large  institutions  or  big-city  libraries  and  museums. 

The  benefits  that  will  accrue  from  the  National  Information  Infrastructure  are 
multitudinous.   If  utilized  properly,  the  increased  networking  capabilities  of  the  information 
superhighway  will  provide  all  Americans  with  a  fair  opportunity  to  go  as  far  as  their  talents  and 
ambitions  will  take  them.   Most  Americans  are  well  acquainted  with  the  fringe  benefits  which  the 
Nil  will  provide  them:   ability  to  access  the  latest  movies;  play  our  favorite  video  games;  bank  or 
shop  without  having  to  leave  our  homes;  and  so  on.   All  of  these  features  are  positive  and 
worthwhile,  and  they  will  be  enthusiastically  received  by  many  of  us. 

However,  Mr.  Chairman,  I  have  a  deep  and  abiding  concern  that  the  element  that  will 
benefit  the  most  from  new  technology  will  be  given  a  back  seat  --  education.    America  has  an 
opportunity,  through  the  Nil,  to  chart  a  course  for  education  that  will  reverse  the  decline  in 
literacy  skills,  and  stem  the  tide  of  school  drop-outs.   25  percent  of  students  nation-wide  no  longer 
complete  high-school,  a  figure  which  rises  to  57  percent  in  some  large  cities.   Currently,  90 
million  adults  in  the  United  States  do  not  have  the  literacy  skills  they  need  to  function  in  our 
increasingly  complex  society. 

According  to  a  December,  1992  report  to  the  Iowa  Utilities  Board  and  Department  of 
Economic  Development  recently  released  by  Arthur  D.  Little,  Inc.,  significant  questions  have 
arisen  regarding  whether  the  State  of  Iowa  can  maintain  its  strong  educational  standards  given  the 
increased  rate  of  out-migration  of  higher  education  graduates  due  to  job  shortage.   Also,  the  report 
rang  the  warning  bell  for  rural  schools  citing  the  lack  of  educational  resources,  technology  and 
telecommunications  deployment  which  rural  schools  confront  in  comparison  to  urban  schools. 

There  are  tremendous  challenges  ahead  of  us.   Our  first  national  priority  must  be  helping 
U.S.  workers  adjust  to  the  everchanging  requirements  of  the  workplace.   The  Administration 
through  Secretary  of  Labor  Robert  Reich  has  focused  the  challenge  on  the  need  to  move  towards 
"new  work".   New  work  requires  problem-solving  as  opposed  to  rote  repetition,  upgrading  worker 
skills,  and  empowering  front-line  workers  to  continuously  improve  products  and  services. 

It  is  increasingly  clear  to  me  that  training  for  "new  work"  requires  new  methods  in  the 
classroom.  The  information  revolution  and  the  proper  utilization  of  the  information  superhighway 
begins  with  the  training  of  teachers  in  information  technology  resources.  The  adaptation  to  "new 
work"  also  means  that  institutions  of  higher  learning  must  be  more  creative  in  enabling  workers  in 
transition  to  afford  themselves  of  lifelong  learning  opportunities. 

It  is  for  these  reasons  that  I  am  strongly  and  enthusiastically  behind  the  creative  proposal 
which  Buena  Vista  College  is  undertaking  to  enhance  the  education,  job  training  and  economic 
development  opportunities  within  rural  Iowa  through  a  Distance  Learning  and  Information 
Technology  Center. 

For  the  past  20  years,  Buena  Vista  College  has  been  in  the  forefront  in  responding  to  the 
unique  and  multi-faceted  needs  of  rural  non-traditional  students  and  their  imperiled  communities. 
Recognizing  the  value  of  further  education  to  rural  workers,  Buena  Vista  developed  a  model 
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program  to  enable  individuals  to  receive  the  education  and  training  necessary  to  adjust  to  this  rural 
evolution.   Through  the  establishment  of  satellite  campuses  across  Iowa,  Buena  Vista  has  created 
one  of  the  most  innovative  educational  systems  in  the  country. 

As  the  College  prepares  to  extend  its  outreach,  it  will  build  upon  a  solid  foundation  and 
strong  track  record  in  continuing  education  and  be  a  major  resource  for  the  State  of  Iowa. 
Specifically,  Buena  Vista  College  is  planning  to  establish  the  "Distance  Learning  and  Information 
Technology  Center"  to  assist  rural  Iowans  in  adjusting  to  the  new  demands  of  a  diverse  economy 
through  education  and  access. 

Buena  Vista  College  offers  the  ideal  setting  for  this  national  demonstration  project.    It 
serves  2,500  students  each  year  in  baccalaureate  level,  career  oriented  programs.   Half  of  these 
students  are  traditional,  college  age  undergraduates;  half  are  non-traditional  students  who  are  un- 
employed, under-employed,  displaced  rural  housewives,  farmers,  agricultural  workers  or  other 
victims  of  the  changing  face  of  agriculture. 

The  College  operates  at  multiple  sites:   on  a  traditional  central  campus  in  Storm  Lake, 
Iowa,  and  on  nine  non-traditional  branch  campuses  throughout  rural  Iowa.   The  central  campus 
was  the  first  in  the  Midwest  to  install  and  place  into  heavy  use  a  comprehensive  broadband 
communications  system  for  interactive  data,  voice  and  video  signal  throughout  the  campus.    It  also 
offers  a  comprehensive  communications  curriculum  with  television,  radio,  and  print  media 
emphases  which  enrolls  200  majors.   Extensive  telecommunications  and  technological  expertise  is 
in  place. 

The  nine  branch  campuses  feature  a  unique  contractual  arrangement  with  public  community 
colleges  across  the  state.   The  branch  campus  system  creates  a  unique  public/private  educational 
network  in  Iowa  and  provide  services  to  the  economically  disadvantaged  and  access-deprived 
populations. 

The  specific  service  area  for  Buena  Vista's  distance  learning  initiative  covers  about  three 
quarters  of  the  State  of  Iowa  including  Buena  Vista,  Clay,  Cerro,  Gordo,  Crawford,  Marshall, 
Pottawattamie,  Union,  Wapello,  and  Webster  Counties.  Most  of  this  area  is  relatively  flat  and 
sparsely  populated.   The  region  has  experienced  a  net  population  loss  of  nearly  9%  over  the  recent 
two  decades.   Nearly  20%  of  Iowa  households  are  headed  by  women  and  45%  of  these  are  in 
poverty.   About  12%  of  all  Iowa  households  are  below  the  poverty  level. 

The  proposed  Distance  Learning  and  Information  Technology  Center  consists  of  four 
primary  elements  integrated  to  create  a  multimedia  educational  resource  available  throughout  Iowa. 
The  components  of  the  Center  include: 

1)  A  highly  complex,  encyclopedic  base  of  information,  statistics,  consulting,  and 
other  data  organized  for  quick  retrieval,  combination  and  comparison. 

2)  A  vast,  ultra-sophisticated  system  of  video/audio/digital  signal 
communications  technology  that  can  only  be  found  within  the  context  of  a  major 
research  computer  center,  coupled  with  a  full  service  television  production  studio 
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and  radio  station  that  are  geared  to  and  used  extensively  for  higher  education.   A 
state-wide  fiber  optic  cable  system  will  reach  terminals  within  every  county  in  the 
State  of  Iowa. 

3)  A  distinguished  teaching  and  consulting  faculty  that  has  experience  in  the  creation 
of  new  knowledge,  the  storage  and  retrieval  of  existing  information  and  the 
expertise  to  transfer  that  information  to  a  diverse  population. 

4)  An  extensive  network  of  cooperative  arrangements  between  seven  different 
community  colleges  and  Buena  Vista  College  enabling  students  in  isolated  areas  to 
obtain  upper  level  baccalaureate  degrees. 

In  addition,  Buena  Vista  proposes  to  disseminate  its  distance  learning  software  and 
courseware  to  other  potential  distance  learning  providers  and  other  student  audiences  nationally  and 
to  provide  software  and  courseware  development  services.   The  College  also  proposes  to  develop 
and  offer  a  curriculum  in  teaching,  administration  and  systems  development  focused  on  distance 
learning. 

These  basic  elements,  carefully  integrated  and  networked,  will  produce  one  of  the  most 
powerful  educational  and  economic  development  tools  available  for  rural  America.    The  model 
established  in  Iowa  will  serve  to  demonstrate  the  educational  potential  of  utilizing  fiber  optics  in 
distance  education. 

The  proposed  Distance  Learning  Center  is  literally  a  university  without  walls.    Through  the 
auspices  of  the  new  Center,  Buena  Vista  will  become  an  institution  that  is  no  longer  bound  to  its 
physical  campus.   The  Center  will  take  the  total  learning  potential  of  a  sophisticated  higher 
education  institution  and  make  that  full  power  available  to  anyone,  anywhere,  anytime,  without 
regard  to  their  geographical  location. 

I  strongly  believe  that  the  Distance  Learning  and  Information  Technology  Center 
proposed  by  Buena  Vista  College  will  be  an  integral  component  in  the  revitalization  of  rural 
Iowa  and  will  provide  a  model  for  replication  throughout  rural  America.   The  Center  will 
address  the  importance  of  improving  our  nation's  educational  resources  and  technology  base. 

In  order  to  begin  the  process  of  improving  rural  opportunities,  Buena  Vista's  innovative 
distance  learning  initiative  will  require  construction  on  the  Storm  Lake  campus  of  a  new 
50,000  square  foot  building  that  will  constitute  the  head-end  technology  and  resource  base  for 
the  Center.   This  facility  will  house  the  equipment  necessary  to  network  the  branch  campuses, 
at  least  one  electronic  classroom,  and  space  for  additional  resource  materials.    In  addition,  the 
Center  will  require  the  dedication  of  space  at  each  of  the  nine  branch  campuses  to  house  the 
terminal  communications  equipment  and  scholar  kiosks.    Buena  Vista  will  also  need  to  acquire 
the  proper  electronic  technology  that  will  allow  it  to  bundle  its  other  electronic  and 
information  resources  and  to  send  and  signal  over  the  State's  new  fiber  optic  network. 

Mr.  Chairman,  I  ask  for  your  serious  consideration  and  support  of  this  initiative  within 
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the  FY  1995  Labor,  Health  and  Human  Services,  Education  and  Related  Agencies 
Appropriations  Act.   Buena  Vista  College  is  committed  to  matching  every  federal  dollar 
allocated,  and  has,  in  fact,  already  raised  half  the  total  construction  costs  from  private  sources. 
The  College  has  performed  the  necessary  architecture  and  engineering  work  and  is  ready  to 
move  forward  immediately  with  its  construction  plans  once  federal  support  is  received.   To 
that  end,  I  am  requesting  a  federal  partnership  up  to  $8.5  million  to  complete  this  initiative. 

The  Distance  Learning  and  Information  Technology  Center  will  apply  the  latest 
developments  in  communications  to  meet  national  priorities  established  by  Congress  and  the 
Administration.   In  providing  the  residents  of  Iowa  with  greater  educational  opportunities,  the 
Center  will  be  a  crucial  asset  in  building  and  diversifying  the  state's  agriculturally-based 
economy. 

The  impact  of  this  innovative  Center  will  be  felt  on  a  national  and  regional  level  as 
business  observes  the  power  of  higher  education  in  improving  workers'  skills.   The  successful 
application  of  distance  learning  will  also  serve  as  a  model  for  other  regions  and  for  other 
industries. 

Mr.  Chairman,  thank  you  for  your  attention  and  consideration. 
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The  American  Society  for  Microbiology  (ASM)  would  like  to  submit  the  following 
statement  for  the  record  on  the  Fiscal  Year  1 995  budget  for  the  Centers  for  Disease 
Control  and  Prevention  (CDC).  The  ASM  is  the  largest,  and  oldest  life  science  society  in 
the  world,  with  an  active  membership  of  40,000.  Our  members  are  involved  in  basic  and 
applied  research  and  work  in  clinical  and  public  health  laboratories,  academia,  industry, 
and  government  service.  The  ASM  recognizes  the  severe  budget  constraints  Congress 
faces  this  year  and  understands  the  difficult  decisions  and  choices  which  will  need  to  be 
made.  However,  the  ASM  believes  the  budget  for  the  CDC  should  be  a  high  priority  for 
the  nation  and  recommends  that  Congress  adopt  the  FY  1995  budget  proposal  for  the 
CDC  which  has  been  developed  by  the  CDC  Coalition.  The  CDC  Coalition  is  comprised 
of  a  diverse,  broad-based  group  of  organizations  who  are  committed  to  improving  the 
public's  health  with  cost-effective  prevention  and  control  strategies.  For  FY  1995,  the 
ASM  and  the  CDC  Coalition  are  recommending  Congress  appropriate  $2.5  billion  for  the 
CDC  overall,  and  $125  million  for  the  CDC  to  adequately  address  the  growing  spread  of 
infectious  diseases. 

Based  on  the  professional  expertise  of  our  membership  in  the  diagnosis, 
prevention,  and  control  of  infectious  disease,  we  would  like  to  focus  our 
recommendations  for  the  CDC  on  the  high  priority  programs  of  the  National  Center  for 
Infectious  Diseases  (NCID),  one  of  the  Centers  of  the  CDC.  NCID's  mission  is  to 
investigate,  diagnose,  prevent,  and  contain  unnecessary  disease  and  death  caused  by 
infectious  diseases. 

The  CDC's  ability  to  detect,  contain  and  prevent  emerging  infectious  diseases  is  in 
jeopardy.  In  1993  alone,  the  nation's  newspaper  headlines  were  crowded  with 
incidences  of  serious,  sometimes  deadly,  outbreaks  of  infectious  diseases.  Individuals  in 
Seattle,  Washington,  San  Diego,  California  and  in  many  other  locations  were  exposed  to 
bacterially  contaminated  hamburger  meat  (E.coli  0157.H7)  which  produced  countless 
illnesses  and  was  responsible  for  the  deaths  of  over  a  dozen  children.  A  water  supply 
contaminated  with  Cryptosporidium  in  Milwaukee,  Wisconsin  incapacitated  an  entire 
metropolitan  area  (approx.  370,000)  with  severe  diarrhea,  and  causing  some  4,100 
hospitalizations.  An  emerging  pathogen,  hantavirus  has  been  implicated  in  the  deaths  of 
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over  37  individuals,  first  identified  in  the  Southwestern  United  States,  it  has  now  spread 
to  16  states.  Prevention  of  infectious  diseases  is  possible,  necessary  and  proves  to  be 
cost-effective.  A  lack  of  funds  threatens  to  reduce  the  vigilance  and  commitment  of  the 
public  health  service,  specifically  at  the  Centers  for  Disease  Control  and  Prevention 
(CDC),  leaving  the  nation  vulnerable  to  a  wide  array  of  new,  imported  and  re-emerging 
infectious  diseases. 

Costs  associated  with  infectious  diseases  could  be  reduced  by  early  detection 
and  control.  For  example,  pneumococcus  bacteria  alone  cause  hundreds  of  thousands 
of  cases  of  pneumonia  in  the  United  States  each  year.  These  bacteria  are  also 
responsible  for  half  of  the  30  million  annual  office  visits  to  American  pediatricians  for 
treatment  of  earaches,  resulting  in  20  million  prescriptions  for  antibiotics  and  $1  billion  in 
direct  medical  expenses.  Two  million  Americans  pick  up  an  infection  within  a  hospital 
setting,  and  more  than  50,000  die  from  these  complications.  These  hospital  acquired 
infections  add  $30  billion  to  the  hospital  care  bill.  Salmonella,  just  one  of  many 
foodborne  illnesses,  has  also  increased,  doubling  since  1960's,  with  over  4  million  cases, 
1 ,000  deaths  and  at  a  cost  of  $1  billion  a  year.  During  this  period  of  increased  microbial 
activity,  CDC  s  workforce  and  its  budget  for  infectious  diseases,  unrelated  to  AIDS  and 
TB,  has  actually  declined  about  20  percent  since  1980. 

The  Administration's  request  for  Fiscal  Year  (FY)  1995  includes  $49  million  for  the 
infectious  disease  line  (other  than  HIV/AIDS  and  tuberculosis)  at  the  CDC,  the  same 
amount  appropriated  in  FY94.  This  is  woefully  inadequate  to  address  the  problem  of 
new  and  re-emerging  infectious  diseases  which  represent  an  urgent  threat  to  the  health 
and  safety  of  the  United  States  public.  The  ASM,  and  the  CDC  coalition  which 
represents  over  75  health  related  organizations,  recommend  infectious  disease  activities 
at  the  CDC  be  funded  at  a  level  of  $125  million  to  begin  addressing  the  problem  of  new 
and  re-emerging  infectious  diseases. 

Scientists  have  identified  "new"  infectious  diseases  in  the  past  decade  including, 
HIV/AIDS,  Legionnaires  disease,  toxic  shock  syndrome  (TSS),  Lyme  disease,  and 
Hantavirus  pulmonary  syndrome.  Research  has  also  recently  revealed  that  some 
common  illnesses,  such  as  peptic  ulcers,  are  caused  by  infectious  agents  (Helicobacter 
pylori).  Diseases  such  as  cervical  cancer  and  chronic  liver  disease  have  been  strongly 
linked  to  infectious  agents. 

Increased  funding  of  infectious  disease  activities  at  the  CDC  will  improve  and 
expand  the  nation's  surveillance,  research  and  prevention  capabilities  and  promote  the 
detection,  monitoring  and  investigation  of  infectious  diseases.  Intervention  strategies 
need  to  be  developed  by  the  CDC  and  applied  to  prevent  the  emergence  of  new 
infectious  diseases,  including  improving  diagnostic  capabilities  and  laboratory 
techniques. 

A  greatly  strengthened  domestic  and  global  surveillance  system  at  the  CDC  would 
increase  the  current  ability  to  track  the  prevalence  of  infectious  diseases,  facilitate 
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increase  the  current  ability  to  track  the  prevalence  of  infectious  diseases,  facilitate 
laboratory  and  epidemiological  research,  document  disease  outbreaks,  and  provide 
timely  and  urgent  intervention  activities.  Surveillance  is  the  single  most  important  tool  for 
discovering  which  infectious  disease  is  causing  what  public  health  problem  and 
determining  which  intervention  strategy  will  work.  It  provides  answers  to  questions  of 
mortality,  morbidity,  costs,  success  and  failure  of  particular  intervention  strategies,  and 
provides  insight  to  research  which  is  still  needed  to  solve  a  particular  problem. 
CDC/NCID  has  the  important  and  unique  role  of  researching  and  applying  laboratory  and 
epidemiological  tools  to  public  health  problems.  Without  adequate  surveillance,  the 
spread  of  infectious  diseases  continues  unabated,  causing  additional  resources  to  be 
expended  treating  infectious  diseases,  rather  than  preventing  them  in  the  first  place. 

Microbial  drug  resistance  also  represents  a  public  health  crisis  which  is  causing 
treatment  failure  and  much  higher  health  costs.  New  drug  resistant  bacterial  infections 
include  staph,  pneumonia,  strep,  tuberculosis,  dysentery,  and  other  diseases  that  are 
costly  and  difficult,  if  not  impossible  to  treat.  This  serious  problem  is  not  being 
adequately  addressed  by  the  CDC  because  of  lack  of  funds. 

Funding  the  CDC  infectious  disease  activities  at  $125  million  is  appropriate  to 
help  protect  the  U.S.  population  from  the  threat  of  emerging  infections.  The  public  health 
infrastructure  in  the  U.S.  has  been  neglected  and  has  helped  spur  the  recent  re- 
emergence  of  measles,  a  vaccine-preventable  childhood  illness,  and  the  rise  in 
tuberculosis,  especially  multi-drug  resistant  TB.  The  ASM  recommends  an  investment  in 
infectious  disease  prevention  as  a  far  less  costly  activity,  compared  to  treatment,  in  both 
human  suffering  and  health  care  dollars.  Expensive  treatments  or  containment 
measures  are  reactive  responses  to  infectious  agents.  However,  surveillance,  laboratory 
research  and  training,  epidemiologic  investigations  and  integrated  prevention  and  control 
strategies  can  ensure  the  public  health  system  is  prepared  to  respond  to  new  and  re- 
emerging  infectious  diseases.  Thank  you  very  much  for  giving  the  ASM  this  opportunity 
to  alert  you  to  the  growing  public  health  problem  of  new  and  re-emerging  infectious 
diseases  and  the  funding  situation  at  the  CDC/NCID.  If  the  ASM  can  assist  you  in  any 
way  as  the  Appropriations  Committee  continues  its  deliberations,  please  contact  us. 

Sincerely, 

^         Gail  Cassell,  Ph.D., 
President,  ASM 


Kenneth  I.  Berns,  M.D.,  PhD 
Chair,  Public  and  Scientific 
Affairs  Board,  PSAB,  ASM 


Mary  JR.  Gilchrist,  Ph.D. 
Chair,  Committee  on 
Laboratory  Practices,  ASM 


1724 


WRITTEN  TESTIMONY 

OF  THE 

AMERICAN  NURSES  ASSOCIATION 

ON  BEHALF  OF  THE 

CLINICAL  TRAINING  IN  THE  SUBSTANCE  ABUSE  AND 
MENTAL  HEALTH  SERVICES  ADMINISTRATION 

PRESENTED  TO  THE 

HOUSE  APPROPRIATIONS 

SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES,  EDUCATION 

MAY  5,  1994 


AMERICAN  NURSES  ASSOCIATION 
600  Maryland  Avenue,  SW,  Suite  100  West,  Washington,  D.C.   20024-2571,  (202)  554-4444 


1725 


The  American  Nurses  Association  (ANA)  on  behalf  of  the  Ethnic/Minority  Fellowship 
Program  (EMFP)  appreciates  the  opportunity  to  comment  on  our  FY  95  Appropriations 
request  for  the  Clinical  Training  in  Substance  Abuse  and  Mental  Health  Services 
Administration  (SAMHSA).  We  understand  that  the  mental  health  advocacy  community  is 
supporting  an  appropriations  level  of  $15.0  million.   ANA  recognizes  the  need  to  fund  this 
program  and  agrees  that  in  order  to  optimize  the  work  of  this  clinical  training  program, 
$15.0  million  is  necessary.    ANA,  in  recognition  of  the  legislative  restraints  imposed  on 
this  year's  appropriations  process  requests  that  while  $15.0  million  is  preferable,  an 
appropriation  of  $5.0  million  will  allow  the  minimal  continuation  of  this  important 
program. 

The  Growing  Need  for  Mental  Health  Services 

Health  care  in  America  will  be  transformed  by  the  same  demographic  trends  sweeping 
through  American  society.   The  population  is  aging,  the  work  place  is  feminizing,  and  there 
is  increasing  ethnic  heterogeneity  (Friedman,  1991).   The  growing  number  of  underserved 
and  under  represented  citizens  and  immigrants,  often  ethnic  minorities,  create  an  increase 
demand  for  specifically  designed  health  care  services,  particularly  psychiatric/ mental  health 
services. 

The  specific  psychiatric/mental  health  service  needs  of  minority  individuals  of  all  ages  in 
rural  and  urban  minority  communities  are  well  documented.   A  review  of  the  literature 
shows  that  there  are  strong  associations  between  the  rate  of  psychiatric/mental  health 
disorders  treated  and  other  variables  usually  associated  with  minority  status  and  poverty. 
Thornicroft  (1992)  found  that  social  class,  sex,  marital  status,  ethnic  group,  and  living  alone 
were  found  tightly  correlated  with  psychiatric  disorders;  living  in  inner-city  areas  and  a  high 
degree  of  mobility  were  moderately  associated.   These  relationships  remain  constant  in  both 
urban  and  rural  areas.   Specific  minorities  (African-Americans  and  Native  Americans)  have 
higher  rates  of  psychiatric/mental  health  disorders  such  as  schizophrenia,  addiction,  and 
violent  behavior  (Snowden,  1990,  McShane,  1988). 

Services  to  minorities  are  fragmented  and  are  often  culturally  inappropriate.   For  example, 
the  number  of  mental  health  services  available  to  elderly  minorities  show  a  slower  rate  of 
growth  when  compared  to  similar  services  to  non-minorities  (Fellin  et.  al.,  1988).   This 
lower  rate  of  developing  services  does  not  address  the  disproportionate  increase  in  chronic 
mental  illness  among  minority  aged.   Johnson-Crockett  (1990)  point  out  the  need  to  target 
specific  issues  including  differences  in  language,  cultural  mores,  and  legal  status  that  creates 
barriers  for  providing  services  for  the  aged. 

Minority  women  in  particular  need  services  that  focus  on  their  special  needs.   More  mental 
health  services  that  are  family  focused  are  needed  to  treat  the  growing  number  of  minority 
women  who  are  homeless,  who  are  addicted,  or  who  have  AIDS.   Services  to  treat  "newer" 
disorders  such  as  post-traumatic  stress  syndrome  resulting  from  the  exposure  of  urban  youth 
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to  violence,  and  psychosocial  support  for  children  whose  parents  are  victims  of  AIDS  and 
homelessness  are  sorely  needed.   Rural  areas  are  beginning  to  experience  many  conditions 
formerly  associated  primarily  only  with  large  urban  areas.    However,  rural  areas  are  often 
even  less  able  to  meet  service  needs.   The  requirement  for  special  services  often  adds  to  the 
burden  of  agencies  ill-equipped  to  provide  even  basic  traditional  mental  health  programming. 

Drug  abuse  is  one  of  the  most  pressing  health/social  problems  affecting  America  today.   It  is 
a  multigenerational  problem  that  affects  all  races,  ages  and  communities.    (Chasnoff,  1990). 
Health  professionals,  communities  and  families  have  mobilized  in  an  attempt  to  alleviate  or 
prevent  substance  abuse  problems,  particularly  where  youth  are  concerned.   Traditional 
methods  of  alleviating  drug  abuse  problems  have  focused  on  biochemical  research  or 
psychotherapeutic  strategies  aimed  at  uncovering  the  causes  of  substances  (DeLeon  & 
Jainchill,  1986).   More  recent  federal  and  private  funding  have  demonstrated  innovative 
prevention,  intervention,  social  policy  and  enforcement  efforts.    Additionally,  special  high 
risk  groups  and  ethnic  minorities  have  received   attention. 

Information  on  service  needs  and  utilization  is  necessary  to  plan  for  training  and  research 
needs.   Research  has  shown  that  minority  mental  health  staff  tend  to  work  in  settings  with 
minority  clients.   Peterson  &  Cox  (1988)  examined  the  relationships  among  clinical  staff 
characteristics  and  caseload  characteristics.    They  found  that  minority  staff  tended  to  have 
less  education  and  were  more  likely  to  serve  minority  clients  than  were  non-minority  staff. 
Furthermore,  within  minority  groups,  staff  were  more  likely  to  serve  clients  from  their  own 
ethnic  groups. 

The  Cost  of  Mental  Health  Services 

The  cost  of  mental  health  services  has  risen  over  the  last  decade.    Conservative  estimates 
indicate  an  annual  expenditure  of  10  percent  of  the  total  health  care  cost  or  one  percent  of 
the  gross  national  budget  (GNP).  This  would  amount  to  $273  billion  dollars  (Hadley  & 
Schinnar,  1993).   About  a  third  of  the  $273  billion  or  $91  billion  goes  to  direct  cost  of 
providing  services.   The  remaining  two  thirds  or  $182  billion  is  for  social  accounting  costs. 
Mental  health  care  costs  will  continue  to  be  an  issue  in  the  future.   Currently,  15-20  percent 
of  all  adults  suffer  from  a  diagnosable  mental  disorder;  22  percent  of  all  adults  develop  a 
mental  disorder  yearly,  37  percent  of  alcoholics  develop  at  least  one  co-occurring  mental 
disorder  and  72  percent  of  drug  abusers  will  develop  alcohol  addiction,  a  mental  disorder 
order,  or  both. 

For  minorities,  the  realities  of  mental  illness  are  more  discouraging.   Minorities  have 
proportionately  higher  incidence  of  conditions  such  as  addictive  behaviors  or  conditions  with 
mental  health  consequences  such  as  AIDS  or  violence.   In  addition,  social  accounting  costs 
for  minorities  are  greater  because  minorities  often  delay  seeking  preventive  services  or  enter 
the  system  by  way  of  referral.   Social  accounting  costs  are  an  indication  of  the  financial 
impact  of  not  funding  mental  health  services  and  training.   Social  accounting  costs  include 
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job-related  injuries  and  loss  of  employment  days,  hospitalization  costs  associated  with 
violence,  social  support  services,  rehabilitation,  incarceration,  housing,  and  the  cost  of 
associated  human  and  non-human  resources. 

ANA  recognizes  that  one  important  way  to  meet  the  need  for  mental  health  services  is  to 
increase  appropriations  to  fund  the  training  of  minority  mental  health  professionals. 
Funding  for  clinical  training  in  FY93  was  $2.9  million  which  is  a  73  percent  reduction 
from  the  1992  budget  of  $10.8  million.   During  FY94,  there  was  a  further  reduction  of 
15  percent  leaving  only  $2.5  million  for  clinical  training.  Despite  the  reduction,  four 
Minority  Fellowships  and  other  programs  were  funded.  Minority  programs  received 
approximately  $1  million  to  support  all  four  programs. 

The  cost  of  the  Minority  Fellowship  Programs  are  low  compared  to  the  cost  of  inadequate 
mental  health  resources  and  unmet  needs.   Each  program  receives  approximately  $250,000 
annually  to  provide  tuition  and  stipends  to  trainees.    Trainees  in  Nursing,  Social  Work,  and 
Psychology  receive  pre-doctoral  traineeship  stipends  of  $8,800  and  tuition  of  $1,800.00 
annually.   Psychiatry  has  a  post  doctoral  program  with  stipends  that  range  from  $18,600  to 
$32,300  annually,  depending  on  years  of  experience. 

The  present  investment  of  approximately  $1  million  annually  to  train  minority  mental  health 
professionals  is  small  when  comparing  the  impact  of  the  program  to  the  $91  billion  for  direct 
services,  or  the  $182  billion  for  social  accounting  costs.   Without  increased  continued 
support  for  these  programs,  the  mental  health  needs  of  minority  communities  will  increase 
and  will  continue  to  be  underserved. 

The  Center  of  Mental  Health  Services  requires  a  payback  of  one  month  for  each  month  of 
Federal  financial  support  as  a  clinical  trainee  to  ensure  that  clinical  trainees  provide  services 
to  underserved  mentally  ill  populations  in  public  facilities.  The  four  disciplines  supported  by 
the  Minority  Fellowship  Programs  (psychiatry,  psychiatric  nursing,  psychology  and  social 
work),  93  percent  of  the  trainees  who  have  finished  are  either  engaged  in  payback  service  or 
have  completed  payback  service.   Following  payback  service,  graduates  of  the  Minority 
Fellowship  Program  have  consistently  found  employment  in  predominately  minority 
communities. 

ANA  believes  that  in  order  to  improve  resources  through  health  care  reform  without 
supporting  the  training  necessary  to  provide  the  workforce  to  implement  services  is  counter 
productive.   Failure  to  increase  clinical  training  will  have  adverse  effects  on  minority 
communities  who  are  in  desperate  need  of  such  services.    Social  accounting  needs  will  rise 
rapidly  as  minority  populations  increase,  further  draining  the  finances  of  an  already  strained 
health  care  system. 
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About  the  Graduates 

Psychiatric/Mental  Health  services,  teaching/training,  and  research  require  a  concrete  effort. 
Gaps  in  staff  availability  and  services  indicate  an  urgent  need  for  continued  training  of 
minority  doctoral-prepared  nurses.   Despite  ANA's  long-term  commitment  and  the  success  of 
the  EMFP,  the  lack  of  ethnic  minority  nurses  is  still  problematic.  There  is  a  tremendous  lag 
in  meeting  the  nursing  care  needs  of  minorities,  and  in  the  provision  of  minority  nurses.   It 
has  been  predicted  that  minorities  will  become  the  majority  by  the  21st  Century  representing 
over  50  percent  of  the  labor  force  (Johnston  &  Packer,  1987).   Despite  an  approximate  25 
percent  increase  in  the  minority  population  of  the  United  States  over  the  last  decade,  the 
ethnic  composition  of  nursing  has  remained  virtually  unchanged. 

Minority  nurses  represent  only  9.2  percent  of  all  registered  nurses,  although  23.4  percent  of 
the  population  in  America  is  non- white.  This  9.2  percent  is  comprised  of  4.37  percent 
African-American,  3.3  percent  Asian/Pacific  Islander,  1.4  percent  Hispanic,  and  0.5  percent 
Native  American/ Alaska  Native.   Representation  in  psychiatric/mental  health  nursing  is 
even  more  dismal  than  the  average  (U.S.  Department  of  Health  and  Human  Services,  1993). 
In  1989,  among  Whites,  there  was  one  mental  health  professional  for  every  1,170 
Americans.   Among  ethic  minorities,  there  was  one  mental  health  professional  for  every 
3,245  Americans.   Furthermore,  there  are  fewer  nursing  mental  health  professional  nurses. 
(Appendix  I). 

Besides  improving  representation,  increasing  the  number  of  doctoral-prepared  minority 
nurses  within  the  total  pool  of  mental  health  labor  will  improve  the  quality  of  mental  services 
to  ethnic  persons  of  color  for  several  reasons.   When  there  is  no  racial  barrier  between 
therapist  and  client,  the  conditions  are  favorable  for  the  nurse  clinician  to  establish  rapport 
with  the  patient. 

In  addition  to  direct  patient  care,  doctoral-prepared  graduates  supported  by  this  clinical 
training  funding  would  be  qualified  to  serve  as  educators  in  mental  health  nursing  or 
behavioral  and  social  science  fields  in  institutes  of  higher  learning.   These  nurse  educators 
would  serve  as  excellent  role  models  for  minority  nursing  students.   As  faculty  members, 
they  affect  changes  in  curriculum  content  needed  to  improve  education  and  care  to  minority 
clients.   They  are  available  to  minority  students  for  counseling  and  support.   The  recruitment 
of  minority  students  and  faculty  is  often  directly  or  indirectly  initiated  by  minority  nurse 
educators;  the  perpetuation  of  this  "cycle"  could  only  improve  the  quality  of  mental  health 
care  to  ethnic/racial  minority  persons. 

ANA  appreciates  the  opportunity  to  comment  on  funding  for  this  important  program  which 
supports  the  education  and  training  of  much  needed  mental  health  professionals.   Nurses,  as 
the  largest  health  professional  group  in  the  United  States,  has  a  commitment  to  the  continued 
education  and  training  of  minority  nurses  to  serve  the  needs  of  all  Americans.   We  urge  you 
to  fund  this  program  at  the  $5  million  level,  as  a  minimum.  Thank  you  for  your  past 
support  for  Clinical  Training  in  Substance  Abuse  and  Mental  Health  Services  Administration, 
we  look  forward  to  working  with  you  as  you  proceed  through  the  appropriation  process. 
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Appendix  I 


Table  1.   Percentage  of  Clinically  Trained  Mental  Health  Personnel 

Psychiatry,  Psychology,  Social  Work,  Psychiatric  Nursing 
(By  Ethnicity  and  Gender) 


Personnel 

Psychiatry 
1982 

Psychology 
1989 

Social  Work 
1989 

Psychiatric 

Nursing 

1988 

Totals 

Males 
(*) 

25,348 
(82.7%) 

35,275 
(62.4%) 

23,050 

(28.2%) 

444 
(4.2%) 

84,117 
(46.9%) 

Females 

5,294 
(17.3%) 

21,255 
(37.6%) 

58,687 
(71.8%) 

10,123 

(95.8%) 

95,359 
(53.1%) 

Total  Personnel 

30,642 

56,530 

81,737 

10,567 

179,476 

Ethnic  Minority  Males 
(%  of  total  males) 

4,081 

(16.1%) 

1,376 
(3.9%) 

2,167 
(9.4%) 

N/A 

7,624 
(9.1%) 

Ethnic  Minority 

Females 
(%  of  total  females) 

1,562 

(29.5%) 

1,084 
(5.1%) 

7,218 
(12.3%) 

405 

(4.0%) 

10,269 

(10.8%) 

Ethnic  Minority  Totals 
( %  of  total  personnel) 

5,643 
(18.4%) 

2,460 

(4.3%) 

9,385 
(11.5%) 

405 
(3.8%) 

17,893 
(9.9%) 

Source:    Mandersheid,  R.  W.  &  Sonnenschein,  M.A.,  1990 


1730 

Appendix  II 
References 


1993  Factsheet,  Bureau  of  Health  Professions,  Division  of  Nursing.  U.S.  Department  of 
Health  and  Human  Services. 

Chasnoff,  I.J.   The  Challenge  of  the  '90s:  Children  at  Risk,  Parents  at  Risk.   Keynote 
speaker  at  the  December  1990  NAP  ARE  Conference  in  Chicago,  EL. 

DeLeon,  G.,  Jainchill,  M.A.  Circumstance,  motivation  and  suitability  as  correlates  of 
treatment  tenure.  Journal  of  Psychoactive  Drugs.   1989;110:203-207. 

Fellin,  P. A.,  Powell,  T.J.  Mental  health  services  and  older  adult  minorities:  an 
assessment.    Gerontologist.    1988;  28(4):442-7. 

Friedman,  E.  Health  care's  changing  face:  the  demographics  of  the  21st  century.  Hospitals. 
1991;  65(7):36-40. 

Hadley,  T.  &  Schinnar,  A.  Perspectives  for  mental  health  care  reform:  Needs  and 
opportunities.  Health  Policy  Research  Quarterly.  1993;  3(3):4-5. 

Johnson-Crockett,  M.A.,  Barber  Jr.,  J.B.   Quality  care  issues  in  home  care  services  for  the 
minority  elderly.  Journal  Natl.  Med.  Assoc.    1990;  92(7):522-6. 

Mandersheid,  R.W.,  Sonnenachein,  M.A.   Percentage  of  clinically  trained  mental  health 
personnel  psychiatry,  psychology,  social  work,  psychiatric  nursing  by  ethnicity  and 
gender.  Mental  Health,  United  States.    1990. 

McShane,  D.   An  analysis  of  mental  health  research  with  American  Indian  youth.  Journal 
Adolesc.   1988;  11(2):87-116. 

Peterson,  P.D.,  Cox,  G.B.  Community  mental  health  staff  utilization  in  Washington  State: 
characteristics  and  target  groups.   Community  Mental  Health  Journal.    1988; 
24(l):65-82 

Snowden,  L.R.,  Cheung,  F.K.  Use  of  inpatient  mental  health  services  by  members  of  ethnic 
groups.  American  Psychology.   1990.  45(3):347-55. 

Thornicroft,  G.  Social  deprivation  and  rates  of  treated  mental  disorder.   Developing 

statistical  models  to  predict  psychiatric  service  utilization.  Br  Journal  Psychiatry. 
1991;  1580:475-84. 


1731 


WRITTEN  TESTIMONY 
OF  THE 


AMERICAN  NURSES  ASSOCIATION 

AMERICAN  ASSOCIATION  OF  COLLEGES  OF  NURSING 

AMERICAN  ORGANIZATION  OF  NURSE  EXECUTIVES 

NATIONAL  ASSOCIATION  OF  SCHOOL  NURSES 

AMERICAN  COLLEGE  OF  NURSE-MIDWrVES 

NATIONAL  NURSE  PRACTITIONER  COALITION 

NATIONAL  ASSOCIATION  OF  NURSE  PRACTITIONERS 

IN  REPRODUCTIVE  HEALTH 

NATIONAL  ORGANIZATION  OF  NURSE  PRACTITIONER  FACULTIES 

ASSOCIATION  OF  WOMEN'S  HEALTH,  OBSTETRIC,  AND  NEONATAL  NURSES 

AMERICAN  ASSOCIATION  OF  CRITICAL-CARE  NURSES 

EMERGENCY  NURSES  ASSOCIATION 

NATIONAL  ASSOCIATION  OF  PEDIATRIC  NURSE  ASSOCIATES 

AND  PRACTITIONERS 

NATIONAL  LEAGUE  FOR  NURSING 


PRESENTED  TO  THE 

HOUSE  APPROPRIATIONS 

SUBCOMMITTEE  ON 

LABOR,  HEALTH  AND  HUMAN  SERVICES,  EDUCATION 


MAY  5,  1994 


AMERICAN  NURSES  ASSOCIATION 
I  Midland  Avenue,  SW,  Suite  IN  Wot,  Washington,  DC.   2N24-2571,  (2*2)  554-4444 


1732 


Written  Testimony 

House  Appropriations  Subcommittee  on  Labor,  Health  and  Human  Services,  Education 

March  11,  1994 

The  American  Nurses  Association  joined  by  the  National  Organization  of  Nurse  Practitioner 
Faculties,  Association  of  Women's  Health,  Obstetric,  and  Neonatal  Nurses,  the  American 
Association  of  Colleges  of  Nursing,  the  American  Organization  of  Nurse  Executives,  the 
American  Academy  of  Nurse  Practitioners,  the  National  Association  of  School  Nurses,  the 
American  College  of  Nurse-Midwives,  the  National  Nurse  Practitioner  Coalition,  the 
American  Association  of  Critical-Care  Nurses,  the  National  Association  of  Nurse 
Practitioners  in  Reproductive  Health,  the  Emergency  Nurses  Association,  the  National 
Association  of  Pediatric  Nurse  Associates  and  Practitioners,  and  the  National  League  for 
Nursing  appreciates  the  opportunity  to  comment  on  the  FY  95  Appropriations  request  for 
Nursing  Education  and  Research.   This  testimony  endorses  the  testimony  provided  by  the 
Tri-Council  for  Nursing,  and  will  comment  on  the  consolidation  of  Health  Resources  and 
Services  Administration  (HRSA)  programs  also  referred  to  as  the  Health  Professions 
Consolidation,  in  the  President's  FY  95  Budget. 

The  nursing  community  recognizes  the  legislative  restraints  imposed  on  this  year's 
appropriations  process.   We  see  a  growing  demand  for  nursing  professionals  as  primary  care 
providers  in  a  reformed  health  care  system.   We  believe  a  timely  investment  in  our 
profession  is  required  to  allow  for  the  changes  in  our  health  delivery  system  necessary  to 
stave  off  future  increases  in  health  care  costs.   The  continuation  of  federal  support  for 
nursing  education  and  research  will  result  in  the  availability  of  adequate  numbers  of  nursing 
professionals  to  meet  the  demands  of  a  reformed  health  care  system  and  specific  research 
which  improves  the  delivery  of  health  services  to  those  who  need  care.    We  support 
funding  for  Title  VIII  programs,  the  Nursing  Education  Act  at  a  total  of  $71.1  million 
for  FY  95.   We  advocate  for  a  funding  level  of  $20  million  for  the  Nurse  Practitioner/ 
Midwife  line  item  and  $20  million  for  Professional  Nurse  Traineeships.   We  also  support 
a  funding  level  of  $74.8  for  the  National  Institute  of  Nursing  Research. 

The  nursing  community  is  concerned  about  the  Health  Professions  Consolidation  outlined  in 
the  President's  FY  95  Budget.   Many  of  the  organizations  represented  by  this  testimony  have 
taken  a  position  in  opposition  to  such  a  consolidation.   We  appreciate  the  need  to  reshape 
existing  federal  programs  to  allow  administrative  cost  savings  and  greater  flexibility  in 
responding  to  health  care  reform  needs.   The  President's  FY  95  Budget's  proposal  would 
consolidate  over  25  categorical  health  professions  programs  into  five  consolidated  grant 
programs  (primary  care,  minority  and  disadvantaged  assistance,  consolidated  loans,  other 
priority  nursing,  and  health  professions  research  and  data).   Since  information  concerning  the 
details  of  this  consolidation  are  not  available  to  date,  the  concerns  identified  in  this  testimony 
are  preliminary  and  based  on  our  early  understanding  of  this  recommendation.  Nursing  has 
the  following  concerns  about  the  consolidation  of  HRSA: 
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Nursing  is  the  largest  health  professional  group  in  the  nation  and  currently  receives 
only  limited  federal  funding.  The  inclusion  of  the  nurse  practitioner/midwife  line 
item  in  the  new  Primary  Care  Health  Initiative  places  this  program  in  direct 
competition  with  thirteen  other  programs  for  funding.   The  specifics  of  the 
administration  of  this  pool  of  programs  is  not  yet  available.   But,  the  recommended 
decrease  of  $13,609  million  makes  it  likely  that  great  competition  among  consolidated 
programs  will  result.   If  Congress  does  not  designate  funding  levels  for  these 
previously  identified  line  items,  nursing  is  not  easily  convinced  that  funding  for  this 
nursing  program  will  be  sufficient.   Nursing  is  concerned  about  the  level  of 
programmatic  discretion  to  be  given  to  the  Agency  with  the  consolidation  of  these 
programs.   In  the  past,  nursing  has  relied  on  Congress  and  this  Committee's  wisdom 
to  assure  funding  of  nursing  programs. 

The  new  category  designated  Other  Priority  Nursing  Initiatives  represents  key 
programs  which  provide  educational  assistance  for  all  nurses;  Nurse  Anesthetists, 
Nurse  Special  Projects,  Professional  Nurse  Traineeships  and  Advanced  Nurse 
Education.   The  funding  level  recommended  by  the  President's  Budget  is  $2,306 
million  below  current  appropriations  of  $40,851.   The  nursing  community  is 
advocating  for  a  funding  level  of  at  least  $45.4  million  for  these  programs. 

The  priority  for  funding  does  not  match  the  outcomes.   Nursing  has  historically 
supported  interdisciplinary  efforts  for  health  professions  education.    In  the  case  of  this 
planned  consolidation,  we  are  concerned  that  the  outcomes  articulated  by  the 
Administration  focus  almost  exclusively  on  physicians  and  not  interdisciplinary 
efforts. 

This  consolidation  results  in  a  total  loss  of  close  to  $15  million  for  the  consolidated 
programs.    Given  the  lack  of  defined  funding  levels  and  delegated  program 
administrative  authority  we  are  concerned  about  the  ability  of  nursing  programs  to 
compete  against  other  health  professions  for  funding.   Historically,  without  direction 
from  Congress,  funding  for  nursing  has  taken  a  lower  priority  when  in  competition 
with  other  health  professions. 

The  use  of  nursing  in  primary  and  preventive  health  care  services  is  essential  in  a 
reformed  health  care  system.   The  Physician  Payment  Review  Commission  (PPRC) 
recognizes  in  their  draft  report  the  contribution  of  nurse  practitioners  (NPs)  and 
certified  nurse-midwives  (CNMs)  in  providing  services  to  the  underserved.    A  greater 
proportion  of  NPs  and  CNMs  compared  to  physicians  practice  in  underserved  areas. 
In  addition,  the  PPRC  analysis  of  the  Department  of  Health  and  Human  Services  1992 
survey  of  NPs  and  clinical  nurse  specialists  (CNSs)  found  that  at  least  85  per  cent  of 
NPs  are  involved  in  some  type  of  ambulatory  health  care  practice.   This  is  consistent 
with  the  results  of  an  earlier  national  survey  conducted  by  the  American  Academy  of 
Nurse  Practitioners. 
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Seventy  percent  of  NPs  practicing  in  public  or  community  health  settings  have 
primary  responsibility  for  a  specific  group  of  patients.    In  a  survey  done  by  the 
PPRC,  nearly  30  per  cent  of  NPs  estimated  that  more  than  one  half  of  their  patients 
had  Medicaid  coverage.   To  ensure  access  to  care  for  these  populations,  we  are 
requesting  the  appropriation  of  $20  million  for  the  Nurse  Practitioner/Midwife  line 
item  and  $20  million  for  Professional  Nurse  Traineeships. 

The  1992  National  Organization  of  Nurse  Practitioner  Faculties  (NONPF)  preliminary 
survey  data  indicated  that  71  per  cent  of  the  149  respondent  programs  (60  per  cent 
response  rate)  believed  that  federal  funding  of  NP  programs  was  either  important  or 
extremely  important  to  the  continuation  of  the  program.  43  per  cent  of  programs  are 
currently  funded.   If  NP  programs  have  to  compete  with  other  primary  care 
initiatives,  it  will  be  very  difficult  to  maintain,  let  alone  enhance  funding  for  NP 
program  expansion.   An  example  of  nursing  having  to  compete  with  other  programs 
is  the  National  Health  Service  Corps  (NHSC).   Nurses  received  minimal  support  from 
this  program  until  a  10  per  cent  set  aside  for  NPs,  physician  assistants  (PAs),  and 
CNMs  was  legislated.   The  NONPF  preliminary  survey  data  from  respondent 
institutions  indicate  that  graduates  supported  by  the  NHSC  were  five  in  1990 
compared  to  26  in  1992,  this  increase  reflects  the  10  per  cent  set  aside. 

■  Nursing  is  concerned  that  the  individual  grantee  may  be  greatly  affected  by  this 
reorganization.   Given  the  variety  represented  in  some  of  these  pooling  of  programs, 
it  is  very  possible  that  eligible  individuals  and  programs  may  be  negatively  impacted 
by  such  change. 

■  Nursing  is  the  largest  professional  group  of  health  care  providers,  with  the  number  of 
practicing  nurses  reaching  close  to  2.3  million.   Congress  has  a  significant  history  of 
support  for  the  education  of  nursing  professionals  to  meet  the  health  demands  of  this 
nation.   The  role  of  nursing  in  the  health  care  delivery  system  is  changing.   We 
believe  that  as  health  care  reform  unfolds,  there  will  be  an  expanding  array  of  sites 
for  delivery  of  care,  necessitating  strong  Federal  support  for  the  ensuing  changes  in 
nursing  education  and  practice.   The  proposed  consolidation  of  HRSA  weakens 
nursing  by  diffusing  it  among  the  five  new  categories  proposed  in  the  consolidation. 
Nursing  questions  this  division  of  nursing  programs,  believing  that  the  administration 
of  these  groups  as  a  separate  entity  is  essential  in  order  to  maintain  the  quality  and 
integrity  of  these  programs. 

■  Nursing  is  concerned  that  this  consolidation  of  health  professions  programs,  including 
nursing  may  have  long-term  impact  on  the  supply  of  these  crucial  health  care 
providers.   This  may  be  particularly  true  of  high  demand  professions  such  as  nursing. 
Nursing  is  most  interested  in  a  study  of  the  impact  of  the  proposed  HRSA 
Consolidation  on  health  professions  education,  in  order  to  preserve  the  continuity  of 
health  workforce  development.   It  is  preferable  that  this  study  occur  prior  to 
implementation  of  the  proposed  HRSA  consolidation. 
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The  nursing  community  appreciates  the  opportunity  to  comment  on  funding  for  nursing 
education  and  research,  with  specific  focus  on  the  Administration's  proposed  consolidation  of 
the  HRSA  programs.   We  are  currently  waiting  for  further  elaboration  by  the  Administration. 
In  the  absence  of  further  information  the  nursing  community  has  grave  concerns  about  the 
proposed  consolidation.   Thank  you  for  your  support  of  funding  for  nursing  programs  and  we 
look  forward  to  working  with  you  as  you  proceed  through  the  appropriations  process. 

oKni\jppropt\bouaeJS 
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STATEMENT  OF  THE 

NATIONAL  COLLEGIATE  ATHLETIC  ASSOCIATION 

BEFORE  THE  HOUSE  APPROPRIATIONS  SUBCOMMITTEE 

ON  LABOR,  HEALTH  AND  HUMAN  SERVICES,  AND  EDUCATION 

The  National  Collegiate  Athletic  Association  ("NCAA")  submits  this  statement 
in  support  of  the  continuation  and  expansion  of  the  National  Youth  Sports  Program  ("NYSP"). 
The  NCAA  respectfully  requests  that  this  Subcommittee  appropriate  $15  million  to  NYSP  for 
fiscal  year  1995. 

NYSP  is  a  highly  successful  public-private  partnership  that  provides  valuable 
services  to  the  needy  youth  of  our  nation.  As  President  Clinton  recognized  in  his  Proclamation 
of  July  1,  1993  as  National  Youth  Sports  Program  Day,  "by  utilizing  competitive  sports  as  a 
means  of  expression, "  NYSP  has  allowed  disadvantaged  "children  to  express  their  pain  and  deal 
with  their  difficult  living  conditions  in  a  positive  way,  rather  than  in  a  self-destructive  manner. " 
Proclamation  No.  6576,  58  Fed.  Reg.  36,117  (1993). 

NYSP  is  a  unique  program.  For  more  than  25  years,  NYSP  has  brought  tens  of 
thousands  of  economically  disadvantaged  boys  and  girls,  ages  10  to  16,  onto  college  and 
university  campuses  nationwide.  In  that  setting,  they  participate  in  a  rigorous  program  of  skills 
instruction  and  competition  on  a  daily  basis  in  a  multitude  of  sports,  including  swimming, 
basketball,  football,  softball,  tennis,  track  and  field,  soccer,  badminton,  gymnastics,  volleyball, 
and  dance/aerobics. 

The  NYSP  philosophy,  however,  recognizes  that  mind  and  body  must  be  nurtured 
together;  a  daily  educational  program  therefore  is  a  central  part  of  each  NYSP  project. 
Instruction  is  provided  in  drug  and  alcohol  abuse  prevention,  personal  health  care,  proper 
nutrition,  educational  and  career  opportunities,  and  such  subjects  as  teen  pregnancy,  suicide 
prevention,  and  AIDS.  Further,  at  20  selected  sites,  approximately  4,000  participants  receive 
math  and  science  instruction. 

One  educational  topic  receiving  particular  attention  is  conflict  resolution.  The 
Children's  Defense  Fund  reports  that  "arrest  rates  between  1985  and  1991  for  criminal  homicide 
increased  among  13-  to  14-year-old  males  by  140  percent,  among  15-year-old  males  by  217 
percent,  among  16-year-old  males  by  158  percent,  among  17-year-old  males  by  121  percent,  and 
among  18-  to  20-year-old  males  by  113  percent."  The  State  of  America's  Children  Yearbook 
1994,  at  xvi.  By  learning  how  to  solve  conflicts  peacefully,  children  become  better  able  to 
defuse  situations  in  which  violence  may  occur.  This  conflict  resolution  training  complements 
NYSP's  sports  component,  since  values  of  sportsmanship  and  teamwork  are  accentuated  during 
the  sports  instruction  portion  of  the  program. 

NYSP  plays  a  particularly  important  role  in  helping  to  stem  drug  abuse  by 
youngsters.  The  disadvantaged  young  people  served  by  NYSP  are  a  key  target  population  in  the 
effort  to  reduce  the  demand  for  illegal  drugs.  NYSP  uses  the  medium  of  sports  to  attract 
youngsters,  and  then  takes  advantage  of  that  opportunity  to  motivate  young  people:  building 
their  self-esteem,  encouraging  them  to  resist  negative  peer  pressure,  and  inspiring  them  to  pursue 


1737 


educational  and  career  opportunities.  As  President  Clinton  has  recognized,  "children  between 
the  ages  of  10-16  earn  and  learn  self-respect  through  a  comprehensive  sports  and  educational 
instruction  program."    Proclamation  No.  6576,  58  Fed.  Reg.  36,117  (1993). 

As  part  of  its  effort  to  offer  a  constructive  alternative  to  drugs,  NYSP  has  always 
included  drug  abuse  education  and  prevention  in  its  educational  program.  Alcohol  and  drug 
education  specialists  are  employed  by  each  project  to  develop  curricula  and  coordinate  special 
presentations  from  professionals  in  the  community.  In  1988,  the  House  Committee  on  Education 
and  Labor  recognized  the  important  anti-drug  function  of  NYSP: 

The  Committee  believes  that  the  National  Youth  Sports  Program 
is  a  particularly  suitable  existing  framework  within  which  youth 
drug  abuse  education  can  be  highly  effective.  NYSP  which  has 
been  serving  disadvantaged  youth  for  twenty  years,  makes  special 
efforts  to  enroll  "high-risk"  youth  and  has  as  participants 
youngsters  at  least  90  percent  of  whom  meet  the  HHS  Poverty 
Income  Guidelines.  The  Committee  believes  that  a  special 
emphasis  on  drug  abuse  education  and  prevention  within  NYSP's 
health,  sports,  and  enrichment  activities  as  outlined  above  is  a 
highly  appropriate  and  important  integration  of  compatible  Federal 
efforts. 

H.R.  Rep.  No.  779,  100th  Cong.,  2d  Sess.  at  17  (1988)(emphasis  added). 

For  most  participants,  NYSP  is  their  first  exposure  to  a  college  campus.  NYSP 
gives  these  children  otherwise  unavailable  access  not  only  to  some  of  the  country's  finest  athletic 
facilities,  but  also  to  the  educational  and  cultural  facilities  and  events  on  campus.  Libraries, 
laboratory  classrooms,  student  centers,  cafeterias,  and  lecture  halls  all  serve  as  vital  learning 
environments  for  the  educational  component  of  the  program.  This  experience  in  the  college 
environment  helps  direct  the  energies  of  these  economically  disadvantaged  young  people  into 
constructive  channels  and  turn  them  away  from  destructive  behavior  patterns.  So,  too,  do  the 
student-athletes  who  help  supervise  youth  sports  activities  and  serve  as  valuable  role  models  for 
the  participants.  Many  youngsters  have  been  encouraged  by  their  NYSP  experience  to  pursue 
higher  education  and  to  set  other  worthy  goals  for  themselves. 

NYSP  also  provides  basic  services  otherwise  beyond  the  reach  of  many  NYSP 
participants,  over  90  percent  of  whom  must  meet  the  HHS  Poverty  Income  Guidelines.  NYSP 
serves  a  USDA-approved  hot  meal  to  each  participant  every  day.  For  many  participants,  these 
lunches  may  be  the  only  nutritious  meals  they  receive  during  the  summer  months.  Each 
youngster  also  receives  a  free  medical  examination  and  a  referral  for  follow-up  treatment  when 
appropriate.  In  1993,  for  example,  NYSP  administered  68,646  medical  examinations;  16,184 
of  the  children  received  referrals  for  follow-up  treatment.  In  addition,  NYSP  requires  a  trained 
medical  coordinator  to  be  on-site  during  NYSP  operating  hours  to  administer  medical  assistance 
to  participants.    NYSP  also  provides  accident-medical  insurance  coverage  to  all  participants. 
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Since  the  program's  inception  in  1968,  nearly  one  million  youngsters  have 
participated  in  NYSP.  In  1993,  more  than  66,000  boys  and  girls  from  low-income  families  took 
part  in  NYSP  projects  at  171  colleges  and  universities  in  46  states.  A  priority  of  NYSP  has 
been  to  recruit  youth  who  meet  the  HHS  guidelines,  and  each  project  develops  an  outreach 
program  to  recruit  individuals  from  poverty-stricken  areas.  Many  of  the  nearly  5,000 
individuals  employed  as  professional  and  assistant  instructors  and  support  staff  live  in  the  same 
neighborhoods  as,  and  are  familiar  with,  the  children  who  attend  NYSP  programs. 

The  NCAA  closely  monitors  each  project.  The  NYSP  Committee,  appointed  by 
the  NCAA  Council,  rigorously  scrutinizes  applications  for  NYSP  projects.  In  1993,  over  220 
institutions  applied  for  NYSP  projects  but  only  171  received  subgrants.  Further,  once  in  the 
program,  each  project  is  evaluated  on  an  annual  basis.  Through  this  process,  the  NCAA  is  able 
to  ensure  that  the  youngsters  in  the  program  receive  high-quality  services. 

NYSP  is  a  public-private  partnership  that  enlists  the  support  of  the  federal 
government,  through  the  Department  of  Health  and  Human  Services,  and  the  nation's  colleges 
and  universities,  acting  through  the  NCAA.  The  success  of  NYSP  is  due  in  large  part  to  the 
high  degree  of  volunteerism  it  inspires  among  participating  institutions,  individuals,  local 
businesses,  and  national  firms  and  organizations.  Since  NYSP  was  first  undertaken  as  a  pilot 
project  in  1968,  the  NCAA  has  administered  the  program  without  charge  as  a  community 
service.  In  addition  to  the  NCAA's  direct  contribution,  its  participating  member  institutions 
have  donated  athletic  equipment,  the  use  of  educational  and  sports  facilities,  and  the  services  of 
project  administrators.  The  NCAA  also  helps  to  generate  contributions  from  private 
corporations. 

During  the  appropriations  process  last  fall,  NYSP  was  appropriated  $12  million 
for  fiscal  year  1994.  Congress,  however,  introduced  a  requirement  that  the  grantee  increase  its 
own  contribution  as  a  condition  of  any  expenditure  over  $9.4  million.  The  result  may  be  to 
restrict  the  scope  of  NYSP,  to  the  disadvantage  of  thousands  of  needy  youth.  The  bill  did  not 
take  into  account  the  unique  nature  of  the  NCAA's  role  in  administering  the  program  or  the 
NCAA's  relationship  with  its  member  institutions.  By  administering  the  program  free  of  charge 
and  contributing  sports  equipment,  the  NCAA  annually  contributes  nearly  $1,000,000  to  NYSP. 
No  federal  funds  are  used  by  the  NCAA  or  its  individual  member  institutions  to  cover  overhead 
expenses.  In  contrast  to  most  other  federally  supported  programs,  aU  appropriated  federal  funds 
go  directly  into  the  program  and  serve  low-income  youngsters.  Additionally,  member 
institutions,  together  with  non-member  participants,  contribute  more  than  $14,400,000  to  NYSP 
through  cash  and  in-kind  resources. 

Moreover,  the  NCAA  is  a  not-for-profit,  tax-exempt  organization,  as  are  its 
member  institutions.  The  NCAA's  mission  is  to  promote  intercollegiate  athletics.  Although  it 
receives  substantial  revenues  from  its  television  contracts  for  men's  basketball,  almost  90  percent 
of  those  funds  are  distributed  to  the  NCAA's  member  institutions.  The  NCAA  has  only  limited 
resources  to  devote  to  programs,  like  NYSP,  that  are  not  within  its  mission. 
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The  NCAA  suggested  an  alternative  matching  provision  to  the  authorization 
subcommittees,  and  the  House  has  adopted  various  aspects  of  the  NCAA's  suggestion.  The 
House  bill  requires  applicants  to  contribute  amounts  in  cash  or  in  kind  of  not  less  than  25 
percent  of  the  amount  requested.  Further,  it  requires  that  the  applicant  not  use  funds  from  the 
grant  to  pay  for  administrative  expenses.  The  NCAA  believes  that  these  requirements  ensure 
that  the  participants  in  this  program  will  continue  to  be  well-served. 

An  appropriation  of  $15  million  will  allow  NYSP  to  grow  in  three  important 
ways.  First,  it  will  allow  projects  to  accommodate  the  thousands  of  disadvantaged  youngsters 
who  want  to  participate  in  NYSP,  but  who  are  currently  turned  away.  For  example,  the  number 
of  available  positions  for  last  summer's  NYSP  project  at  the  University  of  the  District  of 
Columbia,  which  recruits  from  areas  such  as  Anacostia,  was  500.  Over  2,500  youngsters 
applied  to  participate;  four-fifths  of  them  could  not  be  accommodated. 

Second,  it  will  allow  more  institutions  to  participate  in  the  program.  In  1994, 
over  220  institutions  from  46  states  applied  to  participate  in  NYSP;  169  were  selected. 
Although  new  programs  are  being  instituted  in  Milwaukee  and  San  Jose  —  cities  in  which  the 
problems  of  our  children  are  growing  —  NYSP  has  the  potential  to  serve  the  young  in  even  more 
areas.  Because  NCAA  members  are  located  nation-wide,  NYSP  could  eventually  be  operated 
in  all  fifty  states. 

Finally,  increased  funding  will  allow  each  individual  project  to  offer  additional 
educational  topics.  This  year,  only  20  institutions  will  be  able  to  offer  math  and  science  courses 
because  of  budget  restrictions.  With  increased  federal  support,  the  number  of  institutions 
offering  such  valuable  courses  could  be  greatly  expanded. 

NYSP  thus  represents  a  unique,  cost-effective  program  which  has  demonstrated 
its  ability  to  help  the  youth  of  our  country  grow  into  productive  and  responsible  adults.  Insofar 
as  we  invest  in  our  children's  lives,  we  as  a  nation  invest  in  our  future.  In  short,  NYSP  is  a 
high-quality,  enormously  important  program  that  should  be  continued. 

For  all  of  the  foregoing  reasons,  the  NCAA  respectfully  requests  that  the 
Subcommittee  appropriate  $15  million  to  NYSP  for  fiscal  year  1995. 


77-364    O— 94 56 
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SOCIETY  FOR  ANIMAL  PROTECTIVE  LEGISLATION 

P.O.  Box  3719 

Georgetown  Station 

Washington,  D.C.  20007 

(202)  337-2334 


Statement  in  Support  of  $1.5  Million 
to  Establish  a  Research  Fund  for  the  Development  of 
Improved  Handling  Practices  for  Nonhuman  Primates  Dsed  in 
Experimentation  and  Testing 

By  Christine  Stevens,  Secretary 

May  6,  1994 

Before  the  Subcommittee  on  Labor,  Health  and  Human  Services, 
Education  and  Related  Agencies  of  the  House  Committee  on 

Appropriations 

On  behalf  of  the  Society  for  Animal  Protective  Legislation,  the 
American  Humane  Association  and  the  Humane  Society  of  the  United 
States  we  respectfully  request  an  appropriation  of  $1,500,000  for 
the  establishment  of  a  research  fund  that  will  allow  the  NIH- 
funded  research  community  to  develop,  test  and  implement  new 
handling  and  restraint  techniques  for  nonhuman  primates  that 
minimize  undue  distress. 

Nonhuman  primates  used  in  research  and  testing  are  commonly 
subjected  to  catching,  handling  and  restraint  procedures  that 
cause  unnecessary  excitation  and  distress.  Such  procedures 
include  catching  group-housed  animals  with  nets,  forcing  animals 
into  transport  boxes  with  sticks  or  squeeze-back  cages,  physical 
immobilization  during  venipuncture  or  restraint  in  a  monkey 
chair.  Excitation  and  distress,  however,  should  be  avoided  at  all 
costs  in  research  subjects,  not  only  for  ethical  reasons  but  also 
for  scientific  reasons.  A  nonhuman  primate  that  experiences  undue 
excitation  or  distress  while  being  caught,  handled  or  restrained 
for  the  purpose  of  scientific  data  collection  is  no  longer  a 
suitable  research  model  because  its  behavioral  and  physiological 
responses  are  not  normative  (e.g.  Mason,  1972;  Mason  et  al . , 
1973;  Elvidge  et  al ,  1976;  Blank  et  al . ,  1983;  Reinhardt  et  al . , 
1990) .  Data  collected  on  such  a  subject  are  likely  to  be  biased 
and  hence  of  little  scientific  value  (Canadian  Council  on  Animal 
Care,  Qui^._to_J^s_XLajLe_aA4.D£A_Qf_JlxpejJLjDeDiAL_AjajDelfi,  1993)  . 
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Investigators  who   use   nonhuman  primates  are   usually   unaware  of 
the  husbandry   conditions   under  which   their   scientific  data   are 
collected  since   catching,    handling,    and   restraint  procedures   and 
associated   data  collections  are  commonly   done  by   animal 
caregivers,    animal    technicians  or    student   helpers.    This 
circumstance   often   causes   the   investigator    to  assign    unduly    large 
numbers  of   animals  to  his/her   project (s)    or    repeat   the 
experiment (s)    unnecessarily   because   the   statistical    data  analysis 
is   confounded  by    stress-related  variables   unknown  to   the 
investigator.    It   is  widely   accepted  that    "good  husbandry 
minimizes  variations   that   can  modify   an  animal's   response   to 
experimentation"    (NIB.  G_uide_.fQc.JtJie_(La.r.e_an.d_Use.-Qf_JiabQra.tQCy 
AoimaJLs,    1985)  .    Pilot   studies  have  been   conducted  to  develop 
simple  and   safe  alternatives   to   conventional    catching,    handling 
and  restraint  procedures   for    some  nonhuman  primate   species 
(Smith,    1981;    Bunyak   et   al . ,    1982;   Walker    et   al . ,    1982;    Coelho    & 
Carrey,    1990;    Reinhardt,    1990;    Turkkan,    1990;    Phillippi- 
Falkenstein    &   Clarke,    1991;    Priest,    1990;    Priest,    1991; 
Reinhardt,    1991;   Reinhardt,    1992;   Reinhardt    &   Crowley,    1992; 
Anzenberger    &  Gossweiler,    1993;   Laule,    1993;    Luttrell    et   al . , 
1994).    Such   alternatives  are  based  on   the  assumptions   that: 

a)  "the  least   distressing  method  of   handling   is   to  train 
the  animal    to   co-operate    [rather    than   resist]    in   routine 
procedures"    (CQde_jof_pj.aQtj.j:A-fPJ..the._HQUsJJig_An.d.-Car.e_of 
AnimAls.UAed.iP.-SciAatifjLc.prp.cedAULeSf    1989)  ; 

b)  nonhuman  primates   are   intelligent  animals  that   readily 
learn   to   co-operate   during  catching,    handling  and 
restraint  procedures; 

c)  collecting   data   from   co-operating   subjects   involves 
fewer    risks    (of   being  bitten  or    scratched)    for    the 
personnel    than   collecting   data   from   resisting   subjects. 

Improved  catching,    handling  and  restraint   techniques  have   to  be 
developed  for   e.ag^jiQnhJimaD.PXimaAe.spec.ie^._assi^n.ecl_  t_o_-NJJL- 
5UPpojc.ted__r.§§eArcb  •    Each    technique  will   have   to  be   tested   in 
regard  to: 

a)  time   investment    in   training   the   subjects   to  cooperate 
rather   than   resist   during  catching,    handling  and 
restraint  procedures; 

b)  safety   of    the   training  protocol ; 

c)  behavioral    and  physiological    responses  of   the   subjects 
during   conventional    versus   during   improved  catching, 
handling  and  restraint  procedures.    Different  behavioral 
and  physiological   parameters  will   have   to  be   assessed 
that  are  well    recognized  as   distress-sensitive   indicators 
for    each    individual    species. 
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All   scientific  findings  will   have  to  be  published   in  professional 
journals/  newsletters/  monographs. 

New   catching,    handling  and  restraint   procedures   that  have 
demonstrated  a  high   degree  of   practicability    (little   time 
investment,    safety) ,   plus  a   clear   scientific  advantage 
(significant  amelioration  of   stress   responses)    over   conventional 
procedures,    should  be   implemented   in  all   NIH-supported  nonhuman 
primate   research   facilities.    Research   facilities  are  generally 
reluctant   to   spend  extra  money   to   upgrade   their   animal    care 
program.    However,    if  there  are  extra  costs   accruing   from   the 
implementation  of   the  new   procedures    (e.g.    personnel, 
modification  of   cages) ,    they   should  be   covered  by   the  Research 
Fund  for   the   Development  of    Improved   Handling  Practices   for 
Nonhuman  Primates   Used   in   Experimentation  and  Testing. 

Improving   conventional    catching,    handling  and   restraint 
procedures  of   nonhuman  primates  will  yield  the   following 
benefits: 

1.  Nonhuman  primates  will   be   subjected  to   less   distress; 

2.  Research   data   collected  will   have  a   greater   scientific 
validity ; 

3.  NIH-supported  nonhuman  primate   research   facilities   can 
become  models  for   more  humane   animal    treatment. 
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The  Child  Welfare  League  of  America  (CWLA),  is  a  national  association  of  more  than 
700  public  and  private  voluntary  agencies  dedicated  to  serving  abused  and  neglected  children  and 
their  families.  Workers  in  our  agencies  are  on  the  front  lines  every  day  struggling  with  minimal 
resources  to  provide  a  range  of  essential  services  to  a  growing  number  of  abused,  neglected  and 
seriously  troubled  children  and  families.  These  services  include  intensive  in-home  services  such 
as  family  support  and  family  preservation,  foster  care  services,  adoption  assistance,  youth 
services,  residential  treatment  and  numerous  related  services  such  as  child  day  care,  health  care, 
substance  abuse  prevention  and  treatment,  mental  health  services,  developmental  assistance, 
housing  assistance,  counseling  and  training.  We  want  to  express  our  views  to  the  Subcommittee 
on  the  funding  for  federal  programs  that  are  important  to  children  and  families  in  the  child 
welfare  system. 

CWLA  and  our  member  agencies  know  first  hand  the  magnitude  and  severity  of  problems 
facing  vulnerable  children  and  families.  We  see  poverty,  unemployment,  homelessness, 
HTV7AIDS,  and  substance  abuse  tearing  millions  of  families  apart  each  year  and  contributing  to 
the  increasing  number  of  infants,  children  and  youth  who  experience  abuse,  neglect  or 
abandonment.  However,  we  also  know  that  these  problems  can  be  successfully  addressed  and 
that  many  tragedies  can  be  prevented.  Child  abuse  and  neglect  can  be  reduced  and  prevented, 
troubled  families  supported,  and  children  who  have  suffered  greatly  can  be  protected  from 
further  harm  and  assisted  to  become  healthy  and  productive  adults.  Enormous  human  and  social 
costs  can  be  saved  if  we  make  the  right  investments  today.  Supportive  programs  that  prevent  or 
treat  child  abuse  and  neglect  can  save  thousands  of  lives  and  billions  of  dollars  each  year. 

We  urge  this  Subcommittee  to  fund  the  investments  in  children  and  families  proposed  in 
the  President's  FY  1995  Budget  and  provided  for  in  the  Conference  approved  FY  1995  Budget 
Resolution  (H.Con.  Res.  218).  These  include  family  support  and  family  preservation  and  child 
day  care  services.  We  also  ask  you  to  increase  funding  to  $325  million  for  the  Child  Welfare 
Services  Program,  the  major  source  of  federal  support  for  protective  and  preventive  services  for 
abused  and  neglected  children  and  troubled  families.  CWLA  also  supports  increased  funding  for 
the  Adoption  Opportunities  Act  programs  which  recruit  families  to  adopt  special  needs  children 
and  create  post-adoptive  services  to  assist  families  to  care  for  these  youngsters.  CWLA  also 
urges  you  to  support  an  increase,  to  $30  million  for  this  program.  Similarly,  the  Abandoned 
Infants  Assistance  Act  program  should  be  funded  at  the  fully  authorized  level  of  $30  million. 
This  program  provides  the  services  necessary  to  speed  the  transition  of  "boarder  babies"  ~ 
newborn  babies  who  literally  have  no  home  to  go  to  -  from  high-cost  acute  care  public  hospitals 
to  foster  and  adoptive  families. 
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CHILD  WELFARE  SERVICES  PROGRAM 

The  dramatic  increase  in  child  abuse  and  neglect  in  the  last  decade  has  strained  the  ability 
of  state  child  welfare  systems  to  carry  out  their  responsibilities  to  protect  and  care  for  children. 
In  1993,  2,989,000  children  were  reported  abused  or  neglected  and  1,299  died  as  a  result. 
Nationwide,  the  rate  of  children  reported  for  child  abuse  and  neglect  and  the  rate  of  child 
fatalities  due  to  child  abuse  and  neglect  have  increased  50  percent  from  1988  to  1993.  At  least 
three  children  die  each  day  in  the  U.S.  as  a  result  of  maltreatment.  Parental  substance  abuse, 
unemployment  and  rising  violence  account  for  the  increase  in  reports.  However,  funding  for  the 
Child  Welfare  Services  Program  has  been  severely  limited.  Additional  funds  are  necessary  to 
meet  the  needs  of  many  troubled  families  and  their  children.  CWLA  urges  this  Subcommittee 
to  increase  funding  for  the  Child  Welfare  Services  Program  (Title  TV-B  of  the  Social  Security 
Act)  to  the  fully  authorized  level  of  $325  million. 

CHILD  CARE  AND  HEAD  START 

With  the  increasing  number  of  parents  in  the  workforce,  child  day  care  is  now  an 
essential  element  of  family  life.  Child  day  care  promotes  and  supports  family  resources  by 
enhancing,  not  replacing,  family  responsibilities.  The  lack  of  or  loss  of  care  can  trigger  a  crisis 
and  threaten  the  stability  of  a  family.  State  and  federal  child  care  funding  is  necessary  for 
families  who  struggle  to  enter  or  remain  in  the  workforce. 

The  Child  Care  and  Development  Block  Grant  program  has  been  successful  in 
increasing  the  provision  of  child  care  services  to  low-income,  working  families  across  our 
nation.  The  Block  Grant  also  allows  each  state  to  assess  its  own  needs  and  support  activities  to 
meet  those  needs.  Innovative,  creative  solutions  are  being  funded  to  meet  some  of  these  needs 
unique  to  each  state. 

Although  this  program  has  made  some  strides  in  expanding  services  to  low  income 
working  families  and  improving  the  quality  in  the  child  care  system,  much,  much  more  needs 
to  be  done.  A  recent  study  reported  that  over  35  states  had  waiting  lists  for  low-income  working 
families.  California  and  Texas  both  report  that  many  families  may  wait  two  to  three  years 
before  receiving  subsidies.  In  addition,  Alabama  had  over  8,000  children  waiting,  Illinois  had 
over  30,000  and  Pennsylvania  had  over  6,000.  We  must  take  action  to  ensure  that  children 
receive  quality  day  care.  CWLA  therefore  urges  you  to  support  the  funding  level  provided  for 
in  the  FY  1995  Conference  approved  Budget  Resolution  which  provides  $1.29  billion  for  the 
Child  Care  and  Development  Block  Grant.  We  additionally  urge  you  to  preserve  and  protect 
identified  funding  streams  for  child  care  resource  and  referral  and  School  Age  Child  Care 
programs  (authorized  under  the  Dependent  Care  Planning  and  Development  Block  Grant),  the 
Child  Development  Associate  (CDA)  scholarship  program  and  Dependent  Care  and  Crisis 
Nurseries  Programs.  CWLA  further  calls  for  your  support  of  Head  Start  expansion  with 
increased  funding  to  $  4. 12  billion,  as  provided  for  in  the  Conference  approved  FY  1995  Budget 
Resolution.  This  will  provide  critical  early  intervention  and  quality  care  to  low-income  children 
and  families,  especially  the  expansion  of  services  to  families  with  infants  and  toddlers. 
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ADOPTION/ ABANDONED  INFANTS 

The  child  welfare  system  is  struggling  to  deal  with  the  dramatic  increase  in  the  number 
of  reports  of  child  abuse  and  neglect  and  the  subsequent  increase  in  the  number  of  children  in 
foster  care.  Adoption  provides  a  secure,  loving,  permanent  way  out  of  the  system  for  many 
children.  CWLA  member  agencies  know  how  to  find  adoptive  families  for  these  children;  we 
must  be  able  to  educate  the  public  about  the  needs  of  these  children,  actively  recruit  and  prepare 
families  to  adopt  these  children,  and,  following  placement,  provide  supportive  services  to  the 
adoptive  families. 

The  Adoption  Opportunities  Act  is  effective  in  helping  agencies  recruit  families  to 
adopt  children  with  special  needs  and  establish  post-adoptive  services  to  assist  families  in  caring 
for  these  children.  Yet,  increased  resources  are  urgently  needed  in  order  to  meet  the  needs  of 
the  thousands  of  children  currently  awaiting  adoptive  placement.  Although  it  is  difficult  to 
accurately  state  the  number  of  children  in  the  United  States  awaiting  adoptive  placement,  CWLA 
believes  there  are  35,000  -  50,000  children  currently  legally  free  for  adoption,  with  as  many  as 
75,000  -  80,000  children  anticipated  to  need  adoptive  placement  in  the  next  year.  Many  of  these 
children  are  considered  "special  needs"  children,  meaning  they  are  older,  part  of  a  sibling  group, 
have  physical,  mental  or  emotional  disabilities,  or  are  children  of  ethnic  minority  status.  Indeed, 
studies  show  that  minority  children,  particularly  African  American  and  Latino  children,  are 
disproportionately  over-represented  in  the  number  of  children  awaiting  adoptive  placement.  In 
addition  to  responding  to  the  needs  of  children  to  have  families  of  their  own,  insuring  the 
children  move  from  foster  care  to  adoptive  families  will  result  in  significant  savings  of  the 
taxpayers'  dollars.  CWLA  urges  this  Subcommittee  to  fund  the  Adoption  Opportunities  Programs 
at  $30  million,  to  find  adoptive  homes  for  these  children. 

Similarly,  the  Abandoned  Infants  Assistance  Act  addresses  the  issue  of  "boarder 
babies,"  infants  under  12  months  of  age  who  remain  in  the  hospital  beyond  the  date  of  medical 
discharge  because  they  titerally  have  no  home  to  go  to.  The  program  attempts  to  speed  the 
transition  of  these  infants  from  high-cost  acute  care  hospitals  into  foster  homes  and  adoptive 
families.  This  program  has  also  been  helpful  in  reuniting  infants  with  their  biological  parents. 
A  recent  report  issued  by  the  U.S.  Department  of  Health  and  Human  Services  reaffirmed  a 
CWLA  finding  of  up  to  22,000  boarder  babies  and  abandoned  infants  at  any  given  time  in  the 
United  States  in  1991.  CWLA  urges  this  Subcommittee  to  fund  the  program  at  the  fully 
authorized  level  of  $30  million. 

CWLA  recognizes  the  difficulty  of  funding  decisions  given  the  constraints  on 
discretionary  spending  mandated  by  the  budget  law  last  year.  New  investments,  especially  in 
our  children,  young  people  and  their  families,  are  essential  to  produce  citizens  who  can  and  will 
want  to  contribute  to  society  as  well  as  to  reduce  the  current  human  and  financial  costs  of 
avoiding  and  neglecting  problems.  These  modest  but  vital  investments  could  be  made  and  deficit 
reduction  protected  and  achieved  with  a  mere  fraction  of  the  savings  that  could  still  come  from 
military-related  funding,  according  to  defense  experts  representative  of  the  political  spectrum. 
We  urge  you  to  continue  making  our  children,  families  and  our  futures  a  much  higher  priority. 
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Mr.   Chairman   and   members  of  this  committee: 

I  am  Erika  Musser,  the  mother  of  Heidi  Musser,  who  was  born  totally 
blind  and  who  is  now  in  her  senior  year  in  college.  I  do  not  represent  any 
organization.  It  is  the  loud  voice  of  my  conscience  that  compels  me  to 
come  before  this  committee  again  to  call  your  attention  to  the  problem  of 
braille  illiteracy  that  permeates  our  nation.  Presently,  only  12  percent  of 
America'  s   blind  and   visually   impaired  population   is  able   to  read   braille. 

With  the  enactment  of  the  Braille  Training  Project  Amendment  in  the 
Reauthorization  of  the  Rehabilitation  Act  of  1992,  Section  803,  enormous 
hope  has  been  poured  into  the  hearts  of  all  blind  people  as  well  as 
rehabilitation  professionals  and  teachers  for  the  blind  throughout  the 
entire  nation.  The  seeds  for  an  irreversible,  favorable  change  have  been 
planted. 

For  FY  1995,  I  kindly  ask  you  to  authorize  an  appropriation  of 
$2  million.  I  strongly  recommend  that  the  Office  of  Special  Education 
focuses  mainly  on  multi-year  programs  to  train  rehabilitation  teachers  and 
professionals  in  braille  education.  We  need  teachers,  teachers,  teachers! 
In  the  case  of  my  daughter,  I  had  to  learn  braille  myself  and  then  teach 
her,  because  there  was  no  one  to  teach  her  the  skills  of  reading  and  writing 
braille. 

I  suggest  that  we  call  on  blind  individuals  who  know  braille  well  and 
who  know  what  it  is  to  live  as  a  sightless  person  in  a  sighted  world,  and 
then  recruit  them  for  teaching  together  with  the  sighted  teachers.  The 
common  bond  of  being  blind  should  serve  as  a  vital  ingredient  in  the 
process  of  overcoming  obstacles  in  learning  braille.  Many  blind  persons 
would  enjoy  to  have  a  teaching  position  and  to  be  off  the  unemployment 
list.     This  would  be  a  cost-effective  program. 

The  four  Braille  Training  Projects  that  have  been  funded  by  the  Office 
of  Special  Education  with  approximately  $450,000  for  FY  1993  and  with 
approximately  $400,000  for  FY  1994  are  a  meager  start,  but  my  heart 
feels   quite   disappointed   that   not   more   funds    have    been    authorized. 


According  to  statistics  in  the  Journal    of    Visual    Impairment    &    Blind- 
ness,  March    1993,  published  by  the   American   Foundation   for  the   Blind, 
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there  are  roughly  1 ,400. 000  blind  and  severely  visually  impaired 
working-age  adults  (between  the  ages  of  18-64)  in  America.  The 
unemployment  rate  of  those  adults  is  about  70  percent  and  of  those 
unemployed,  64  percent  do  not  know  braille.  On  the  other  hand,  X5 
percent  of  those  who  use  braille  as  their  primary  method  of  reading  are 
employed.  These  figures  show  that  there  exists  a  notable  correlation 
between  braille  literacy  and  employment.  How  can  we  expect  that  blind 
people  are  able  to  compete  in  the  job  market,  if  we  don't  give  them  the 
most  basic  tools  for  reading  and  writing  braille?  While  attending 
elementary  and  high  school,  as  well  as  college,  we  usher  them  through  the 
system  without  engaging  them  in  reading,  writing  or  spelling,  and  without 
textbooks    in    braille. 

Blind  Americans  have  been  unjustly  denied  access  to  their  own 
potentials  and  prevented  by  ancient  societal  attitudes  from  flourishing  as 
full  human  beings.  They  have  been  "socialized"  to  believe  that  they  are 
second  class  citizens  because  of  their  lack  or  impairment  of  eyesight.  This 
"socialization"  process  results  in  hopelessness,  dependency,  discontent,  and 
poverty. 

I  am  fully  aware  that  it  is  difficult  to  abolish  long-standing  prejudices 
that  were  instituted  in  the  Western  culture  approximately  2400  years  ago 
~  probably  during  Aristotle's  time;  I  am  also  aware  to  change  an  almost 
universal  opinion  ingrained  in  our  society  is  an  enormous  task;  however, 
by  working  together,   we  should  be  able  to  stand  up  to  this  challenge. 

Briefly,  1  would  like  to  portray  to  you  what  it  is  like  to  be  a  blind  or 
severely    visually    impaired    college    student    at   present   time; 

*  It  is  a  rare  "luxury"  indeed,  when  blind  college  students  have 
textbooks  transcribed  into  braille  available  at  the  beginning  of  a  semester. 
The  hassle  in  obtaining  the  braille  books  and  the  limited  skills  in  braille 
cause  students  to  give  up  in  despair;  they  settle  for  doing  most  of  their 
learning  via  recorded  books  on  tape  or  with  the  help  of  readers,  if 
available.  While  recorded  texts  and  readers  are  a  good  source  for 
acquiring  knowledge,  they  provide  in  many  ways  a  disservice  to  many 
blind  individuals  who  are  capable  of  learning  braille.  Self-reliance  and 
independence  come  through  reading  and  interpreting  written  texts  just 
like   the   sighted  do. 
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*  At  Northeastern  Illinois  University  in  Chicago,  where  my  daughter 
attends,  there  are  approximately  10,000  students  of  which  about  25  are 
blind  or  significantly  visually  impaired.  There  are  three  computer  labs  on 
campus,  but  not  one  computer  is  equipped  with  a  synthesized  voice  or  a 
braille  printer  for  use  by  visually  impaired  students.  Does  not  the  ADA 
mandate    equal    educational    opportunities? 

*  During  a  recent  course  titled:  Reading  Development,  the  professor, 
who  holds  a  Ph.D.  degree,  was  convinced  that  blind  students  learn  to  "read" 
by  listening  to  tapes.  This  professor  did  not  make  accommodations  for 
Heidi's  aspirations  to  read  in  braille. 

These  episodes  are  not  unique;  they  echo  the  plight  of  blind  students 
nationwide. 

To  be  sightless  is  not  as  crippling  as  the  lack  of  equal  educational 
opportunities.  Is  it  not  the  lawgivers'  duty  to  plan  and  arrange  for  the 
education  of  all  its  citizens?  In  a  society,  where  one  group  of  citizens  is 
almost  totally   overlooked,   the  equality  of  the  constitution   suffers. 

Before  making  a  recommendation  for  appropriation  for  braille  training 
projects,  I  suggest  to  all  members  of  this  committee  to  turn  off  the  lights 
for  five  minutes  --  including  all  emergency  lights  --  and  then  imagine  a 
life  in  total  darkness  WITHOUT  teachers  and  books  to  brighten  the  world 
through    educational    opportunities. 

My  daughter  came  into  this  world  in  total  darkness;  her  life  was  not 
"dark"  because  of  lack  of  sight  and  light  --  she  had  a  loving  family  --  her 
life  was  made  painful,  because  there  were  no  well-trained  teachers  for  her 
unique  needs  for  learning.  At  age  3  1/2,  the  educators  categorized  her 
among  the  "retarded"  and  "powerless;"  by  educating  her  at  home  during 
her  elementary  school  years,  she  gained  a  "voice,"  which  Senator  Paul 
Simon  translated  into  federal  legislation.  It  is  proof  that  our  government 
works,  when  people  care  and  use  it  as  it  was  designed  to  be  used  by  the 
framers  of  our  Constitution. 

My  heart  deeply  thanks  you  on  behalf  of  all  blind  Americans. 
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I  would  like  that  my  letter,  which  I  wrote  to  the  former  chairman  of 
this  subcommittee,  Mr.  William  Natcher  while  he  was  at  Bethesda  Naval 
Hospital,  is  made  available  for  public  record.     Had  he  not  entered  the  arena 
of  my  work,  Heidi's  and  my  voice  on  behalf  of  America's  blind  community 
would  probably  have  been  rebuffed  and  silenced.      Mr.   Natcher  was  the 
first  one  who  invited  me  to  testify  before  Congress  ...     and  that  made  all 
the  difference.     He  was  a  noble  man! 
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March  13,  1994 


Congressman  William  Natcher 
Bethesda  Naval  Hospital 


Dear  Mr.  Natcher: 

My  heart  longs  to  tell  you  how  much  you  have  done  for  me  and  the  entire 
blind  community  of  America.    When  you  invited  me  to  testify  as  a  private  witness 
in  regards  to  braille  illiteracy  before  your  committee  in  March  1993,  the  course  of  my 
life  took  a  new  direction.  I  discovered  that  I  had  the  ability  and  power  to  serve  our 
great  nation  through  my  lonely  voice  in  Congress. 

I  intensely  hope  that  I  will  succeed  to  grow  the  seeds  you  hae  planted 
within  me  to  a  bountiful  harvest.    Please  look  down  from  heaven  and  continue  to 
give  me  courage  and  the  needed  inner  strength  not  to  deviate  from  the  truth.   My 
admiration  for  you  is  enormous;  through  our  dedication  to  serve  others  we  are  tied 
together  forever. 

I  would  like  to  hug  you  tightly,  but  that  seems  impossible  ...  please  know 
that  you  will  be  with  me  for  the  rest  of  my  life. 
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